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To start the recording now. 

Okay,

So when I'm talking, I will be making few scribbling notes also. So can we please talk about your work that involves managing a child with cancer? 

Uh, not somebody terminally ill?

 

No managing any child with a cancer.

 Ok since for the last five years. I been working in oncology Institute. So we are mostly a referral place. So what we get is sometimes a child who's already diagnosed that he has a cancer, either the haematological cancer or solid cancer or comes without a diagnosis. So once they come, we check if they're, you know, having any acute medical complications. We stabilize that and then from emergency ward, they get shifted to the ward, regular ward, and then their specific management starts. So I have been actively involved in managing most of the haematological malignancies, like leukaemia, lymphomas and then the solid cancers, most common of them being neuroblastomas and gliblastoma  germ cell tumours, abdominal sarcoma  ( need to check medical terms 01:22 to 01:26 )  like that. So sometimes we, and we, all these patients come at different stages. Like in solid tumours, they would be,..uh… you know, if they are stable, there'll be the early. Uh, stages of the cancer, right when they met us to say is they can be in an advanced stage too. So, uh, I have, um, been fortunate enough to see, you know, most of the presentations and in the last, four to five years that I've been in the field. So if you would ask me specifically any particular cancer, then I can, you know, elaborate.





 This what and all they… this What  happens to a child and their family when they come to…



Okay. So, um. If it's not a very sick child. So what we do is we do a detailed history. So what happens in the OPD, if you ask me in the office, the child walks in with a referral letter or without one. They come here, we check the child, take the history, complete general and  physical examination, and then we know we have certain DD’s in that our mind, and then, most of the time, if the child is a older child, like, say, 16, 15, plus, we keep them…., you know, here with our conversation, and we may not reveal the entire information to the child per se, but if it's not a bigger child, if There's another caretaker. The child stays in another room, and then we talk to the parents and their extended family, whoever's available.



So most of the time, the parents are very anxious because they've come referred to a person dealing with cancer…., in Indian society, still it is a stigma... uh… nobody wants to get referred. And most of the time, parents do not believe that their children can get cancer. I know that's a barrier. That's the first obstacle that we have to come across. So we have to make them believe that cancer not just for the elderly, unfortunately it happens children’s too. So they come and then we try our best to make them comfortable, try to relieve that anxiety and slowly break the bad news. So if we know in the first meeting it-self that, like, you know, certain tests have been done outside and our conclusive evidence is already available and initiation of the specific treatment for cancer and not just the supportive care, their specific treatment should be done within 24 to 48 hours. It becomes very important for us to break the news as quickly as possible because, without their consent, we won't be able to start the specific chemo therapy, if it does not a situation like that, and if it needs certain investigations to be done in our hospital, some things like in solid tumours, like biopsy, then a pet CT scan and staging and everything. Then we wait for all the collaborative evidence to be available. Once it's there, then we, you know, start talking to the parents. So most of the time for me, I have always faced the fear in parents eyes most of the time, that is the first thing to be overcome. They're very emotionally charged.

Somebody that partially broken the news to them before sending them here, and we know this is a generation of internet, so most information is easily available. So they would have Google here, there, and they know that it is something bad that has happened to the child. They have already you know, started going through that process of either depression, or anxiety or whatever that they're feeling. So it's very important to make them calm down and tell them that there is treatment… whatever, you know, percentage or statistically whatever is the survival that is there for their disease and the best treatment can be provided to them. And first we need to stabilize and then, you know, take the things forward. So most of the time, the first station I is like a very long session. Sometimes it takes an hour two hours. Sometimes it takes one person, two people or two different people into different departments, like if we have to involve as a surgeon in the beginning itself. So we make a meeting with the surgeon, makes certain phone calls they are also available for that first meeting when breaking the bad news. So we make sure that everything is done in a planned way. There is no point in breaking these horribly news. Suddenly to parents, I mean, we don't get to anything in that and we, most of the time, we make sure that they have somebody to support them. Like…immediate, uh, first degree relative, like a grandparent or a brother or a sister was not directly related to the child because the parents may not able to take certain decisions on their own, so we make sure somebody else's there. And so they can also be emotionally supported. So fortunately, till now, we not had any bad experiences. We’ve been able to successfully convince the parents. Do you know, kind of, uh, have the faith in us, the faith in the treatment plan, and we tell them most of the information till end of the management in the first meeting, it's self once we have the diagnosis. So for me, I feel the most obstacles have come when it's a really small child or a adolescent. Those are the extreme age groups which where I have a had certain troubles because when it's a really small child, the mother is still either breastfeeding or she's just come out of the delivery or if the child hasn't even had the first birth day, something like that. So they're very emotionally upset or it’s an adolescent when they know the child is going to go out of their nest, something like a 15 or a 16 year old, they're prepared to let the day go. Like for studies or further education or something, and that is when you tell them that something's go wrong. So these are the extreme age groups when we have faced certain challenges, talking to parents other ways, most of the time the parents, you know, I have seen that. They take it well ,when it is broken to them in a schematic way.

Just mentioned about stigma associated…

  yes.

Let us talk little bit more about that…..

 So I, um, before coming here, I worked in a government enterprise. So over there I have seen that, um, um. Not many parents are educated, and they come from remote aria the Northern part of Karnataka where unfortunately healthcare is still not easily accessible.So they travel like 500 600 Km. Then they reach Bangalore and on the way there met several doctors who have said, there's no point. Yeah. It's either the doctor who's sent them here didn't have enough information about what their diagnosis is that it is. Is it treatable in this scientific era or not?

So they, I feel somehow either the immediate relative or the person who was referred him, either medical or nonmedical person. They give them this information that there's no point. I mean, why are you traveling. All this way, there's no point taking the child. So that stigma to cancer is still there, that it is untreatable because their  perception is, again, as I just mentioned to you from the elders who have the aged people who have, prone to get cancers for their different lifestyle habits. They attribute the same to children because they think that they're miniature adults and they say “ha” when adult don’t survive. It would be the same for children too, but not many people know that paediatric cancers are curable in paediatric oncology we look at cure and most of the time, and fortunately not palliation but we know that, you know, most chances children have like the maximum chances of survival and that chance should be provided to the child. That opportunity should not be denied. So, uh, the uneducated, uh, one (world?) (09:49) , that stigma still exists i feel it still exists in our country. We need a lot of cancer awareness programs and you know, to tell them that it is treatable and…

How I am managing the stigma associated.

So, um, in this centre , I've had not had much trouble. So in my previous center, what we would do is we would spend some more time with the parents and tell them how science has evolved and how 30 40 years ago, a condition like leukaemia, the moment you break something like a your child has blood cancer and then they perceive it from what they have either seen on a television or in a movie screen or read in the newspaper and their perception of what it is.That myth has to be broken in the first meeting. So we tell them that science has evolved from say 1980s and seventies to 2020 we are getting close there. So in this 50 60 years that we have evolved, the cure rates have gone up from middle 10% to 90% so it's actually almost become the other way. So we tell them that with more scientific information available. We have broken those barriers and it's more important that they believe in science and logic than anything else. So mainly the first meeting I have spent a lot of time in getting them into confidence because they are more motivated for, they're interested in you saying, no, nothing can be done they're actually ready to take the child and go away. You know that, that, uh, uneducated, uh, community that is there, they also have problems with money. They would have multiple children. They would have like. Five, six children for them. I mean, it's cruel to say this, but for them, the practicality is if it is the youngest child who's unwell and with whom they have not had an emotional bond yet, like say a six or seven month old and you tell them nothing much can be done they're more than willing to take the child back home. Then actually stick around in a city, which is very new to them. It's a new atmosphere from their small village to a big city like Bangalore. So they're more than willing to take the child back home, then actually give that opportunity to the child. So this stigma still exists in our country. I mean, we, we've come far distance in social media and, you know, the Twitter, everything, but still. That portion of the societies that myths still persist. So we have a lot to do there actually. 



One of the things we just talked about is a parental beliefs from their past experience of somebody having a cancer and then thinking that….. Probably extrapolating the same think to the child, are there any other parental beliefs you think that are hindering access to cancer care? 



Um, one, if I may tell you this one, um, very unbelievable experience for me. So one child was brought by the father and the maternal grandfather. The mother had just had a baby.



So the mother didn't come and the grandmother didn't come because she's taking care of the, uh, postpartum the mother and the baby. So this child was four year old, newly diagnosed leukaemia, A.L.L (13:28), which has got excellence that available dates in the present era. So the grandfather is completely uneducated. He's never seen a city in his entire life. This father brings these two and it was a Saturday. I break the news to the grandfather and the father, I said, it's curable, you should take treatment and this is what we have planned for you. We'll start all this from the first working day. Next week. I come back on the Monday, the father has abandoned the grandfather and the his own child and he gone back. We had no clue as to where the father has gone, and so then I started talking to the grandfather and the grandfather tells me that he started blaming the mother for this child who had cancer and that again, the child was a girl child. So he was not really interested in, uh, because I told him. It's a long treatment. It is six months of hospitalization, followed by two years of maintenance chemo. And I had a lending discussion with him and how much blood products she would need, what complications might happen, and where equipped to handle this, and everything was told despite all that. He abandoned the grandfather and the child to our care and he left. So the entire… and the grandfather didn't know how to make a phone call, he didn't know how to reach his daughter back home. So the next two weeks when then, um, for our social worker in the hospital, she struggled to get the address and how to contact the other... his other children. So I learned a lot through those two weeks that maybe, you know, I should have judged in his body language because I could make out that he was getting. Upset and they're looking angry as to why it happened to his child. And he had all of those emotions. But those are pretty normal, you know, when we have the first session and then we work on them as we go through the journey with the child but he didn't give me an opportunity for that, second session to happen. And I never saw the father again actually. So fortunately we were able to trace them and we got the maternal uncle for the care and he stuck around and he stayed for the six months. And then when I left that hospital, she was in the maintenance chemo. So she was doing well. But then later I got to know that the father never went back to the mother. So he abandoned the new born child and the child who had leukaemia, and the mother. So he blamed the mother for everything. So I feel in that part of, in that strata of society, the blame game stay continues and they like to put it on  It's your family, it's your family. You know, that still exists. 

In your practice. This, uh, abandoning the wife and the child.

 Yes. 

Or abandoning the mother is it common occurrence?

 It does in, I mean, like if you go to, I'm sure if in India, if you go into any government enterprise, you would see this people because that is where they have access to healthcare. I mean, so, you know, private enterprise and not so much. 



But you'll see the commonly in the government sectors…

 Yes... Yes. 



And why do you think that happens? 

But, uh, the root cause might be illiteracy and poverty and the, you know, uh. They get married at such a young age. The father was barely 24 or 25 he, I mean, that's a relatively young age to have a four year old child. He hadn't done any schooling after his drop out from high school. He was some kind of an unskilled worker in a smaller tire to tire three town (17:23) closer to his village. And the mother was uneducated too. I think root cause probably goes back to illiteracy in the basic and affordability to healthcare in our country. So, uh, fortunately we have some regional cancer centers in India and I now slowly, they're coming up and they're recognizing paediatric oncology as a separate subject. They're giving that, uh, you know, uh, space for the paediatric oncologist to practice paediatric oncology the right way. We know that all these years, adult oncologists have been seeing paediatric people. So that belief has slowly changed, or the last 20-30 years. So there is still that chance to give treatment. But the awareness that such a thing exists will still go a long way because so many children are lost. By the time they travelled 600 700 Km and reach Bangalore. For entire Karnataka it is still the governments set up is still in Bangalore, I'm sure that are other good government hospitals all over Karnataka where they have doctors who can still treat it, but the one known one is still in Bangalore, so they, everybody has their tendency to refer it to Bangalore. Not many reach Bangalore actually. So on the way, because once you're discharged from a hospital and you're told that there is cancer. They think... they don't know the severity that you should reach the same night or the next 24 hours you should reach Bangalore that they don't know that intensity of the problem, they take that Liberty of going home, making arrangements for money and everything, and meanwhile, you know, the child lost on the way, so all these things still happen. 

Yes….. How…. Managing a children with cancer… or their families had an effect on you as a person. That's those experiences or how it has affected you. 



Well, when I finished my master's in paediatrics, um, I was unsure whether this was the field for me.



So…. I where the previous government enterprise where I worked. I was fortunate enough, uh, to be given that opportunity. So they took me as an observer because I was unsure what I wanted to do. So the first five months, they let me work as an observer and I got to attend the rounds, the OPD clinic, the procedures, the ICU, everything. So meanwhile, I made that mental preparation whether this is what I want to do, because a lot of my other gender paediatrician friends told me that, why do you want to do something as depressing as oncology? Because you don't want to be, um, close to mortality. I mean, we know that mortality is a huge possibility in oncology. Why do you want to do that in day to day basis? So I wasn’t really sure, So I just wanted to see in these five months if I really liked the subject or not. So that gave me the, um, sincere opportunity to actually learn that it is not just declaring death as my friends who used to call it, they would say that oncology's declaring deaths, isn't it? It's not. So because we…. Well, that is a misconception that exists even now, even among the educated crowd, they think that oncology means there is no hope. But only when those five months I realized that there is so much can be done and there are so many tumours which have something like 90-95% cure rates. It's not as horrible as it was painted for me to be, and when I came the first five months, I used to be so subdue, depressed, and I didn't really take it well actually. So I had this the one experience, which I wanted to tell you, it was a 13 year old adolescent leukaemia, otherwise, there was no other issues with him. He went through the third phase. When the re intensification, at that time, he developed, um, allergy to one of the drugs and, um... That was fatal one so he developed a Oregon visceral organ complications. We had to put him in the ICU, he developed DKA, and so those two or three days before that, when he was conscious and not on the ventilator, he asked me one question. He said, I trust you and you know it’s going to be alright because I've done very so far and I've been a good child. So please tell my father that no matter what happens to me, you know I'm in safe hands something like that he said, and that stayed with me for a long time and we lost him and we lost him on my birthday. So it was  you know very….. sorry…., very bad experience for me. So that stayed with me for a very long time. He almost broke me and I thought, I shouldn't take it up. Things like that and when you grow over it. I went back to my children went home and then I taught “NO” so some good work because my friend who was with me, she would always tell me that, you know, um, healthy children will always go to some paediatrician. They're always taken care, but who will see these kids? Because if we keep telling ourselves that, um, no, it's depressing. I don't want to do this field and who will take care of them because there's nobody, not many people are.



They're all over India. You went today. So that was one thing that motivated me to get into the field. And then slowly as I realized that, you know, those personal relationships that you develop with the children, especially the plus a seven eight years age group, when they're very vocal, they talk to you about every experience they talk about the peripheral break, they talk to you about the intrathecal procedure they say, Oh, that was painful you did that and that was painful, and then, then they say, the bone marrow, you told me it won't hurt, but it hurt me. And you know they start telling you those experiences, and then you kind of develop that bonding with them then you know where to stop that bonding. You realize over the journey. Okay. Now you're getting to close to the child, this is where you should say, okay, this is to stop. You don’t get involved too much with the child because the loss of child, even though it's not yours, it still affects you and sometimes I have my safe needed certain counselling’s and lucky I have a very understanding husband, So we talk a lot and it's been okay. And luckily we have great colleagues too who share the burden with you. So I feel there's a lot of chance for us also to face similar kind of depression may not be as much as the parents. Definitely, they're the ones losing the child. So but I think somewhere, even as paediatricians, because it's children involved, you get very emotionally entangled with them. And you don't know where to stop. So, but over the years, I've learned, you know, this is where you should make that boundary and say, yes, this is where they stop.



You just mentioned children at home and you see children in the hospital. 



Yes.



 Does it affect you? 



Ya…Ya…Definitely…Definitely. 



Being a mother having a children (participant interfere in-between) 



When I joined, uh, this, field, my son was 18 months old. Then I had my daughter along the way. So especially the postpartum period is very horrible because you, your self are, you know, if I may say high on hormones, I mean, whatever that is. So you are breastfeeding the child, then you come to work and you see another similar age group child going through so many pricks and pain and, and you know, sometimes you know that this child is not going to make it. And, uh, you go home and, uh, you see your own child, you end up seeing that child in yours sometimes, and you cannot imagine how it is to be put in that parent's shoes. I keep telling the, since so many of my counselling sessions to the parents, I can imagine, I can imagine. No, you cannot imagine. You cannot imagine how it is to be in their shoes. You can only understand what is happening, but you cannot understand what they're going through and how it is to kind of, uh, live through that. See, sometimes if it's… quick death, like something expected, but it happened quickly and the parents don't get that much time to kind of cope with themselves. You know, that kind of a loss that happened. So suddenly, but sometimes it so happens that it's a long painful death especially things like neuroblastoma, AMLs, all these, you know, that nothing's going to work. We have introduced them to an integrative oncology team. There are people taking care of the child's pain. There are people counselling the parents how to grieve, and have a bereavement session. How to understand or do an ailing child You've been done all that possible, but still, when you go back home every day you're thinking, or today I might get a phone call tomorrow, I might get a phone call saying the has passed, that fear still exists for me. Even now, when I get a call from the ICU or somewhere and says, sorry, the child's no more, I still. Have that, you know, 15, 20 minutes of restlessness ki you know, was there anything that could have been done? And then you tell yourself that done everything possible, then you move on but I feel, um, medical health professionals, I feel they should be some kind of sessions for them to Uh, I don't know if as a mother I feel weak or men are different. My male colleagues are different, I do not know, but as a women, I feel if you are having a child at home, definitely you always extrapolate that experience to your own child. You, you always think that. What if I'm like, mother? What if I was on the other side of the table and somebody was telling me the same story, what would they do?

You keep thinking that I would not take it as strong as that mother, you know Because sometimes you see these strong parents who don't break down no matter what bad things you're telling them and they seem like that they're handling it well. You keep thinking, wow. I mean, would they be like her, and, and what are more or less most of the times you'd keep telling yourself that you don't want to be in that position, God forbid. You know? So that has been my, the first two years of my life in oncology has been, has gone in all those…



Emotions 



 Yes. And now I've hopefully reached a place where I handle it in a much mature way. Even then, once in a while, we've had some children here who have been very close to us and even their death has had very bad impact on us. We've had a few lovely, I mean, all children are amazing, but then some are, some remain in your memory for a long time because of those nice things they do or say, and then you keep thinking, why this child, you know. Then you realize that not why this child, why any child, and so I feel all oncologists, I'm sure if they are parents, they are male or female health professional. I'm sure they go through that bad feeling. 



But you have a feel that there is a difference between men and women? (30:19)



Obviously I mean biologically the way we are made. Obviously because only women can have bare children, I think that emotion is something very indescribable to men… Uh, we are obviously have a very small latent period to come down with tears and we easily break down, and maybe that's our way of coping, you know, with whatever. Then, um, I think the men handle it much better, for the natural reasons that it is that they don't, but I'm sure it affects them too. They probably don't talk about it or they have a coping mechanism which they put into play the moment they think, okay, this is going to bother me. They probably done it on and then they distract themselves or something. But for women, I feel largely, I've seen my other. Friends, do they go through similar phases, especially if they've become mothers and had children it’s very normal experience. I think it's not just in oncology, any chronic condition, even if it'd be a chronic liver disease or a chronic kidney disease or anything which needs a chronic treatment, a long term treatment, and at the end of which death is a possibility. Quick a possibility, then you know, the conditions, all those health professionals, I think go through the same feeling. 

And you have mentioned lot of families’ specific or healthcare provider specific experience. Are there any challenges of, uh, with regards to the children? Percy managing them with cancer? 



Oh yeah…..Yeah. Especially adolescents… like this child who was referred to us, she was a relapsed Ewing’s sarcoma. And uh, fortunately she was still general condition was really good so though we know the cure and response rates are not so great in Ewing’s sarcoma and most of them, they end up in to palliation and end of Life treatment plan. You know, so in that child, I remember she had finished one course of treatment. She was looking at joining school. She was a very, um. Good student and everything, and then we tell her six months later that it has come back and she just blatantly refused. She said I don’t want treatment, you promised me the first time that I will be okay, and then you're telling me it has come back.



I do not want to go through the entire, you know, episode again it was a girl. So she had interrupted cycles, and it was completely thrown hair , (33:12) uh, she's lost hair and she doesn't look the same anymore, and she had trouble those six months, she had actually gone back to school and a little hair had come on  her head and she had started  dressing up like other, you know, other friends. I mean, uh, how they would dress up and go to college 16-17 year old for them physical appearance is so important and then she came back with the metastatic relapse and she was like, I do not want treatment and at sixteen it's very difficult to force though are Indian laws says less than 18 year, still a minor. There are other countries in the world where they take consent at 16 years, I think in the UK if I'm not wrong, they involve the child if the child is the 16 year old, and they have every right to deny treatment for whatever their reasons are. So, but this child will be, uh, since she's a minor, we convinced her and we said, give us one chance, you know to prove. And then we actually lost her for follow up, can come back after the first cycle and then later we got to know the parents came back and told us that, you know, she's just wants to live as long as she wants and anyway, you've not given us any particular number that you know, this is what survival number. There was only response rate. There was no sideway, but then we have met her again and then she was actually happy she said I have embraced it, I know that this is what my life is going to be. I want to live. Without chemotherapy for as long as I can and then we, uh, involved the palliative care team, because she was not much in pain, she was still having general good condition. We introduced her to the integrity oncology team and she's still alive now and she's still taking, you know, on and off pain medicines and she's managing. Okay. So with adolescence we face a lot of challenges because they have a lot of questions too. And very relevant questions Um, mostly about their physical appearance and, uh, sometimes we talk about infertility also to them that certain drugs might cause infertility and you may not be, able to have child it means they would be like, you know, what does that mean? They are not yet on that. Um, the, not these complete adults, but they're not children anymore. So we had to talk to a 17 year old, a osteosarcoma patient do about Uh, preserving his, uh, semen for, you know, his future, uh, having children purpose. So then, um, it was very interesting. It was a very interesting conversation with that child. I mean, he was very calm, not anxious, like his parents, he was ready to listen to us, and he said, okay, well. I mean, if you say that I, there are chances that I may not be able to have my own child and I want to do this procedure.

So it was a voluntary, uh, you know, it was a 15 minutes to 45 minutes of counselling session with them, and then at the end of it, he said yes. And then we took him to infertility center where his semen sample was collected and it is conserved. So we've had these, um. Sessions with adolescents, especially the younger children, not so much because they, especially the younger than three year olds, they don't know that in a hospital and luckily for them, when they become 10 or 12 years old, they don't even have any memories that they went through a horrific experience as a, you know, a small toddler. The in between age group, children are mostly worried about you know, hospitalization, they don't want to be in the hospital. They want to be at school or they want to be in their place, schooling, they want to be drawing, colouring, and whatever it is that the normal children do. So here we are trying our best to, uh, you know, the psycho-oncology team. They try their best to come and involve as much as with the children. And bring their school books or maybe help them with their school work. So they partially feel like they're at home, but not so much, you know, at home. So this is what happens in these different three different age groups. 



So, um, thank you so much for the great thing. Now I'm cool specifically to certain aspects of palliative care. 



Okay.



 So, um. To start with. Can you, uh, give us narrate some experience of you making a referral to palliative care or accessing palliative care? How was that experience of making a referral or accessing the palliative care service? 



Okay. Uh, in this hospital, it been actually good So what we do Um, sometimes as I just mentioned upfront itself, we know what chances are Like say we had a child with stage four neuroblastoma, young child or two year three months old male child  first child  for the parents. So he had already received some treatment elsewhere and failed the first line treatment failed, and then they referred to us. So we tried the second salvage treatment that was also looking like it was not working. So the first meeting itself, we introduced them to the palliative care people, mainly because he came with pain. The child, looked like he was in pain, though he was not able to vocalise the symptoms. So then we knew that it is probably a lost battle that we are looking at. So we wanted the parents to know that, uh, we don't know how many days or months he would be alive, but we needed the parents to be in regular touch with the end of treatment plan, end of life treatment plan.



So the flirty first meeting be introduced to them, uh, with the palliative care people, the psycho-oncology people. So I felt that was a very, well-handled case because the couple were very young. Mother was only 20 father was I think thirty so there was a huge age gap between them and they had this young child. We realize that the parental age gap also played a role because they were in spending as much time with each other are, I don't know how well they were consoling each other, which is so important when you have a child who's going to loos life. So a lot of things, when the palliative care team is involved, we get to know a lot of the new information, which they don't tell us because they end up talking about their supportive system, they fill in all those little details, which they don't tell us in a regular office practice. then we come to know that, you know the mother was taken away from college and gotten married to this man and had this child, and now the child is unwell and the family's blaming her and then the father doesn't know whether to be with the family or the mother, and all these dynamics are happening in the background and we are only seeing the child and then we see the child and then we decide, yes, he needs some stepping up pain management immediately and then we hospitalize the child and the mother and the father had regular sessions with both the palliative care team and the psycho-oncology team and then slowly they reached a phase in the journey where they were kind of getting them prepared to let go of the child. You know, it was, I felt it was smoothen than they were. Male, mentally stronger. I mean, they learn moment happens when you lose the tail. You don't know. I mean, how you handle it at that moment, but I felt it was handled very well and you know, a lot of emotional strength to the parents and for the child. I mean death with is everybody's right. You have, I feel everybody has the right to die, at least the painless way. So I felt we handled that to a large extent as a, you know, nicely as possibly. So the parents were also happy that. The child died relatively painlessly. So what we did is we, he was put up on, uh, the WHO ladder scale, upgrading to the drugs that he needed for pain relief, and then we started feeding him. So the mother was may calm with the fact that. Child is still getting fed. So we, we had a nasal guest to do, or when he was getting feeds for the respiratory symptoms, we had, um, a BiPAP machine standby. He would get this the oxygen that he needs to keep his airway and, you know, circulation going  as smoothly as possible and when actually the event happened, parents were much calmer, I felt they handled it in a very mature way. We don't know how well we worked with the dynamics between the parents because most of the times I've realized that these parents, lot of marital disharmony happens in when it's a child involved.



So lot of bad things come in to the picture, the parents actually forget the good times they've had the, all the bad things that they've had coming into the picture, especially when it's a child involved. So I feel it's very important for us as a multidisciplinary team to see that there is no mess. I mean, we are losing a child.  So this should not be added messing to the picture. It should be made as a clean and the child deserves that. Yeah, the kind of, uh, end of life that his going to get. He deserves every good bit of it. So I feel we've, in this hospital, we've been able to achieve that. In a government enterprise makes Wiggins has not been so great because as I just mentioned you, most of the time parents are willing to take them home. So what they do is we though we used to refer them earlier, especially these bone malignancies and solid tumour malignancies. There is more pain than the haematological malignancies. Haematological malignancies, they sometimes have a very quick death. I mean, you diagnose, and it’s a relapse or a progressive disease. The death happens very fast. But then metastasize, the solid tumours, it's a very slow, painful death, but a lot of care is needed for the child and the parents. But I have seen that in that kind of a situation that they just want to have a meeting with us and the palliative care team, the psycho-oncology team and they just want to go home. So are you feel in such situations not much has been able to be done. And we do not have a community health care you know, a strong community, healthcare, hospice, kind of a care in a less urban cities. So it's a non-fact, so. I feel those children are the lost opportunities. You know, where a lot could have been done in an urban situation, in a private enterprise most parents really willing, they, I mean, the moment we explain all this to them, they are very happy to take the all the available health care which is available. But in a less resourceful hospital situation, I feeling nothing. I mean, a lot can be done and it's not done either because of finances or because the, the residents is very far away from You know, the actual place where the care can be given and there is no connection between these two. There is nobody who can, uh, like get the plan going from here to there residents, because most parents sometimes choose to have the event happen at home or at hospital when there at the t at the hospital, they obviously get the care when they choose home as the place that they event to happen. Then that care gets interrupted.



 You said they want to go home as soon as they meet the oncologist. Why do you think they would like to go home?



I feel it's there then being not ready to deal with it and they think. Well anyways, going die. I mean, what the doctor says, he can't do much about it. Then what is the point in staying in the hospital? That is how they look at it. Then, um, they think when an educated person, like the doctor is telling me that nothing can be done, probably nothing 



So even when the symptoms are not fully controlled then also they would like to go home?



Yeah they just chose to take the child home and I have seen such parents sometimes come back because it's a long journey into death. So they come back in between saying that, or today he got to breathless, or today he seems too much bone pain. Today he's not eating well. They come multiple visits in between, but still the data is too far away, though we tell them at every visit in between that you know. Something can be done. I mean, may not be a curative to one, but at least you know, for relief most of the times I have been unsuccessful in convincing that population. The most educated population they take admission in the department, they stay with the department and they take medicines and sometimes, uh, in a government enterprise, we know that in our with, to catering to the amount of population we have, the beds and everything becomes such a difficulty i mean, don't we want to accommodate as many as possible? Where do we accommodate with becomes a question. 



Yeah. 



So I feel in that situation they should be in. Paediatric oncology team department itself, there should be certain beds designated to these children and a separate room for their parents. So they go through this journey together and some, um, kind of, um, arrangements should be made like that. So you have in a block, uh, children who are getting better also, you have some children who are not going to get better, but there should be an inpatient service. Uh, you know, that should be made available. So they, so at least the parents get used to the fact that something's been done. At least today my daughter slept. She slept through the night pain-free today. She woke up and she said, I'm hungry. I want to eat. I mean, there are certain good things too that can happen today. She passed a motion today. Uh, she wrote, sat up and she said she wants to walk around because these are things that can be done. They're not impossible. So I feel, our because we paediatric oncologists, we are looking so much at cure, cure, cure all the time. We forget that palliation also is a part of the whole process. We should make certain beds available for these children. Because they sometimes need inpatient care. Most of the time they can be managed at home. So, but when that inpatient care is required, they should not be denied a bed. They should not be denied care. That should be done. I think that is one place I feel to be lacking in our country.



You just mentioned that lost opportunities…….. (Voice is not clear 49:54)



I feel in the context of palliative care. As I just mentioned, I, especially these born tumours and those are the ones which are very painful. I mean, once they infiltrate the scheme, the surrounding neurovascular bundle, the vascular bundle, when it can get very costly, um. I have seen a child who had a femur osteosarcoma, and it became such a huge mass that he requested us to amputate the leg so he becomes pain-free, which we actually did. He wasn't metastatic osteosarcoma. We took a consent from the parents for pain relief. The leg was removed, and after that the child was actually happy. I mean, he was in our dollars and he knew that he's not going to make it, but he actually thanked us then he was ready to go through, you know, whatever the palliative care plan that was ready for him. So I feel those are those lost opportunities. You should tell the parents that there are certain things that can be done, medicines that can be given to make the everyday life as routine as it can be possible. It should be. I feel it should be pain free more than anything. Whether they're able to eat or not, they should be pain free and they should be able to sleep. Those are two important rights I feel any terminally ill child should get. They should be painfully, they should be able to have a good sleep and the feeding, the bowel care, bladder care, everything else can be done by the nursing people. Whoever is taking care the parents or the nurses, but the pain part and having a good night's sleep part is their rights. They are not, they should not be able to wake up all through the night and say, God, it was so painful. 



So how easy or difficult it was to access palliative care services or refer patients to palliative care? 

 Not had problems it’s they have been more than happy to help us. In fact, we sometimes not just in a palliative care situation, even when it's a newly diagnosed as situation, so many times we need pain relief for different reasons. They would have come with the bone pain. It's a newly diagnosed case of leukaemia. They have so much bone pain or they develop mucositis. Uh, as a part of chemotherapy and so many places we need, uh, you know, the pain relief which is also an integral part of palliation.  So not just in the terminally ill situation we have involved, most of the time we've been involved the palliative care people from the beginning of the journey till the end. Whether the child needs it or not. But I have not faced any problems here. In fact, they've been more than happy to help us from the beginning itself. 

Do you saw advantages in making those referrals?

 Definitely I feel the parents put that is at the moment and other, uh, senior faculties involved who's trained in palliation. They know that their child is getting the best of the care. That is possibly they, I feel the most of the time in paediatrics, the battle is with the parents. Not so much with the child per se. So I feel getting the faith from the parents itself is like half battle one. So when they know that the child is getting pain-free, they're also happy that, you know, uh, something good is being done. So I've not had any problems convincing the parents at all. In fact, it's always been a good feedback .



And whether any shortcomings of making a referral to palliative care or any disadvantages that you have seen (56:57)

 Not so much here, but as I just mentioned to you elsewhere, wherever that part problems because of, The population numbers that we have, the health professionals, are less, I mean, we could have more people in palliative care department, especially in centres where they need them. I feel it's more about the ratio between the health provider and the patient. That is the only scarcity I have found. Otherwise, I feel if the parents are motivated to keep the child in palliation they've never had problems. 

But has ever come to routine or have you ever realized that in some situations, maybe referring to palliative care has been a disadvantage either to the patient or to the family?



 Not that I can think of offhand like that sometimes I'm, no actually I am trying hard to think.

They've always been helpful. 



What has been your overall experience of working with the palliative care team? How has been that experience?



It has been good because over here we work as a multidisciplinary team. We are involved in more or less from the beginning. As I said, sometimes we know when the first meeting itself, we know that there are high chances of No cure then cured. So we introduced them in the very beginning. So I have not had any bad experiences till now because here we have a nurse practitioner who was available around the clock. The doctors are available. They may not be physically available, but the treatment is going on. And, uh, we, uh. We just pick up the phone call and say, you've started this and it seems to be not sufficient, and then what do we do? So we have a discussion as to what can be done. Then we re-discuss it with the parents and it go ahead goes ahead. So the treatment has never been stopped even if either one of us is not physically available for the patient. I have not had any bad experiences here.



Apart from the availability that you have mentioned are there any highlights of working together with the palliative care team?



You mean any discordance in opinion? 



No No Highlights any benefits that you've seen or….? 



I have myself learned how to manage oral mucositis better. From our palliative care team, there are certain small things that they do, which I practically more, advantages, but it's not written in the book. You know, they have come learnt with their own experiences, and I've seen them do it. And it worked for a couple of patients when I did it myself. So I have learned something from them too. So it's taught me more you know, how I feel when we've involved them. The endurance to chemotherapy has improved, the child tends to tolerate the chemotherapy in a better way because the emotional aspect is removed. Especially the pain sensation is removed So they become more open to us and they start talking about their other experiences. And I feel we've been able to make a better bond with the child when the pain element is removed. So it's more or less always been beneficial than any hindrance.



And any challenges that you are noticed working as a team with the palliative care and oncology?

No, not challenges as if I may say. Um, eventually some, there is some point where everything stops working. So that is, when we have like come together as a team. Like this one child, we had a AML who was hospitalized after introduced into palliation. She took six weeks . Do you know, make her terminal end. So six weeks she was in that hospital and it was a six stressful weeks for both us and the palliative care team. She had this terrible born pain and she would not sleep. She had no comfortable position, which was pain free. That one child was very challenging. So every time we would read, discuss, every day we had a read discussion as to. How much had morphine had to be titrated, or if any more medicine required. So then the eventual fatality happened the last one week. I think they were unsuccessful in giving her any pain free medicines because we go up on the morphine should get respiratory depression, and she was already developing hyper leucocytosis and the lungs was getting flooded. So that was more of a. Helpless situation. Then a challenge or if I can say as such, we've not had any trouble, some events because of our coalition. 



And how has been the, how the working with the palliative care team, experience working with the palliative care, has stairs do your clinical practice or changed you as a person.(59:32)



 I feel I have become more empathetic if I can say, I mean especially oncology is a field where we have to be more compassionate than the other fields because you are dealing with people high on emotions here, and especially it's a child also I feel I become much calmer as a person and It's more of a positive effect. And I think that even though certain days we are busy in the OPD we take that extra 15 minutes, 20 minutes to sit with the parents and just be there with them. You know, sometimes just physically thing of just sitting next to them works. So there are certain things that I have learned from them, maybe, being more compassionate and more understanding to their situation.



And it has changed the way practice?



Yeah. Especially when I come across the terminally ill child  the first beginning when I'm the first person that they have met and they're not yet met the palliative care people. So I see, I know where its goanna go. So I kind of prepare them, you know, in a similar way how they will be taken care in the future.



So last the most important question. What are your views about referring a child with advanced cancer to every child? 



Every child God forbid, if the child is in a situation that he needs, he or she needs palliative care, it's there right. Do have palliative care. No child should be denied, as I just said, dead with dignity. I believe in that there should be a dignified it, it should not be horrible uncared death. If that is what you get at home, that should not be the child Should know. I know the, I don't know how it is to have those experiences when you are dying, but then if the child is going to feel fear, Abandonment, separation, anxiety, all that when he's in that last few days, and if we as a team can alleviate some of those symptoms of the child, the child deserves it. No child should die in a fear that nobody's with them, nobody's doing anything for them. That should not be there for any child. Every child has a right to Alicia. I feel it's a very understated and a very unexplored field in a lot of hospitals in India. Nobody gives for us as paediatricians’ children crying most of the times. So we keep thinking pain is there that’s why crying (1:02:32). We don't realize that. Why should the pain be there? You know? For us it's very easy to think that, huh? 5 minutes they will cry then they'll become all right. You know, that is what we paediatricians think. I feel that should not be there, especially in oncology. We should be more proactive in alleviating that pain and that emotions that come with pain. Every child, should die pain freely. 



You just mentioned the every child should have the right to palliative care. Do you feel that every child is having that right or. Yeah. Having the privilege of getting palliative.



 What happens is, because that miners, most of the time, the parents do the decision, though, we give them a very neat plan as to these, this, this will be done at different, different stages of, you know, the event some… because it's the parents making those calls for the child. Sometimes they're not able to go against them. I mean, there's nothing. You cannot do anything without their consent. But if you can take them into confidence and make them understand that this will be done and carried out like this, most of the time they're on the same page with you and they understand that well, all of us have become helpless and saving the child at least. Let's make it. You know, let's go with what the doctor says. So most of the time here, we've been successful, but sometimes we, can't do much. I mean, if the parents say we take the child home and take the same palliative care at home, they go home and take care, take it at home. But at least we explained to them that such a department exists and they do quality work, and you should give them an opportunity to. Help you go through that last journey. So I have not had troubles here.

According to what would facilitate or make a palliative care referral happen. What are the things that, facilitate palliative care? 



Most of the time it is the myths that exists with that you know death and death is going to happen and what the parents think is going to happen. That is what comes in the way. That barrier has to be broken and somebody has to sit with them and tell them that, you know, the doctor thinks your child needs palliative care and this is what will happen.



But the parent thinks, Oh, what if it doesn't go this way? And it goes like this. You know, there might be his own perceptions of how his child is  going to meet that even that has to be analysed and the parents have to be guided and told that, you know, that probably can happen too, but most of the time this is what is going to happen and you need to  stick around with the  palliation  team and see how it goes. So most of the time it is what the parents believe, I feel, because, uh, if anybody helped any healthcare provider in my situation. Will don’t want to deny that a benefit to the child. I don't think any doctor would want to deny that benefit to the child. Most of the time it is what the parents believe, or if it's an adolescent, what he or she believes is what is going to happen to him. So like there's one particular child who was 18 years old, a relapsed osteosarcoma, and a second time treated and he went home and we said he had lung meds, which was asymptomatic. So we told the child because he was 18 and we said, these, these things can happen. You can have breathlessness, cough, him more places not responding to treatment. It might be pain, might started vomiting and it might go elsewhere and stuff. So be urged a lot to those parents to stick around. But the child that himself said, I don't want to take any treatment and he went home. So the next time he came back, he came back with meds. Rest of the bonds and in a really bad shape. So I remember, I still remember the mother saying that we should have opted for that. You know, the management that you don't as so, but then it was too late, and then we lost the tape in the hospital. So I feel it is just educating parents especially in paediatrics because in adult I’m sure you would be telling the patient directly himself yeah. For us the barrier comes with the parents and what their beliefs are. 



And apart, from the parental believe managing educating them are there any other thing that would facilitate a referral to palliative care, any other things..?



The other things, I mean, for an example, if you could tell me



 Like availability of service or other, 

Ho yeah if it is there in the hospital like ours, it is available. We definitely have to introduce to them, whether they take that opportunity or not is left to them. Yes. Yeah, because they should be made a aware I feel that's why we sometimes, as I just mentioned. We don't just involve them at the end of life. We involve them from the beginning, it self, so they also go through the journey with us. They get to know the child better. They get to the family better, even if it's say, a journey of six months, by the time they reach that last one month, they are aware that they know the emotions of the family, the patient. So it's not like a last minute reference. Two weeks is going to meet death, and we introduce them to palliation I don’t think  that is right. So you should involve them from the beginning, wherever you think, yes, this is, you know, this is where a specialist has to come, and that is when you make that immediate reference, whether it's in the beginning or midway, anywhere. I don't think last minute referrals work because the parents don't take palliation advises well in the end because they are more dealing with their own burden. Then they think that they are the ones suffering, you know, when it's actually child suffering. That's how parents feel. I mean, as a parent, I would be sitting and blaming myself half the time, then actually attending to the child. So a lot of that self, self-loathing and self-sulking, all that comes there. So if you have gone through the journey with them, you know you've won all those. All those emotions are pushed aside. You're concentrating on that child per se you give that exclusive care to the child. So I feel the entire energy, will channelized to the child and the parents by then. So they should be involved, early.



 And are there factors that could hinder a palliative care referral? 



Most of the time Finances in a less resourceful setting. The accessibility, if they're living in a place far away from the hospital. And these are the main two reasons. Other ways, if we explained to the parents, I think they will be on board. Yeah. If they're willing to go through the journey, they will at least hospitalized the children and take the care if that's what is required. So most of the time, the nonmedical reasons are the ones that are important in our country like ours, accessibility and resources. That is what comes in the way. 



So when will you consider a referring a child with advanced cancer to  palliative care.



 As paediatricians, we talk a lot. So we have the elaborate counselling sessions with the parents. So there are certain times we very well know when we are failing and the chance of cure becoming lesser and lesser and lesser. And obviously if the cure is becoming less than the palliative is getting more opportunity there. So when we know we are on the downhill path, I feel at the moment we are realize that we're on the downhill path then we should make the immediate referral because whether it's a quick death that along  prolonged death. That is when the first referral should be made. The moment you know that you're not working and the cure is becoming a remote possibility palliation should be given that most important 



When you are failing. That means the curing?

Chances of cure. Getting lesser. Because see, I mean, I don't think palliation is just means end of life treatment. It means much more than that. It means pain relief, It means all those supportive care that comes with pain relief. The diet the nursing care, the bowel, bladder care, everything is involved in that the whole some care is going to be given to the patient. So when we know the specific treatment to the tumour targeting, tumour is not working we should know that rest of it is taken care of and only end of life treatment is what is left. Well, we should be. Dunning, our palliation team, we should direct them that yes, we should have a discussion with them and say, see, we've tried all this. It's not working. This is where you guys take the front seat and you know, steer it in the direction that you think it is going to be good. So I feel that is when we take a back seat and say,You guide us from here. 



Are there any specific conditions in along the various condition that you see you tend to make more palliative care referral then the other ? (1:12:52)



Yes. There are some tumours which present in stage four metastatic state, especially things like giving sarcoma, metastatic neuroblastoma, same emails, these are specific conditions where, uh, close to a hundred percent cure is not yet possible. There are certain Unfortunate, they had to do mostly upfront itself. We know that better to be with the palliation from the beginning.

There are chances of cure, but there are more chances of no cure. So we involve them from the beginning. So there are some upfront diseases.



And why you think a palliative care referral needed more in this conditions? 



I feel they'll get, um, the family gets used to the team and they know that this team is the whole team not just the paediatric oncology team. It is a multidisciplinary team. The entire team is there to be with them, so I feel it will have a positive impact on the parents. They know that it's not just the primary cancer doctor who's taking care of them. It is another. Important person, important doctor was also taking care of the other aspects of oncology for them. I feel that entire entity approach has much better positive impact on parents than just us staying in Front of us (1:14:17) 



And are there any other conditions where you would not consider making a referral to palliative care? 



Early disease, early diagnosis of diseases like Hodgkin's lymphoma, then steer Meyer and germ cell tumor. (1:14:39) These are conditions where there are tools to 90% 95% cure rates, where we think that most of the time we're able to handle, even if it is some pain, you know, some. Aspects of the tumour that we can handle ourselves. Sometimes we don't make reference in the beginning unless it's a hopeless situation. I don't mean to say, I don't mean hopeless in the word that that to death is happening in two days. That's not what I mean. Hopeless by which I mean that there's no hope for cure. So I feel the early diagnosed conditions. We tend to not make a reference in the beginning because we as a team will be able to handle it better.

And you have give many examples of working closely with the palliative care team and how your patients are getting benefits  is there any other experience never you feel a referral that you have made to palliative care is a memorable experience that you would like to narrate . (1:15:42)



This, uh, especially this child, whoever's seeing the Emile child, who was there for six weeks with us. That was a very long experience because every day, um, I remember our palliative doctor would also get calls. I would also get calls at night when I go back home. So every time they would call, we would keep thinking, has something happened to the child? So we were so attached to the child in those. Six weeks that we want the child to live. But when we come back and see the child be like, Oh God, like, you know, so in the, I feel that child was handled very well and the, by the end, the parents were actually ready to let go off the child. We had multiple sessions with them. The pain was well handled and the child was able to sleep well. And you know eat literally whatever she was able to go about her daily routine life was not so much in there. We were able to provide her at room, which was converted to home. Like a situation, like how her home and her bedroom at home was. So we had got all her stuff from her. How was it to make her feel as much as home as she was at that time, I, I still remember the, after the tape passed, the parents came back and thanked us. They said we did a wonderful job. So I think we as a multidisciplinary team did something good. With them if they had to come back like 10 days after the child passed away, and if they thought saying thank you, was, you know, due that made me sad and happy at the same time that we as a team really did a good job. So, that was one positive experience. 



And what Part of the experience specifically made it most memorable?. 

We were handling the paediatric oncology. We were handling her supportive care, like in the form of blood, blood products, feeding and nursing care and everything. The palliative care team was taking care of her pain relief medicines her You know, distracting her like one of the team members would come and spend time with her, have a painting or drawing or just play some music and try to distract her. And some, there were times when certain people sat with her and put her to sleep. You know, it was really amazing. And it was also our ICU nurses who played a very important role. I feel, I remember when the child passed away, there were a lot of nurses in tears too because they had spent so much time with her though they were happy for her that she died. They were lot of them who were sad and took a day off too actually. For their own bereavement. I mean, I felt that was a remarkably experience for us and that's, that's what probably that amount of, um, passion probably was what I came across even to the parents that they actually came back and thanked us and went. So I feel it was a collaborative effort from everybody, the ICU team, us and the palliative care team, all of us like, we did so well in her management, I feel. Yeah. 



Thank you for the experience is there any time. You had a negative experience with palliative care?



Yeah not here in my, , other hospital where I worked. I felt, um, I feel, uh, I mean, I don't know if I can say this, but I feel the paediatric oncology department itself does not believe in palliative care. I mean, unfortunately, at least the that time when I worked there, because I would see so many kids come back in pain and pain and. For some reasons they would not refer them to palliative care. The treating healthcare providers itself would not come up with the idea of palliation and then spending more time with those children. I realized that it is most of the time, us who has the problem. You know, we have to make their decision and send them. Because once it is sent, it will be handled in a better way than what we would handle. Because we obviously are not trained to do palliation. I mean, we can facilitate some of the aspects of it. We're not really well trained to do palliatio . We need to hand them over to specialists who can do a much better job than us. And I've had. Multiple bad experiences that, I mean, seeing children having identifying thing there then. 

And these experiences are predominantly not due to referral?

Not due to referral’, not making a referral

 

No making a referral.



And, um, of course, that was a government enterprise and yeah. I feel even there, the palliative care department people also needed training, they were not wholeheartedly in it. Many of them proactively wanted to do stuff, but then either there were no resources or there were not many staff available. Most of these nonmedical things. I felt a lot of lack of empathy in there. I mean, the parents have come back and told me that, you know, I feel it’s better that you handling this than them sometimes because I feel the compassion is a big thing in palliation You have to be having that amount of empathy towards them, though you do it as a job. And, you sometimes you may not really, you know, you don't want to have that emotional connection with the patient right. It will affect you. So, but I feel empathy should not be denied.

 

Correct. 



Yeah. So I felt that was a huge hindrance there. 



So you think that training of the palliative care professionals and their personality also plays a role in referral?



 I feel if you are in palliation, you are made for palliation, you are. Emotionally charged to do that job really well. You cannot be in it and not in it. You know, you are either there, you're a hundred percent there  if you cannot provide for the all the aspects of palliation. I feel you won't be doing justice other ways. So I felt they were there in the department, but they could do much more maybe because there was no time or there were no beds or I mean that hospital would work in a different our settings. So, and these are patients coming from far distances, so you are not able to provide them beds or something like that. That being said. You can still do so much at an individual level, you know, I mean, there aren't a lot of nonmedical things that can be done too. So I fit it. That was a lot lacking there.



So do you think the level of training of the palliative care providers, is that factor that would determine that the referral too? 



I feel we need continuous, uh, training. I mean. To know that, not to know if there are any advances. I am saying the motivate you to stay in the field and to motivate you to be better as a healthcare provider in palliation and even for the people who are not in palliation , like people like me, I feel even we need those training modules and like maybe once a year or twice a year, I feel we should also be introduced and be enlightened to different aspects of palliation there will be so many things that I  won’t  know that you guys are…



 Supposedly, you have a palliative care specialist fully trained.



Yes. 

Versus you have. A person who is there in the palliative care department who is not fully trained or having a specialist qualification. Do you think that would make a difference in the oncologist perception of referral or what have referring?

 

Probably because if I know very well that they have been in this field for a significant amount of years, and they've been doing quality work and they're continuously updating themselves and they are actively involved in setting up unit. And, uh, and we also get the feedback from parents, don't we? I mean, when we meet them in a non-palliative sitting or in an office setting like this, they do give us feedback as thank you doctor. You referred us to them. Uh, we get feedback from parents. I have had only negative feedback there. So, and this was, five, six years ago I hope it has changed again I feel it’s does not just about the qualification, it is about how you treat that particular case. You might be qualified, but if the message doesn't come across when you meet the parents family later, so I, feel it might end up me from making another referral. So it's like a positive feedback team chain.



Okay. And, the, but as you just mentioned about lack of empathy, so do you think, uh, the personal attributes of the palliative care physician does play a role?  In the oncologist making a referral? 



Sometimes, yes. See, there is a vibe that you get from people in different walks of life, right? Like as a mother, you have a different personality to myself, paediatric oncologist, I have a different personality, so I'm not the same person that I am here, back at home. So when we come to work, we are all in for it. And. We work with the utmost dedication. So I feel when we meet these people on a daily basis and when we've involved them from the beginning, and when we see that in patient every day. So once they have seen and left, the parents actually give us a feedback as to whether it was useful or not, because the next time, next visit, when I referred to them, there are parents who have sent that ho doctor no. I think it's okay. You know, sometimes most of the time this has been because they have had an emotional breakdown because of their session with their palliation kid. They've had a completely emotional breakdown and they don't want to handle that again, it's more of that than anything to do with palliation as such here, but elsewhere, I feel it is more of not being empathetic to them. 



Feedback of parents do play an important role in making the next referral. 



Yes, and sometimes it may not be a vocal feedback. We see that change our self. I mean, it's also visible to us, right? We know when we meet the child in the morning, if the tape woke up happy and pain-free, we know that. Okay, that was good. Decision what we made, and that would not have been possibly just with us. It was, it needed another specialist. So it's not, it's not just a vocal feedback on your day.



Yep. Thank you so much for detailed thing. Is there anything else that you want to add? 



No, I, as I said, I feel if you are conducting any of these modules like this, we would like to know and we can take turns from our department and come attend. I'm sure there's so much more that I don't know because for us it is only paint relief 



Yeah. So, uh, since you asked about the models, I conduct, Epic paediatric models and, , if there is a sizable number, we can conduct a training program. Actually, we are conducting one in the month of, Jen fab next year. I'll keep you posted, please that, and I have your email thank you so much.



Thank you. And thank you. Really good. .
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Good afternoon, thank you for agreeing to be interviewed. Yeah, and as I mentioned, I'll be audio recording your interview and I'll be scribbling some notes. So ignore what I'm scribbling. And some of the questions that I ask will not be according to the guide that I'm using. And maybe based on your answer, that particular, so the first question is, can we talk about, your work that in was managing children with cancer?



Sure, so we, basically see paediatric cancer patients who, majority of them, belong to poor community and B, C in our unit, paediatric cancer patient, up to 18 years of age from birth to 18 years of age. Any patient who develops any forms of cancer we will manage and, in our unit two of us are managing paediatric cancer patients. And we two consultants and the one senior resident average we see in a month around 15 to 20 patients of newly diagnosed paediatric cancer patients. And, uh. So majority are from weaker sections. We are trying to help them out through working with the all NGOs who take care of the paediatric cancer, cancer care funding and all so we are just starting and it's a patient. Numbers are increasing. 



And how, what is your typical (2:07) day look like? 



So every day, we, I reach, OPD by 8:55 to 9:00 and, me and my colleague, dr Wasdav, formally, discuss, what all are agenda for the given day in his cabin or my cabin. And then we, both of us, go to ward for a rounds, dechilded the morning rounds, and the usually happens for a period of, a one to one and half hours and post rounds we come to OPD back and we see patients, OPD, patients around 10 patients a per day we see average, minimum 6 patients we will have and, we see OPD and. Finish our OPD by one o'clock and after one o'clock one to two we take a lunch break. After lunch, we come back. Usually we will have an academic session where we. , paediatric trainees who are posted with us. , we take classes for them for a period of around one hour. So there are topics will be mainly on haematology and, basic paediatric cancer aspect. We take classes for them and Say like Monday and Wednesday we have our tumour boards where we have attend the tumour boards. We discuss all of our cases, new cases which are diagnosed in the last week. We discuss in all the difficult cases will be discussed in the tumour board meeting and once the meeting is over, or usually other days when the academic session is over, we at around 4 o'clock we start about an evening rounds and we complete our evening rounds 5 or 5:30 and then the day gets over. Any patient in the meantime, after that comes with any symptoms, it will be seen by one of us any time of day or night, and we will see the patient and any patient sick will be seen by us on throughout night. 



Thank you for the talk can you talk about some of the challenges that you face in your practice?



So we, actually, or in as India main issue what we feed for the throughout my carrier, what I feel is that we or I'm a practitioner in India which is a low middle income country. Somehow majority of the paediatric cancer, which I have come across, occurred in a patient who are, who belong to low socioeconomic status. Her the main issue will be if they are an able to reach tertiary centre with paediatric cancer specialist. It will be a boon for the child. That majority may or may not reach that tertiary care hospital and so suppose if they reach also. So if we this a paediatric patient, they may get a first seen by a paediatrician or a paediatric surgeon. So finally, by the time the diagnosis, there may be a significant amount of time, which might have been lost in the patient care or early patient cancer care management. And another big issue is that a patient financial,   support or financial burden on the patient and the patient family is huge. So many of the patients who belong to weaker section may be their breadwinner, maybe a daily labourer where he has to leave everything and  has to be with the patient for  patient cancer care. So such a patient, where when we have to start therapy, when they get diagnosed and when we talk to them, there is a lot of psychosocial issues in their family and it’s a huge economic burden on the particular family where the patient gets treated and there is the treatment majority of the patient what we see are ALL where the duration of treatment is close to two and half years. There should be a continuous monitoring, close monitoring of the patient for initial six months. So many it becomes a big, uh. Huge economic burden on the family for treating the patient. So these two aspects, they feel, first they should reach a paediatric specialist, paediatric oncologist and doctor at right time and another thing is economic burden on the family. As well. Two challenges which we face.



So you just mentioned, about lot of psychosocial issues in the family can you elaborate bit on that?



Yeah. So, the patient, whose family, when they come, when we talk to them. So initially when you'll see, when we talk to them, they may not be the patient attenders, who may not be the primary caretakers. They initially they patient caretakers like parents, mother and parents may not be the people who may, we might encounter. Usually the grandparents or uncle or aunt will be the person who we will have to talk to then we when we explained to them that we have to talk to the primary caretakers, then we will get the parents and the literacy, the education status of the parents. Majority of the time they will not, they'll be like an education status may not be adequate they may not be able to fully understand that what we are trying to tell. And another issue is that what we are communicating to them actually we don't know whether actually they fully understand the gravity of the situation and another problem is they keep on asking other doctors about the pain, their condition, they may not be a trained specialist who can give character opinion. So the misbelief on the particular doctor or this thing is there and they have a lot of people around them to tell it is a toxic therapy where your child may not get cured and that they may get distractor towards like alternative medicine therapy. So all this initial, initially when the patient is diagnosed, there are a huge lot of, difficulties in as a doctor, which I face in our daily practice to make them understand diseases actually the curable, but it needs toxic therapy but at the end of the day. Their disease is curable to make the gain of belief itself takes a huge task for me. And there are a lot of lost to follow up during therapy due to lots of reasons like a patient or parents may not be well on, or somebody might have miss guided them suddenly they will not follow up for the treatment. They will have lost the follow up like that. So initial diagnostic, a point of time to make them understand what is the situation itself is a huge problem.



Right. So you mentioned about how the beliefs have an important role in accessing treatment, and how others could get easily, discouraged or distracted from the treatment. Can you just talk about a little bit more about beliefs and? 



Yeah. So here, main as in my personal opinion, media place, a huge, a negative role towards, uh. Doctors, especially an allopathic doctors where they are, being shown as a money-maker or something like that. And, and anything which are actually not a logical or scientifically proven, suddenly some Babas or somebody comes out with some NEWS it will be flashed in a bigger way. So the people really get distracted. Actually, will get distracted to that and that it will be propagated in media in such way that doctors society will be portrayed in a bad manner and whichever alternative medicine. Something which is not scientifically proven, will be projected in a bigger way. So common people like, these get a feeling towards alternative medicines or which are not scientifically proven. All of these things actually leads to delay in child reaching actually reaching the hospital and get appropriate treatment. 



So, move on to the next question. So you talked about various, situational challenges are there Parents, family or the child specific challenges that you have seen?



Yeah, so basically in paediatric population when the child is small. There is, so if the patient, attenders like parents if they understand the problem, well, the follow-up, all these things will not be a problem. The problem comes when it is an adolescent age group, say teenagers when they get cancer, their age. So to make them understand like a simple, chemotherapy explaining them. What are all the complications? I heard a patient, when I was practicing, I would say the in, outside part of Varanasi I saw one teenager,  and girl, 18 year old girl, she was actually diagnosed with AML. So We have counsel the parents and when we start, when I started counselling the child and she was asking me what are all the problems I can so first foster thing, when I told her she can have some vomiting, she can have some hair loss and I was explaining her in dechild, all the things. At the end of the day, she caught hold of the thing that she may have hair loss and that she convinced her parents or the anything she didn’t take. She didn't take any treatment. And actually the child went for alternative medicine therapy and had the disease progress and later after one month child brought back to the place where we, I was working that time and she was in mordant (13:58) state where we could not give any active form of chemotherapy. So in teenage adolescent age group, we face a lot of, problems while they are on chemotherapy or to get the chemotherapy started. We face a lot of issues from the patient perspective, from the parents’ perspective, the education level and understanding. Even if they are highly educated. The problem is they ask a lot of other doctors, may are not paediatric oncologist. They may ask an oncologist or some non-doctors who are not expert in the field. They will ask opinion. To them by WhatsApping or messaging or sending email. What is happening like that as a doctor, I feel they crosscheck what, what are all the things we are doing? It's fine. The only problem is when the doctor doesn't advice properly, it becomes a huge problem and the treatment.



 Right so, this example that you gave about the girl who refuse treatment because of your hair loss. so you want to talk why you think she refused? 



So actually, this girl was, around, 13 years I feel. And she was already anxious about her disease, so and in that part of the, that place “Varanasi” where most of the patients were from, poor background and this girl was, is school going to say 10 to 11 standards. She was already anxious regarding her disease and when we started explaining them, she had a lot of anxiety. Regarding the disease and the toxic therapies she has to undergo, and maybe our counselling was not adequate.



So how do you did you manage that anxiety that she had?



So Main thing is, we generally, when we counsel such patients, we, keep the patient in our OPD room separate room in the, if the child wants in presence of parents or if the child prefers to be alone, we can, explain the child in a separate room. And, we communicate to the child in a language, which she understands. And we always tell started with the positive aspect of the treatment. So if say you in a paediatric cancer when we compare with the adult cancer chances of cure is very high. And we give them motivation like so if we takes proper treatment the chances of cured is huge. And she can as early as possible she will be able to go to the school, she can meet her friends, she can start studying so for that the therapy is very important and we have to start it as early as possible. So we tell all the positive aspects then we actually go to the,  negative means like toxic part of any chemotherapy or problems and the safety aspects like infection prophylaxis, what are all the things the child, whichever child can understand we will explain them. So we used to when a patient anytime they get diagnosed. We have a dedicated time for counselling. Both the patents and if the child is  big enough. We will talk to the child also. 



Thank you. What do you think or feel about the scope of palliative care in child with advance cancer?



 So you are asking in India or ?



In your practice 



 So similarly to say, too, for saying that compared to an adult cancer, majority of the cancers are actually chemo responsive or highly curable. So any patient we diagnose, we always, tried to achieve a lifelong cue. If the diseases actually curable, and we start with a curative intent for majority of the patients and same time saved (18:56) patients we see, we eight or nine patient will be with a curative intent. One or, or 10 to 20% of the patients will be in a palliative setting at the time of presentation and very few patients on chemotherapy progresses and relapse refractory settings also, not a majority of the disease it is very less common in paediatric cancers when compared to adult. Still all of these patients who are relapsed, refractory or primary progressive disease, the palliative cap has to play a major role because my consultant who always, used to tell it needs a village to treat a paediatric cancer patient. Yes. It holds good for a patient or paediatric patient who we are not able to cure also is what I feel. Because, when it comes to a child, it's not only the child the parents or very anxious they who are lives with the child are all very anxious and every day when they have to see the patient, through all of these symptoms is very difficult, thing. So the scope of palliative care is very, according to me. It is very, very important. Equally important as accurate intent patient with the curative intent. 



So you started that more and more patients that what is in paediatric oncology practice, chemo responsive curative intent. How does that play a role in palliative care referral?



So any in my personal opinion, I feel palliative actually, it doesn't mean end of life care or anything. So in my opinion, the system should be that any patient who gets initially diagnosed should also have a palliative care referral. So a Patient who is on a chemotherapy or a surgery can help lots of issues. So palliative care team can play a huge role, even in patients with curative intent in the form of a psychological counselling, pain management, and our day to day counselling of the parents and the caretakers and the patient itself is what is my believe as a paediatric oncology cancer caregiver.



Okay. So you also mentioned that takes. What do you mean by that? Can we expand it bit more? 



Yeah, so when it comes to a child, with the cancer therapy. So to treat actually a majority of the treatment is can be divided into three parts. One is a surgery on his chemotherapy. Radiotherapy actually it is a multi-model does approach is what we give along with that. So we have a, we have to give supportive care. So supportive care for giving Support care which can be divided into multiple, thing like, infection control prophylaxis, infection control sister, needs, is needed. And, for administrating the chemotherapy we need a board, Texas clean,  board,  maintenance for that, a lot of resources and a Like, a human, and educational,  resources are required and to take care of the child or psychologically, , we need counsellors took, take care of their treatment per se founds. So protect care is actively growing child where we need a proper diet, dietician, counselling like that. So not only the treatment, supportive care also plays a huge role in, any paediatric cancer, which gets finally cured. So a lot of human resources and monetary resources are required. That's what I actually meant by village.  



You mentioned that, palliative care does not mean end of life can you expand little bit?



Yeah. Actually the general belief as a, when I was a resident is like, so palliative care and when our patient, we are not able to cure or a curative intent for a patient is not a given. Patient needs to be sent to palliative care that was my understanding now as an early cancer care giver, know the importance of actually a palliative care palliative doesn't actually mean end of life care. It is lot of role to play like psychosocial counselling, Bain management actually has a lot of role during therapy also is what I'm understanding.  



What role does it play? Can you expand it a bit?



So in a curative intent or?



You have said that early integration is important, it has a role can you expand what role?



See as a clinician, if you see, I am seeing the child, I am seeing the disease in the child. I am thinking about how I will be able to cure the child. It is one aspect of disease and disease related aspects is what I am thinking as a palliative care provider. He sees, not, the patient not as a disease and the host. He sees the holistic approach. If you need a holistic approach, to treat the patient the disease part clinician always tend to see what exactly is their disease, how to treat, when to treat. All these things. The thing like all the other things like what child is actually going through, like psychological issue of the child burden on the child on the family caregiver, what physically the child is going through. All of these things can be taken care of by a palliative team is what is, my understanding. 



You used the word holistic. What do you, what do you, what is your opinion of holistic means? 



Holistic is not only disease and a disease-related things. It means, it is like the disease effect. All that other effects of their disease is what I meant. Not only the physical or psychological trauma on the patient, it is also on the family all this, things should be taking care of this. Unless until we don’t integrate this cannot be taken care. 



And you also mentioned about it was general belief that. Palliative care. What do you mean by general belief?



General beliefs. So it you, see a, when I started as a resident, so I tend to see as a first year or second year I tend to see my seniors referring whenever the patient ___________(26:58) involve the palliative care. They early integration was not part of it as a, like say, now, I'm like almost five years into my paediatric oncology practice. Now I know the importance of a palliative care. So when they started, it was actually not and patient or people who don't deal with cancer patients. I think they don't know what exactly spell it. The general projection among the doctor communities or palliative care means. End of life care actually it’s not.



Okay. So, you want to say that you are referral practices differences based on your colleagues and seniors has been influenced in your early year. 



So as a resident, it was actually based on practices. We actually learn from our seniors or consultants who, guide us what exactly to do. So once when we started practicing, so we started understanding the importance of palliative care as a resident, I feel he was following what my seniors, we were doing. But as clinician or as a consultant when they go to a patient. I know what the exactly is the importance of palliative care. 

 So you have made reference to palliative care in the past. So may not be having in your past hospital. So can you describe your experience of making that reference? (28:38) 



To frankly say what…



Very frankly…



 To frankly say what we will do the patient,  when we, decide in the rounds this patient _______ (28:51) admitted or coming to OPD, when we decided this thing to frankly say we, like, we hardly spend any time with them. We will just tell in busy OPD Like we have to see 150 or 160 patients will be waiting outside of the OPD we have to see the patient, never to see the next patient who is coming. So what exactly we do is we just write and we will tell hardly, we'll spend any time like two to three minutes to the mother or father. We tell them this disease is progress and we cannot actually cure it best thing is meet, the department, the number is actually 75. We usually write immediately meet them and, we actually don't know what exactly and our residency, what happens in palliative OPD they will be seen that day or the next day. What happens to them? Exactly. We don't know. So anytime I see parents who will be crying in beside us we will not, in a busy OPD, will not be able to go maximum time to make them understand that actually the disease is progressed or anything. We just blindly write. Patient needs palliative consultation and just send them. It's actually in human is what now I’m understood. 



Okay, so you mentioned about, I'm not aware of what is happening in palliative care OPD can you elaborate bit on that?



So if you'll see from my, this thing's when a patient is diagnosed this non curable stage or patient progresses. So what exactly we do is send the patient for palliative care OPD. We knew our friends, colleagues, who are in palliative care department. And what exactly they are doing. If you ask me, frankly, I don't know what exactly they are doing for a patient who actually progresses and maximum. As a resident maximum contact was during the casual. Casualty hours we used to stay from seven o'clock in the evening to next day morning seven o'clock. In a casualty, in a busy casualty like I was. We see,  out of,  if we have 10 beds around, three to four or five beds will be occupied in the casualty by a palliative team, palliative patients. So, which will be taken care of by the palliative resident in that, night. So that is the maximum contactor period. As a resident, we come to deal with the palliative care.



So do you think if you knew what was happening in palliative care you would have change your referral practice? 



Definitely.



 How? 



Maybe, one thing is so not too, frankly tell, in the three years of my residency, we never had any actual palliative sessions. As a part of curriculum, actually, we never had what is palliative care or how… it should be a part in my opinion it should be part of the, any oncology training, at least minimum three to six months. They should the get oriented as a resident, what exactly is palliative care and, that, will help. Along with oncology understanding, they will also get trained for palliative care what exactly. So it will help in evolving as a precedent to consultant. It will help in improving the oncology.



So do you think other, if there was a palliative care training or palliative care included in your curriculum would have changed in your practice?



Yeah. Much earlier we would have referred in a better way. Human living..



You’re used word the human in human. You talked about lack of spending time when making referral is almost inhumane or you would have referred can you please elaborate bit being in human reference? What do you mean?



 No, actually, if you look back now, we look back, see patients, patient will be brought by mother and father. They will be sitting with them. Child will not know anything about their diseases, progress or not. And we have to actually explain what exactly is the problem, how it has progressed to make them understand. So suddenly if they hear the diseases actually not curable. There'll be a lot of social emotional issues in both the parents. So which needs to be taken care of as a clinician, or as a resident who has to finish the OPD and go to ward for an evening rounds and may not be having any time to spend with the family to make them understand, actually this thing or share their emotions or breakdown. 



So if I understood rightly, not able to deal with the emotions when making reference you think it's not______(35:05)



 Yeah. 



So just in the same question about the experience of accessing palliative care how easy or difficult it was to access palliative care in your place of work?



So from my experience, so from OPD when I refer a patient, to this thing, what I came to know was patients will be given a, did like OPD consultation date. There'll be given, and they will be called off, called back many of the time, many of the time. What is my understanding is that patient will be counselled in detail and they'll be given a proper referral letter to their local area where a palliative doctor can be seen when the child has symptoms, is what, but many times what happens, is that the patient, when they go to the palliative OPD we see patient at four o'clock in the evening when they reach the or to OPD, they'll be given a time. So already the patient and patient attenders will have a lot of emotional issues and they are given a time to come appointment for some other day. I feel or in my experience. Many patients will not wait for it. They will go to their home town, as early as possible. 



So if I understood correctly that people who are from a distant place, not being seen slated by the palliative care is barrier?



 Yes. 



Why do you think so?

Yeah, actually, the parents ones, they already away from their home, they have lost their job. They are dedicated all their efforts and, finances or whatever support. A system redirector towards the paediatric cancer patient care for their children who are suffering from cancer. And once they are given, the counsel that the child is not curable, then they have to look after. There may be two our other three siblings who will be waiting in the home. They have to go back and take care of them.



They would have lost hope in that child. They have to reach back to their place, native need to take care of the other children. 



Also, I want to know is, so what has been your experience of interacting with the palliative care team? How was your experience? 



So, majority of the time we come across, our colleagues, if you ask me personally, I have come across them during my casualty hours.  Majority of the time they used to see patients actually to tell openly in the hospital I was working previously, there was a no palliative ward. It's a hospital actually which ____ (38:24) cancer to majority of India where we don't have palliative wards for admission. So I have seen my, colleagues in palliative department who have difficulties in finding beds for patients who needs symptomatic care. So, they usually come and I have seen them, actually suffer for getting beds and  so my, in paediatrics being a majority of the cancers being like curative the attitude of a paediatric oncology cancer care doctor is also like when a palliative patient comes it is not given that much importance if even if the patient is symptomatic. So he will always, the bed requirement is huge. Had a patient who need some admission for chemotherapy or something. Then the bed waiting list, will be there where we have to admit the patient, where we will not be able to give a beds for patient who is actually on a palliative base supportive care who needs symptomatic management. So that kind of issues we face. It's a daily.



Yeah, you mentioned one thing about not having a palliative care ward, so not having dedicated palliative, does it play a role in making a referral?



 Yes.



 How so? 



So if we have a dedicated palliative care ward, the. Patient actually can, as a patient, who is progressing or who is symptomatic, can be admitted and their symptoms can be taken care of, and the emotional and psychological component of the patterns and the bigger paediatric patients actually can be taken care of in a better way.



That is was what feel



Okay so that suppose if there was no palliative care ward or dedicated palliative care, you think you will be making less referrals to the team? 



Yes. 



How so? 



So, if so here we have to see both aspects. Like, suppose if the patient, what a patient is not going to get. Anything, what I described, like emotional or symptomatic support or psychological support. What is possible by me as a clinician, I will do for the patient and I will make sure the patient reaches the home at their lives.



So what were the, some of the highlights of making palliative care referral?



 So



 Or advantages highlight that you notice when you make palliative care referral 



One thing is few diseases which are progressing, but were not very symptomatic patients on metronomic chemotherapy or patient who have a ALL which is relapsed. Just, now, it was not a very symptomatic. So such, not acutely ill patients can be dealt with the, in a better way by a palliative care team in a way that, they’re, symptomatic treatment can be given by palliative care physician. In a palliative care best supportive care setting not by a clinician who actually deals with paediatric oncology active treatment. 



So any other highlights of making referral on this acutely unwell in symptoms. Apart from there, what other benefits or advantages that you have seen? 



So another thing is. Emotional support of the patient and family done by palliative physician is better than a clinician, is what my belief is. 



Any shortcomings of making a referral to palliative care? That you notice or disadvantages when you made referral any shortcomings or disadvantages that you have noticed? 



So suppose in the night, in the night, like, sometimes, the child needs some, symptoms or needs to be managed in the late nights getting a palliative care physician, like personally, bed side sometimes was not available. 



Any other shortcomings that you thought while making referral Maybe you regret why I made referral that kind of thing. 



Hm. No I can't think  



Going back to your answer that you have given night availability of palliative care. So you think access, ready, access to palliative care is something very important while making referral? 



Yes. 



How so? 



So, as a paediatric oncology physician, so I will be more dealing with patients who are on active treatment. So I will be giving more time to patient who are on active treatment. So patients who already have progress supposes admitted in ward, I may not be giving a maximum time to that patient. So in that, uh. Patient, if they have a clear access, good access to a palliative team, it will be good for that particular patient that’s what I feel.



Okay so I’m asking the main question of this research, so what are your personal views about referring a child that advanced cancer to palliative care?



So that's what the, in my opinion, I unfortunately the child have a disease, which is not curable, till the child needs to be child and the caregivers needs to have a emotional, psychological support, monetary, may not be many time possible  and has child per se, should have a good quality of life,  living with their disease. And during end stages of life also. It should be like a peaceful, uh death.

So you mentioned Child should have a good quality of life, what do you mean that? 



So basically the, if the child is, having symptoms due to a progressive disease, which needs to be taken care of, like a pain or say anaemia, low platelet all these things should be taken care of by very regular hospital visits or home care visits, burden caused by the disease and symptomatic management and emotional support by giving all of these things, the child can actually forget she's going through a disease which is not curable, and parents emotionally can be supported until the child.



That’s what you understand the quality of life?



Yeah 



What do you mean by peaceful end of life? Means what comes through your mind when you think of that for a child?  Because that’s what you thought. One of the important role of palliative care?



 Yeah. Peaceful end of life means the child, the parents on a daily taking care of a child who is actually having a progressive disease daily, keep this actually an emotional and economic burden for the caregivers. So they should be like a supporter both economically and symptomatically. What are the tale is, going through, should be dealt with, child should or should be taken care of by the palliative team? By frequent, home visits.



Okay. , what are the things you think facilitate making a palliative care referral or make a palliative care referral happen? What are the factors?



 As a clinician?



Yes as a clinician as your perspective



 So solid like, as I said earlier, there should be a clear, they should get exposed to the palliative department and team as a curriculum when it is included in the earlier part of their training they will know the importance of what palliative care actually means. It will make a huge impact, is what I believe. 

Anything else that would facilitate making a referral?



 And active involvement of the value to care team and interaction, regular interactions and in the tumour board meetings if the palliative is team is also a part of it definitely do make a.



Okay. When do you mean active involvement apart from tumour board anything else that has like (49:48) 





 Like academic sessions and, um.



Okay. So are there specific condition that you think you will refer or are there some condition that you will never refer? Are there things like that?



So suppose a patient who is very acutely ill, he is about to like almost in the verge of that, like, that time I may not, actually refer the patient. So if it is like a chronic disease, which takes time to progress where the child needs support and both symptomatically and emotionally for the parents. That is where I will think of refereeing. 



So it's really interesting that you mentioned if the patient is actively dying you will not refer but in a chronic, in a slow progressing thing, you will refer. Why is so? 



So, actively dying patient many times we may forget actually to refer. That is the, actually to frankly tell that is the truth. And we may get distracted towards patient who are actually sick due to chemotherapy or this thing. That is one, and then in a set up where it costs to them economically I may not put a burden, more burden on the family. 



Okay. Is there any other reason why actively dying is not referred? Slow progressing is referred?



Not sure



Okay.  Can you think one memory of an experience of making a palliative care referral that is stuck to you?



Lot of things. 



One which you always recollection and Yes. Its good that's a memory that's there?



 Can you elaborate on the question?



So suppose you have made a referral to palliative care and you found that the really good you fold felt that was very, very happy that you made referral because outcome of referral was very good can you think of?



 Actually speaking there was one child who was Hodgkin’s lymphoma patient, (52:59) he was multiple_____. And the second time when he _____ we gave a chemotherapy for him and he was worked up for a transplant. So the time that time, so prior to transplant we wanted to assess his disease status. So, and the child actually. He took the chemotherapy, the second salvage chemotherapy, and the child was actually losing lots of weight and he was developing lot of lymph nodes. Clinically, he appeared as if he was progressing on chemotherapy after the second salvage chemotherapy. So we did a pet CT for the patient. There was active to uptake everywhere, and it was a clear cut. We were thinking the child is has progressed. So this patient actually was, referred to palliative team.  Fortunately what happened was the palliative before sending the patient to palliative team, we have biopsied deletion biopsy deletion and the patient got, referred to palliative team. This biopsy we forgot to follow up. The patient, the never followed up and the patient was actually falling with the palliative team. This biopsy actually turned to be a _______ (54:31) positive. It was tuberculosis. So this child was seen by the palliative team and diagnosed to have actually tuberculosis the patient went on to receive AKT and they was following up for long time, in our required a transplant. We was to my knowledge last, follow-up the child was doing well.



So why it’s became memorable?



No, actually we thought the child was not doing well and he was progressing then and during that time. So residency say we keep on changing with the departments, 



What is the thing that made it more memorable?



The thing was this child, I last saw when I was in BMT posting and second year. So when I finished the main final year and I was doing my post DM one year residency, the same father and the same child, I happen to see again. And I was quiet just to see the child. It was actually doing well.



So the child where you lost hope quite recovered that’s what you are saying?



Yes 



So can think of one negative experience of making a palliative care referral where you regret in why I made the referral?



I don't have any negative experience. 



Is there anything else that we haven't discussed or asked that you want to tell?



No, I feel the prospective of clinicians, the understanding of, clinicians towards palliative care is less and as we discussed earlier, they feel it is only end of life care. So compared to a Western country where they have dedicated palliative hospital or palliative wards or the hospital in home inside the home care, that same system are, even though we cannot do in a similar fashion in a country like India, at least we should raise the awareness and,  in a community perspective and we should  actually have a better palliative care resources like ward, dedicated to palliative care team and a lot of awareness should be created and the palliative care should be part of curriculum of all oncology residency. It will make a make a huge impact that’s what I feel.





Two point that you mentioned one is palliative care required end of life care do you think that is significant role the perception of palliative care been assigned it has significant role in palliative care referral? In paediatric oncology ? Do you feel that way? I mean, paediatric oncologist perceiving palliative care is end of life care. Do you think that has an important role? 



Actually, it is important in the way, like people think it is only end of life care. Actually it is not true. 



And the second point you mentioned, was about the resources having a dedicated inpatient ward bed everything you think that also have a role in referral?



 Yeah, definitely. Yes. 



Anything else?  Any other points you want to add before we conclude the interview?



I can think of. 





Okay stop the interview. It was 59 minutes. 



Thanks a lot. T



Thank you.
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So good morning Vasudev and thank you so much for agreeing to be part of the interview and thank you for agreeing to be audio recorded. So let me start with my first question, can we talk about your work that involves managing children with cancer?



 So basically our unit here focused on children with cancer. So we deal with all types of malignancies, maybe meta lymphoid, solid tumours, the brain tumours. We see more commonly the blood cancers in our unit over here. I think in most cancer centres, childhood cancer centers also it would be the commonest followed by the solid tumours. Uh. Most of them are on curative intent therapy and we do get a lot of patients who are quite advanced with metastatic disease at the time of presentation also. So we primarily deal with diagnosis, initial management of tumour lysis syndrome, delivering the therapies, assessing the response and then continuing the therapy. 



So what does your typical day look like?



 So we usually start our rounds, by around 9 o'clock in the morning, and then we take detailed inpatient rounds which we would finish by around 11. So around 2 hours. We approximately have around 12, 13 patients admitted at a given time. And following that, we have our outpatient department. So we usually schedule our appointments, maybe see seven, eight patients per day, and so that we can give adequate time to each patient, counsel them. Uh, we also have a dietician in our chamber here. So, a complete OPD visit would include visiting the dietician. We have a social worker, a day time manager as well. And the patient would spend enough time with the doctor. 



So can you talk about some of the challenges that is you face or encounter in your clinical practice?



So the most, uh, challenging task is appropriate to counsel parents of children with cancer because one is that a parent would actually think of a child maybe at that particular age going to a school and would not be thinking that the child would get ill or need treatment for a particular thing. So to break the news of the diagnosis to explain to them what is the treatment, to explain to them how this actually happened to their child and why probably does not happen to any of the other children in the class where this child is going is, is quite difficult. So the first step, um, I think the most difficult step is the counselling to the parents or the caregiver. 



Are there any other challenges? 



Uh, luckily in paediatric oncology, most of it is curable. So, uh parents would actually take it in a positive way that the cure rates are quite good. But the other challenge we face is when a child comes with advanced cancers, where we know the outcomes, despite the standard of care may be very low and knowing the social and the financial background of few parents, it becomes very difficult to counsel these patients as to knowing that the outcomes are not that good. So that is one other challenge we face quite often with children with advanced malignancies.



Are there any child specific challenges that you face?



So child which is very young is, would not actually understand the gravity of the problem. But we do come across lot of adolescents, um, young children who are maybe age between 10 to 18. So we treat children less than 18 years with this. So really with these age group again becomes very challenging because they would want to know what is wrong, why they need to undergo treatment. They will ask why they are losing hair. So, uh, we have to get their confidence as well while treating. Again, for the reason that they need to keep coming frequently to the hospital. 



So another special age, I would say is between 10 to 18 years of age. Um, because we have to counsel the parents separately. We need to speak to the children separately over there. And they can always look up over the internet and find out about the diagnosis. The medicines that we're using. Um, they check our qualifications and understand that. Okay. You are a doctor who is treating this particular disease. So they, its better sometimes to inform them that there is this problem, there is, this is the treatment that you need to do. These are the things, like six, seven months is going to be quite challenging. So it is pretty challenging in this age group. 



So uh, you mentioned about parents probably asking, uh, why this is a need? You need to provide an explanation, why? How do you answer that “why” question?



 So again, it is very tricky in childhood cancers because uh, if you see the etiology, may be few of them, a few of them maybe having a genetic etiology for it. If there is a strong poss-, family history of cancers, then probably we may consider that this particular malignancy could be a part of a familial cancer syndrome. But if there is no family history, which is which we are seeing more commonly. Nobody in the family ever had cancer and this child is the only one. It becomes tricky. So we attribute it to probably multifactorial etiology including genetic susceptibility, a growing child exposed to multiple antigens, multiple factors like radiation or the processed foods. So we cannot pinpoint to a single factor. Um, it usually leave it to multifactorial and we need to explain it that way. That there is a probable genetic susceptibility along with these factors which may have caused this. So you always focus on what is going to come ahead rather than see, there's nothing that we can do going back. But this, the good thing is that we can actually treat this, people are looking into researching into what is probably caused the cancer but more importantly there is a treatment that has been found and the chances of cure with this particular treatment is really good. We should now think ahead and then you know. Think about the treatment that is going to be.



You also mentioned about adolescence with information needs?



Yes.



How are you handling or managing those situation? One thing you mentioned about speaking upfront. Any other views?



Yeah. So we also have to, um probably start with saying there is a, if there is a child say adolescent with uh, leukaemia, blood cancer. Then we would actually tell him that, um, there is this problem in the where actually this where the problem is starting from the bone marrow, what is happening over there and why they are giving certain medicines. And why there are a lot of side effects which are caused because the medicines don't know that what is a normal tissue, what is a bad tissue. So slowly we would start with the treatment, we would talk about side effects, talk about the hair loss. We would talk about them not being able to attend school or college. What they will do in this next six to seven months and why they need to be in and around the hospital. Why they need to report every small thing. So, uh, it is very difficult to inform everything over a single session. So we usually break into three, four sessions and then keep talking to them. 



Thank you for that. So I'll ask the next question. So what do you think is the scope of palliative care in children with cancer?



So what I feel is that, uh, the difference between paediatric malignancy and adult malignancy is that, in children, we are looking at a long term cure.  We are looking at, uh, child who is going to probably live for 60 to 70 years af-. I mean, including after the treatment. So you'll have a normal life expectancy but there are certain diseases, for example, High risk MYC neuroblastoma or wildly metastatic sarcoma where you know, despite the standard of care, outcomes maybe less than one or 2%. So, uh, here actually probably we would, uh, refer the child early to palliative care only for the, uh, the matter, the fact of matter is that we would want the parents also to understand, to accept the diagnosis. We want probably the child is slightly older to be spoken to about the disease. We here are not actually looking at actually giving them very aggressive treatment and, um, making the child more miserable from whatever disease he is having. Instead, it is better that, uh, child actually is managed, uh, by a team of palliative care where there is adequate counselling, there is adequate pain management, adequate symptom control.



Uh, so that the quality of life is good.



So you just mentioned about referred early to facilitate acceptance of diagnosis. Can you just elaborate bit on that?



Yeah. So, uh, generally what happens is that, um, references maybe delayed. So here, the primary physician who is or the oncologist who is going to deliver care may, uh, say that, okay, we will try this one or two cycles of chemo. We'll see what response comes. And then if there is not a good response, then a reference to palliative care is given. So instead, if, uh, if we know that a particular disease has a very low outcome to start with, we can actually keep the palliative care team in loop. So our goals are very well defined at the start of treatment.



We may cut-, still continue their treatment at that time. But in, uh, keeping the palliative team in, um, in the loop kind of helps us and the family and the child probably too. Uh, so that, he can cope up with whatever the disease is.



So uh, second thing that you mentioned was about having a team. A team with the expertise of counseling and symptom management. Can you just explain bit about the team that what you are? 



Yeah, so it is difficult for a single person to manage the whole treatment actually requires a dedicated team. So team would include maybe a pediatric oncologist. We will definitely need a good dietician, nutrition uh, to take care of the nutrition during therapy.



We will also need uh, say in a case of advanced cancers or, uh, when we are looking for upfront palliation for the patient. Then we need a good dedicated palliative team, which has, um, good clinical psychologist, palliative person who can actually be helping the child for pain control, would be communicating in the language which is best understood by the parents and the child.



Uh, other things, uh, a team should ideally also have other specialties as well. For example, we may need to give, give fractions of radiotherapy to prevent pain in some advanced cancers. So having them on board. So it, it actually, it requires a multidisciplinary team. Um, a good team actually would mean all of this at a single place and available whenever they are required.



Okay. Thank you. So, uh, apart from, uh, uh, helping them to accept diagnosis and providing symptom management, what are other scope do you think of palliative care referral?



So apart from these two aspects that, uh, I think, um, generally each, uh, parent, a child will go through different phases where they will be in denial, acceptance. So it is good to have maybe a longitudinal follow up with, uh, the palliative care team as well. So that, uh. So that the goals of therapy can be explained better at different points of time. So initially during the phase of denial, there may be a lot of queries that we'd want to go for aggressive therapy. We want to do this. So I think they form a integral part, especially in, um, these advanced cancers, so as to guide and reinforce. Uh, the parents mainly about the treatment. 



So, um, the other thing is probably, um, even for these malignancies, for example, if there is any end of life care that is required on, uh. So I can think that they will actually be the right people 



To do 



and help the family out. 



So, uh, you also, have worked at Tata Memorial Hospital. Uh, so what has been your experience *inaudible* (15:41) under them of making a referral or accessing the palliative care services at Tata?



So, uh, the biggest challenge in, um, what we saw there was actually the, uh, the huge patient numbers. So it was very difficult probably and in the sense that most of them, um, what I feel now retrospectively should have have been referred very early, um.



So all these advanced malignancies should have, or could have been actually referred very early so that their team is also in loop from the beginning of the therapy. What used to happen there is that we would, uh, say do a response evaluation after giving a certain amount of chemotherapy. And then from there it's a progressive disease.



And then there's nothing much familiar to do. You would just send to the palliative care department, and that was it. And we actually did not see the patients back or patient would go back to their native place. We are not sure whether they met the palliative care team or not or things like that. So, uh, what best could have been done is probably to involve them from the beginning so that follow ups could have been done in both the places with the medical oncologist as well as the palliative care team.



And then, uh, once they know the goal of treatment or they're informed about intent of therapy, it becomes easy for the parents as well as for the child. That acceptance becomes easy, easier probably. 



Right. So you also mentioned about patient and family returning back and updating you about the progress, isn't it this an important factor while making a referral?



Uh, it is, uh, what I feel is that if I had been treating a child for, say, four to five months and then, um, suddenly I'm not, I'm just giving a reference to the palliative team and then it becomes difficult for the family also to just shift from one doctor to the other.



Uh, so it has to be gradual. It has to be, uh, I would still want to see them back. To see the child, um, to speak to him and probably again, recounsel about the therapy with the child, with the family as well. So I think that would actually help the family also, because just transferring to another unit, another team actually may not be that good for the family.



So also, you have talked about involving early. What is that, that’s there is in your mind when you said involving early?



Uh, again, so involving early in the sense that maybe at the time of diagnosis, we know it is a advanced malignancy which low chances of cure. So that is a point when we have decided that probably the, after counselling if the family wants to go ahead ith the therapy, and we know that the outcomes of therapy is not great. And we decide that the intent maybe just a palliative intent. 



We're not going to go as a curative intent. Involving early is at the time of this counselling itself. So as to, um, facilitate, uh, the therapy and uh, it helps in a way that, uh, they would come to both the, uh, departments who actually get to know, uh, and the people in the department, they'll be comfortable with, uh, their doctors.



Uh, the family would take a lot of time to understand that yes, it may, um, go bad down the line. Now things are okay. Now treatment has started. They need to be repeatedly counselled, informed especially with these advanced cases. 



Okay. Um, also, uh, you talked about intent of therapy. So what do you think by went by telling intent of therapy as a factor with respect to referral?



So a majority of the paediatric cancers are, we may treat with the curative intent that is, that we want them to. We will go fully aggressive with therapy. We'll do whatever is required for the child. Then expect that the child will do extremely well. So like I told, um, if we decide that the outcomes are very poor, even the trend of care therapy, we may consider that, uh, after explaining to the family the intent, maybe palliative, that we are just going to deliver this therapy.



So as to reduce the symptoms of the child or reduce the pain or reduce the suffering. But it is unlikely that this therapy is going to give a lifelong cure or cure from the particular disease that the child is suffering. So, uh, that is where, uh, we would actually involve the palliative care team and at a earlier stage, rather than waiting till the child progresses or waiting till the child actually becomes sick. So that can be facilitated early. 



Right. And, uh, uh, you also mentioned about abrupt shift in care from one service to another Can you just explain little more? 



Yeah. So if, uh, if I have been getting a patient or a team for that matter has been treating a patient for six to seven months, and then suddenly what used to happen back in Tata Memorial Hospital is that we would suddenly tell them to go to a particular OPD and not see them. So, uh, it becomes very difficult for the family as well, including me. I can, if I am attached to a particular doctor or I’m comfortable with a particular physician, then if suddenly the physician tells me to No, I will not see you from today and you have to be seen by another physician, it becomes difficult for me as well.



So I think it has to be a shared care between the medical oncologist and the palliative care team where even if a child probably requires admission, for say a blood transfusion or platelet transfusion. It ideally has to be probably in the same place where the child was previously admitted so that we do not isolate the child or the patient has to be together.



So what was your experience of accessing the palliative care team at Tata? Or your uh, making a referral. How easy or difficult it was?



It was uh relatively easy, because it was actually located in the same place as where our paediatric OPD was. So referrals were very easy as well. But the, um, the only, um, I think that hindrance that we had was that, uh, it was very difficult to admit uh, patients with advanced malignancies or with complications, um, for pain management. That is probably because of a lack of beds and most of them have to be managed on outpatient basis, which again, becomes very difficult for the palliative care team as well because titrating medicines and pain control on outpatient basis becomes quite challenging. 



So the only hindrance was that that we did not have beds to take patients, palliative patients in. So I think that was the biggest challenge. If a child was otherwise mobile and the performance score was good, then outpatient referral was easy and was quite  feasible.



And you just mentioned about being located at the same place. So having a service which is very proximal or close by, is an important factor? 



Oh, yes. It is an important factor.



Why so? 



So it is, uh, probably, um, I mean we used to probably, uh, I at least used to take the patient and the family to the palliative care OPD and explain to the care team, and this is the thing, this is the problem. This is what we are looking at. So for me, that proximity again was because I can actually take a phone call and explain but I would feel that it is when I'm handing over um, a particular child that I've treated for so many months. It's important that I. And even for the family it will feel, it feels that, um, they’ll feel good that we've come, we have discussed.



We have explained to them as well, what is the thing that we have ex-, what is the plan ahead? What is the treatment? Where, what reports have come? And when do we want to see the child back? So I think proximity, one is it helps the physician also to communicate directly to the palliative care team. And uh, again, if it is located, maybe say a far away or the patient may not opt to go to a palliative care center, knowing that it is quite far away and uh, anyways, their treatment is not going to be done or they've changed our mode from curative intent to palliative intent so they may not actually visit. And then giving care back at their places or their home is going to get difficult for them. 



You mentioned about the palliative care service, not having a bed was a challenge. So do you think a palliative care team having or not having an adequate infrastructure to provide care plays an important role in this? 



Yes, it does because I think uh, certain scenarios, you would want a patient, you cannot actually manage a patient on an outpatient basis. You would need to probably admit a patient. They didn't have oxygen requirements which may not be easily deliverable at houses. Uh, if there is a, um, an arrangement, like a hospice or another arrangement which is close by that would be fine.



But certain times, uh, some IV medications, it would need, uh, some amount of, uh, monitoring. We would need maybe some inputs from other departments as well. So then, um, staying in the hospital, having a dedicated space, actually would help the team. So and, uh, it would also help the trainees and also help the residents what their, so as to effectively manage a patient. 



And, uh, what are some of the highlights of making a referral to palliative care at Tata?



So, uh, the highlights were that, um, one is, um that, uh, we felt that the most common symptoms like pain, um, which uh, most of us we used to manage by giving lot of say non-opioid medications. I think the pain control had significantly improved, especially for the patients who were, who came in with a lot of pain. Um, they also felt that, uh, they were counselled better.



I mean, we would have had one or two sessions of counselling prior. But the same would be actually be reinforced by the team. And I feel in some scenarios also, uh, in consultation with the palliative team been able to deliver some medications IV or orally which actually helped both of us. So it could actually help in symptom control as well. So all this would be possible only with a liaison with a palliative care team. I think the highlight which I can think.



Were there any shortcomings or negatives when you’re making a referral at Tata?



Um, I, for me personally, I don't think so there were any shortcomings or negatives. But the only problem was, uh, getting a patient admitted for good care. I think that was one of the problems we faced.



Overall do you think there are shortcomings in making a palliative care referral? 



I think, uh, because I've been exposed to palliative care since our training days, I think I would, I'd actually do it early and much before compared to somebody who is not exposed to palliative care or probably just heard about palliative care or who did not have an opportunity to have a palliative care support.



Right. Right. And, uh, uh, now coming to the main question of this research. What are your personal views on referring a child with advanced cancer to palliative care? 



So, a child with advanced malignancy, I would actually, uh, refer at the initiation of therapy itself. Uh, again, for all the factors that I mentioned, the psychosocial component, the pain management, and for the parents to understand the goal of therapy for recounseling at every visit. And, um, so I would actually refer at the time of initiation itself.



I would personally do that. I would personally refer early and I would always keep the palliative care team in the loop and try to understand how better certain things can be done. How we can actually improve on the quality of life of the patient. 



And what do you mean by quality of life of the patient? 



So generally lot of treatment, especially in advanced malignancy, say could be with, could be quite, there could be a lot of side effects that child may face during the therapy. So, certain times you do not, we do not want to actually cause a lot of side effects in the sense that, uh, if you're looking at only symptom control and we just want to give particular, some form of chemotherapy for, we consider giving a slightly lower dose, not getting a lot of complications like mucositis. Not getting a lot of myelosuppression. Uh, so we would actually balance our therapy based on what is the possible side effects and then, uh, probably treat them. So that a child or a patient could actually be mobile, could actually do their routine activities, could actually go outside if possible. Play, Uh, could eat whatever they want. So I would look at it at that way like child could still do whatever the child wants to do, but at the same time have a good symptom control with modified treatment.



So for a team, what were the various things that would facilitate making a palliative care referral? 

So to facilitate making a palliative care referral I think that the oncologists or the or the physicians who are actually treating these patients need to be aware what exactly palliative care team or palliative care is. Uh, so I think awareness is the most important thing.



Once they are aware that, uh, there is, um, something like a palliative care team and understand what the team does and how they go about. I think that awareness is the most important thing. And then once the awareness is there, and then I think the referrals will come. Um, I still recollect a lot of patients, um, during my training period who were maybe advanced cancers or advanced chronic diseases not cancer, advanced chronic diseases were just left without any, anything.



I mean, they would still be in significant pain. They would be suffering at home. So I think all those things at that time could not be given, because a few of my seniors also were not aware that there is palliative medicine. We could have actually referred to palliative care services for symptom control. Because I think that the awareness is the most important there.



Are there any other factors that would probably facilitate a palliative care referral?



So other is availability of a palliative care unit. So I have been lucky that the last two institutes where I’ve been including this one, has a dedicated palliative care services. But I know of many insitutes where there are no palliative care units and the physician himself or the oncologist himself has to take the role of a palliative care person and deliver say, pain control.

So it becomes challenging for the medical oncologist as well. So availability is also important.



Very important.



Very important.



So you talked about, uh, being aware of palliative care among paediatric. How did you think that awareness can be brought about? 



So it could be. I think one of the important things is, um, through now that, um, social media is very active. So I think a lot of, uh, writings about palliative care can be put up on it. A few examples of caregivers who have undergone the process of managing with palliative care team. Actually that these stories could actually be brought out on social media. Newspaper articles can be written. Um, I think also important it is to educate the uh, doctors as well. So in medical institutes, uh, could be, uh, certain, um, organizations like medical associations, so all these places could actually be potential targets where they can, the doctors or the healthcare professionals could actually be informed about such services. So that they will be aware of it. 



Anything else can be done to the paediatric oncologist to improve their awareness? 



So there can be a dedicated sessions in all the national conferences, or there can be workshops which can be held for or to get accredited during these conferences. So it could also be as half day kind of a program where all of these aspects can be covered and because it's a small fraternity in our country. So all the major conferences could actually be targeted and a special dedicated session can be kept. 



*interruption*



You also mentioned about availability of the services is one of the facilitator. Uh, can you just, elaborate bit on that? 



Yeah, so availability in the sense, um. That, uh, not many centers in India actually have a dedicated palliative care team with them. So if there is a referral that needs to be done, um, the patient has to travel a distance to reach then, and there is a, there will always be a communication gap. I mean, I think goals can be actually explained better if spoken to in person or discussed together.



So having availability of a palliative care team in, um, in close proximity or in the same institute is actually going to facilitate here. So it could be identified as, um. If, uh, if a person has undergone a certified course or is interested in palliative care or has gone through a training in palliative care, so he could be actually nominated in for a particular hospital so that all the referrals can actually be sent to him.



Are there any other facilitators apart from availability and awareness. Is there anything else that would facilitate a palliative care referral? 



So, um, I think these two would form the major things. 



Major things. Do you think the factor that would hinder a palliative care referral? 



Uh, mainly would be lack of awareness that such a facility is there. So I think that is the most..



Important. 



That's the threat, I think, to not knowing about 



What is available.

	

What is available, is there.



So any other hindering factor that you feel may stop a palliative care referral?



I think, uh, yeah I think, that is it. 



Okay, so you mentioned about certain situations where you would make a referral. And also you talked about you make a referral quite early. Are there situations you think that you would not make a referral to palliative care?



In advanced cancer? 



In cancer, advanced cancer.



Okay, so to not make a palliative care referral in advanced cancer. I would not actually do that. Uh, I think it again, depends upon the family also. And yeah, acceptance. Sometimes we've encountered few families in, uh, in the previous institute that I was working where, who would never, did not want to see the palliative care team and wanted us to manage. So, um, that was a very difficult instance. For example, is the family unwillingness to meet the team? 



So why do you think they were not willing to meet them?



So I felt that that family actually was in denial. Um, even after the standard of care therapy, that child had recurrence. And, uh, they would just not accept the fact that there is no further care. So they still want to be, still wanted us to be aggressive with treatment and try whatever is possible. And they did not want the pediatric oncologists to stop. I think that was the most. 



Important. 



Yeah. 



So you think family perception about palliative care also plays a role in referral?



Yes, yes. Definitely. So I mean we would tell about the palliative care team and what is, what they would be doing. We would encourage but still, there would be some families would still not want to visit, still feel that they are not there or. Especially it becomes difficult when say a performance score is really good but child is in good shape. Child is eating. Child is doing all the activities but has a recurrence which is detected. And We have deemed the treatment to be palliative and there is no further options. But again, the family would hesitate to go to palliative care team at that time. 



Right. And, uh, thank you for that. And, uh, can you think of one memorable experience of a palliative care referral i.e. recollect or you felt it was good that you made a referral? 



So I could, I can think of one patient who was a stage four metastatic neuroblastoma, uh, who actually we had given the standard therapy who undergone a bone marrow transplant and undergone radiotherapy, an oral chemo and actually relapsed after that. Uh, this child actually came with severe body pains and, uh, I have, I think, managed to get the patient as inpatient and the child was actually suffering through pain for quite some time before they reached us.



And I think the pain management part and counselling the family. So, uh, both parents are actually quite educated and, uh, had accepted that their disease had recurred, but they needed a lot of psychosocial support as well. So I think, um, that is one instance where I felt that along with our care, the palliative team played a very important role in symptom management as well as for the psychological support. 



Why that experience became memorable for you?



So I think um, the main reason is that I saw the child actually come in a lot of pain. And we could manage to discharge him from the ward. So at that time he actually was quite comfortable. He was on oral opioids but he’s  quite comfortable. He could do what he wanted to do. So most of the times you don't see them back with us.



So there's an instance where in front of us. We actually worked through, I think he was there for almost uh six to seven days, and he was then shifted to patches and oral medications. And then he could, he was, um, controlled of his symptoms. So I think that was.



Which where you felt it was memorable. Can you recollect a negative experience of making a palliative care referral?  Somethings go wrong.



Yeah. So, um. I think um negative one would actually be. Uh, can’t recollect anything as of now. But I think it would be that, it would be it from our side only. It would probably be that if we have diagnosed a relapse and then our patient is sent to the palliative care OPD. And, uh, you know, if they're from out of town and they need to get back to their places, so it becomes very difficult for the whole team.



So I don't think it's a negative experience from the palliative care team per se. But uh, I think their work actually gets quite difficult to counsel, to manage on the symptoms. If the team is not given adequate time to counsel and. 



So, so the time taken by palliative care to work with the patient and families is important.



Yes, is important.



Why do you think it's important? 



Because, uh, most of the times its very difficult to do it. Counseling and all the processes in a single visit. You actually need the patient to come back or the family members to come back for repeated sessions of counseling or to understand what the pa-, what the caregiver has understood. How they will manage at home? What is the situation back at home?



Okay. 



So I think they also need a lot of time to teach family. So it is probably difficult in a single visit.



And the last question, is there anything else you want to add that we are not asked or discussed?



Uh, I think, I think we have discussed *inaudible* (47:02). 



Okay. Thank you so much for the interview. I’ll stop the recording. Forty seven minutes.



-End of recording-
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-Start of recording-



Today is 4th of June 2019. I am interviewing the participant 006. The participant has consented for audio recording.



Can we talk about your work that involves managing children with cancer? 



Hmmm. (long pause) Currently I do have roughly a workload of around hundred and ten new cases of children with cancer in a year. Over the years it has been getting busier and busier. Hmmm. at any given time, the inpatient would be around 18 to 20 and outpatients around 5. And day care chemotherapy is around eight. That's the kind of number for the past six or seven months. Hmmm majority of the majority of the cancers are the solid tumours and remaining haematological means blood related cancers.



So, Yeah, the day starts with the mainly with the ward rounds followed by seeing the patients in the day-care. Then seeing the OPDs in the outpatient Department. Seeing few out patients. Those are mainly the follow up or those who are on the maintenance therapy for acute lymphoblastic leukaemia therapy. So, then the afternoon again the outpatient, the few appointments followed by the brief ward round of sick children, and that's how the day ends usually start starting around half past eight the day ends around half past five or six o'clock. On some odd occasion, it would be slightly busier than this.



Anything particular you would like to know?



You said it is busier and becoming busier? How are you managing your busy practice?



That's a very good question that that is where I'm struggling now. So, I am at the verge of kind of burning out. The reason being is…here. there are two hospitals one is in *** as well as ***where we are sitting now. And I am covering both the sides the paediatric oncology practice and I am the only one consultant and I do have only a postgraduate student. That is the end of first year postgraduate student, one student now one more they are going to  going to post under me. So hopefully getting two postgraduate students one end of first year another one just…fresh student soon after coming from MBBS who joined the postgraduate training in Paediatrics.



These are the only two persons who are helping me out apart from para clinical and other things in I do have support from the Foundation who provide me a chemotherapy nurse. One data manager and a social worker. So, they are becoming very useful to me to raise funds to apply for the government for below poverty line schemes and to administer chemotherapy. The bed strength of paediatric oncology Ward is eleven. And obviously because of the current inpatient strength of 18 to 20. Some of them of them are spilled over to the other wards and where the chemotherapy is going to be an issue and my chemotherapy nurse helps out to go the other wards and give the treatment there. So, it is a struggle because it's same question 24/7 and postgraduate used to rotate every month. 1 PG rotating every month that has become now changed for the last three months. They are rotating once in two months. So at least better than before and the other issue is with the Intensive Care. Whenever a child with the oncology, especially haematological malignancies develop neutropenia and some during neutropenia have high risk of infection and they end up in ICU. So, they develop septic shock or some other problems, so on an average 1 to 2 children will be in ICU and the ICU care also be taken care of me. I am the leading to lead consultant in ICU as well. So, for my patients, so that is where the problem is and stressing part of it. 



You mentioned that you are experiencing tremendous work pressure and feel that you are burning out. How is this impacting your work i.e. managing children with cancer?



Well at the moment I am trying my best … my best to not affect my stress to the patient care. Having said that I honestly should agree. I do agree that the patient care part i.e. the documentation is getting affected. When I started the documentation was fantastic, I would say because I was trained in UK and I used to document every conversation every observations of a child now that part is going down and down and I just need to rely on what the Post graduates write down what we discuss in the ward. I do write down the communication I do in an intensive care setting but not in the not in the ward day-to-day say General Ward patients. So, documentation is one is that is lacking. I'm thinking in the future the patient care also will get bad. 



So, what we do now here is a paediatric haematology/oncology WhatsApp Group, which is created by me all the nurses all the data manager social worker the postgraduate trainee and myself will be on so anyone can. Put up the patient's condition and usually we do reply as soon as possible. And otherwise they will call me. So, at any given time from these two hospitals, in a day I would receive around 20 to 30 phone calls in a normal day. It may be the someone is ICU. Then it would have been around 40 to 45 phone calls just on the patient care because of the lack of the number of Consultants or the junior staff.



Can we please talk about some challenges that you face in your practice? 



Well the first thing the challenge comes up for us to break the news of advanced cancer to the family though. Although, we were trained appropriately to break it the way they would understand in a controlled environment. That's what we do, but.  To tell the parents way the parents understanding of an Advanced cancer. Because everyone understands that cancer is a dreaded disease, but everyone has got hope. Something can be done at this current era and the parents when I talk to them …this… obviously majority of them. Once they understand they will break down. They will say that anything else can be done. I say we will try the best we can whatever it is available. Well, even either in India or abroad, will liaise with the experts and will tell you whether we can do anything or not. So, at that point of time they are okay, they would understand answer of the question about whatever they asked me, and I would answer but afterwards is a problem. So, it usually happens, I would see if you leave the parents alone. They're happy with my conversation or communication. But when they go out somebody would have said that though there is an advanced cancer, they have cure. And why can't you try that? Why can't you ask your doctor to check that then? Someone else would have been saved, …would be telling that no, no in this current era of Science and Technology you would be able to get that cancer cure …like of your doctor is not telling the right things. This is common perception because majority of the parent’s views and opinion is based on their relatives or their neighbour’s opinion and that's where the trouble comes up to accepting the diagnosis of advanced cancer. 



So, some will be still in denial of the advanced cancer some would accept so I would usually give them an another appointment to come back and see me and to talk about their cancer anything about their cancer and treatment but some they do come some they just deny the fact that it's advanced cancer and they go to another place to seek an opinion having said that usually in the last few years my experiences they come back to me and again once they are convinced that it is advanced cancer.  



You mentioned few communication related challenges. How are you managing these challenges?



So good question, Of late. (long pause) initially when I started, I used to think parental responsibilities with the parents. I thought parents are the ultimate decision makers. Now. I know the system here; I usually ask the patient and the family when I break the news of cancer. They would have known by then, because they see me coming and see me and they know in the hospital that I am an oncologist.

When I give the in-depth information of the cancer, I would give… I will talk for around 45 minutes, majority of the times parents along with the all the relatives who'd like to know but in spite of that all the relatives would not be coming. But there is an option for them to bring all the relatives. Usually one of the nurses or the social worker is with me when I tell them the. I tell those facts and usually try to document what I commit to them. What are the treatment options and what we can do? 



You mentioned there were certain challenges relating to acceptance of diagnosis. How do you manage these challenges?



It is a really challenging, what I usually do. Off late…One thing is that there is a National Cancer grid started from *** and those who are asking or not convinced that we cannot do anything more with the available literature, sometimes I ask them the parents to come and sit in my OPD when we discuss their case with the virtual group. Usually that convinces them because there will be usually anywhere between 20 to 50 centres participating. I would ask them whether they would like to meet any other paediatric oncologist or for that matter adult oncologist who knows little bit of paediatric oncology or a Specialist in treating solid tumour.



And that do sometimes help them. I would speak to the medical oncologist who I know and say that listen, this is a boy so-and-so condition would like to see you as well to get your opinion, please in an open-minded non-judgmental way kindly give an opinion and then we can discuss after that. This does happen but not very often. The last few cases. I did discuss with the NCG just because parents were insisting there was high-dose therapy anything we can do more all those options small options where they're so that they had to discuss and couple of the cases have gone to the medical oncologist and when we compare both opinions and the other person convey the same opinion then usually parents accept. By and large they will be still small proportion  who deny the fact that it is incurable.



Are there any child related challenges that you encounter in your practice?



Not really, although child’s understanding is good, they usually do not dictate the treatment or make the parents to follow what he wants, or she wants. Hmmm teenagers…they do find out the problem usually parents make them stay away from the diagnosis, but I will make a point to talk to them. So, anything above. above 10 years, I would talk to the child and tell them what is going on. I usually do not say the child you got a cancer now; I would usually say you got this small lump or the bad cells in your blood, which is causing all this problem. We need to give medicines to make you better. The medicines may be very toxic sometimes causes little bit of side effects such as hair loss etc. But ultimately our aim is to make you better. So, the teenagers usually understand. I would ask them tomorrow I will come back to see you, please write down all the questions whatever you have. The one thing… I saw the difference is if I tell the children especially teenagers that  I am not hiding any facts from you. Whatever I am telling the parents. I'm telling in front of you and that releases the pressure or tension with the teenagers. That's one thing we need to be open and talk to them as we talk to the parents. But in younger children, I do talk to them. You need to take some medicines to make you better. I always make it a point, how much ever small they're usually I talk to them, but they wouldn't be part of the decision-making.



Can we please talk about your views on role of palliative care in children with advanced cancer? 





Palliative care, symptom control these things are extremely important in oncology. And especially at advanced childhood cancer is very important. The reason being is one the amount of time we can spend with them with the child or the family is small as we get busier and busier  not to make the child not to suffer anymore is. It's the specialty  itself and the kind of doses what we need to give the kind of side effects of the medicine. So how to tackle and what all these medicines need to be given all these things are highly specialized and one cannot be master of all... So obviously as the workload increases the where the unit is seeing a hundred  and 110 cases per year. There is a role of certainly a paediatric oncology palliative care. 



Thank you for that broad outline. Are there any specific roles you would like to highlight?



So, we recently… I had a child with stage 4 neuroblastoma and N MYC positive, and it was a metastatic disease from the start. It was metastatic to the left adrenal neuroblastoma metastasis and to the one of the vertebras T 10 . And I usually  follow SIOP protocols so high-risk neuroblastoma protocol rapid COGENT was given, he went into metastatic remission after 80 Days of chemotherapy. Then he went and had a surgery.  It was a fantastic surgery and in neuroblastoma surgery…it was …there was nothing left behind, and the parents were very happy.  Ideally had it been in any Western Country child would have received high-dose therapy with autologous stem cell transplant. Parents chose not to go for knowing both positive negative all …kinds of aspect. They decided not to go for and the child went for radiation as well as the 13-cis retinoic acid. obviously, we are now not getting them antibodies immunotherapies. Within two months after completion of differentiation therapy… cis retinoic acid. The routine follow-up ultrasound scan showed a mass in the abdomen not in the sight of the adrenal but a para-aortic mass, it was probably lymph node Mass, which…which became bigger and this is a disease relapse. So now relapsed neuroblastoma. What are the curative options hardly any? I just had to run it past with the NCG National Cancer grid as well to say that you to do high-dose therapy. Now. It's probably just controlling the disease not curing the disease for  sustained remission may or may not be there. 



Parents accepted it. Said what we can do for it. I said our aim is to make him…less suffering or no suffering. How can we do that? We can do some metronomic therapy. What does that mean? to help him his tumour grow little slower than how it is now so started with some metronomic therapy. During that time, he developed severe back pain the back pain and a tummy pain multiple time. Tummy pain. What can we do if he came down here? Can we do anything for him? So, by that time we had almost 6-7 consultation to say that nothing can be done. This is what we are doing. But when he became very unwell, we not unwell more pain I would say, and he wanted to meet to give you some chemotherapy to subside the pain. I said that see there are two options… he was running up and above boy at that point of time… I had to give him two cycles of Irinotecan Temozolomide just  to make his pain better. And in the meantime, this metronomic therapy to work as well if it works so I had to give in because of the parental pressure and in this kind of hospital setup where we usually oblige to the parents, and then his pain got better. Metronomic therapy continued then again, he started to have pain, developed malignant pleural haemorrhagic effusion ended up in ICU and everyone knows that this is incurable disease as I said, there were so many conversations so many documentation and only palliative care needs to be done. In  PICU, we had to prove that it is a malignant haemorrhagic effusion by CT scan as he was also spiking fever.

I was not sure. I have the infection part and there was a huge mass by that time huge mass was going and infiltrating posterior mediastinum and causing all these problems. I said, we will comfort. Then one of the doctors related to the patient came down to talk to me. Is there any other option? Why can't we do this? Why can't we put him on ventilator? Why can't we do this or that? I said this is the problem what we are we don't want to make him suffer more whatever we do end up in suffering more. So then yes, the in that situation the boy’s father is very understanding mother obviously, very emotionally attached to the child and though she knows the facts but somehow, she is not completely grasping that that yes, we can't do anything.



Yes. So again…when he was on BiPAP the mother came to me saying can we do anything? Can we do give some more chemotherapy? I said no, I can't, I don't want to give chemotherapy. But he had some infection. He got better effusion was still there. He came off from the BiPAP then he was in the ward with the oxygen and then we planned everything to go home with the oxygen regular morphine everything and all being done not to resuscitate every plan has been set in place.



However, he suddenly breathlessness. And we sent him home with the home oxygen oral morphine transdermal patch. It was two times… three times of them fentanyl 50 microgram per hour. And then when he started gasping breathing at home, they've got into the hospital to do everything possible and the paediatric team had ended up resuscitating him in the casualty, but the resuscitation was unsuccessful, but. I’m trying to say that in spite of almost all of our team the social worker nurse and myself conveying them…this a challenge. How do we make sure that they should not come to the hospital…the waste of time waste of money and suffering for the patient? Where do we. Where Do We Stand, how do we do that?



Thank you narrating your experience. In the story that you narrated; you had mentioned few challenges around limitation of life sustaining treatment. What are views about role of palliative care in managing these challenges?



Certainly, it would help. However, I feel it is very difficult …too difficult to refer a child who is well, parent’s acceptance of palliative care at that point of time is difficult. But when the child's developed pain… severe pain when in the hospital then the referral probably acceptance is fine but anticipating the pain and for this to see the consultant palliative specialist and tell them that look this is how he will progress. We need to be involved that point of time. It's going to be difficult. 



You mentioned that anticipatory referral to palliative care may not be acceptable for parents. Can you please describe why it may not acceptable?



Again, the acceptance from the parent’s point of view. I don't have per say the classical example to say… I did briefly inform this about your role in this boy as well. And they said of it may be because of the distance. I don't know… we don't want to go… so offered but this offer was at the time of pain when he came in not prior to that when he came for the chemotherapy  While referral will be difficult. It eventually probably should be possible. But we need a team like a nurse you known us with some… if the team member gave the same message…one person communicating the same message probably will deter them. And sometimes they will have follow-up questions etc. But usually I do answer the follow-up questions, but still…the distance is could be a barrier …it's obvious. So, you think if there was a team available within your it would certainly help them.



Can you please describe your experience of referring or accessing palliative care?



It is a nightmare to access the palliative care. Fortunately, I have I didn't have to refer to many patients to palliative care and childhood cancer has a reasonably good cure rate and roughly around the ALL is around 85% . I didn't have many palliative care referrals because in my first three years of practice almost 90% of my patients were haematological malignancy and solid tumours off lately. So, one the neuroblastoma boy, no a girl she was around 13. I had to refer her to palliative care at *** and she was as inpatient in the palliative care set up in the *** until she died. 







You mentioned that referring to palliative care is a nightmare. Can you please explain it further?



No one is there. Paediatric tuned person is not there, see the adult specialist cannot manage the child or the parent. But when we manage a child you need to be patient and listener. That's the most important and which we don't find many people listen and listening to the parents the way they would like to have the conversation. So sometimes we spend need to spend a lot of time… that kind of quality time spending with the parents have not been there. 



You mentioned paediatric tuned palliative care specialist. Can you please explain it further?



Adult palliative care physicians may not be able to do the same quality of work as a paediatric unless they're been introduced …or at least few months of… few months of training in paediatric. Otherwise, it would be difficult… challenging. 



Can you describe your experience of working with the palliative care team? 



Well in my present setup, I haven't closely involved with the palliative care team at all. Where I worked where I trained where I was a fellow. I was very much closely involved. Every child who has an advanced cancer… who has incurable disease will be there on their register? They would make sure that they are as comfortable as possible and not in the hospital. They are at their home. All the symptom control would be taken care... they used to take care and we used involve the palliative care team. Not only for advanced cancer stages… we used them all them for symptom control. So, for example, if someone develops very bad vincristine induced pseudo obstruction or vincristine induced neuropathy. We used to involve palliative care. It used to be fantastic for them. So, somebody with them excessive vomiting…  uncontrollable like, chemotherapy induced vomiting where none of the medicines works … they do come there do add some of the rare medicines and then they make the patients better. So, the role used to be both in the symptom control as well as the pain control. And they were being involved quite early so that to build the rapport with the patient. And they used to have clinical nurse specialist with consultant... one paediatric palliative care consultant who used to have regular contact and patient to use to have the phone call to talk to them.



You narrated some benefits of working with palliative care. Where there any challenges of working in a palliative care team?



They were all receptive. There were no challenges. 



Has working with palliative care team in any way had any impact on you and your practice? 



It has improved the oncology practice. So, it certainly helps us to improve  and to sustain and make the patients to feel better and children to feel better. It always has a positive impact. 



Can we please discuss your views about referring a child with advanced cancer to palliative care? 



My personal views… they need to be referred to the palliative care without delay and as soon as possible. Once you make sure that it is incurable disease. You need the palliative care team to be on board. 









You mentioned referred to palliative care without a delay. Can you please explain this further? 



Delay means we don't want to have a scenario… where they come to the hospital emergency department in in a critical state where people do intubate and ventilate because once you do that, then the problem comes up withholding a treatment, withdrawing the treatment, not continuing the treatment all those things… it is very difficult because parents feel guilty of taking them off from the ventilator… and those some guilt feeling will be there. Where I worked earlier  all the ambulance crew all the young practitioners who are the involved in the care of that child of that region used to have a documented letter saying there's this child is so-and-so conditions on sort of treatment currently on under so-and-so consultant on palliative care and not to be resuscitated. Should he come to the emergency department… make him comfortable? 



Referred to palliative care without a delay may also mean refer early. Can we please discuss your views on early referral?



See if there is a curative option of treatment going on … then there will not be any referral to the palliative care. I don't think that it will go well with the patient's mind, but unless it is for a symptom control, but if you run out of all the options…  curative options, then the sooner the better it is.  



You mentioned referral to palliative care when there are no curative options. Can you please explain this further? 



Yeah. Yeah. That's right… no curative options. We need to make a decision. And obviously we have to inform the parents in detail about those and explain the parents.  



According to you what facilitates a referral to palliative care?



Probably the most important thing which make the parents understand. The parents speaking to the parents of other children if they have gone through in the same scenario, that would have much more impact than what we are saying. That's what I have been seeing. So, apart from that.  All the team members talking to the them in the same voice, same thing and reinforcing. What why we need to do that.  Treating team members knowing about palliative care will facilitate… if it comes from the nurses from the social worker or the nurse specialist whoever is involved or unit doctor. Yes, why can't we send him… for the first everyone needs to be aware of this kind of service? Yes, there is a specialty medicine exist…  who will treat or help them to understand this problem and treat the symptoms better.  So then then that will facilitate obviously, if only treating consultant knows the role of palliative then maybe because the treating consultant are very busy on leave or something… I'm just talking about my place here. 



According to you what hinders a referral to palliative care?



Depends upon the parents understanding of the palliative care if the parents are unable to understand the importance of the pain free, symptom-free life because some of the parents in India do except some amount of sufferings, I would say not all only few because yesterday I saw him… relapsed Wilms tumour where he had subacute obstruction. Because of the tumour and having bilious drainage and unable to eat and drink and not in pain. They didn't want any treatment not pain control not symptom control. Maybe that is one of the in scenario may be finances… one of the hindering factors would be the money aspect. That's the only important thing where they already run out of the money how much we need to give it to another consultant and etc. Here with the parents one is acceptance. Once they accepted that incurable disease and palliative care helps the child to get better. Then they would understand about it obviously. It is a faraway distance that is the problem. Usually they would always feel better. If the service is at home near the home. That would be the fantastic. home based service the acceptance will be better. 



When will you consider referring a child with advanced cancer to palliative care?



Well, you have started treatment for any relapse condition and relapses on relapse treatment. Then it is progressed. Then there will be option of palliative care. So, whenever I do is start a treatment on a child. I do tell them that… my consent form tells that what is the intended benefit of giving treatment? I mention that it is curative intent or palliative intent. So, when it is Curative intent, if I were giving some relapses treatment… upfront everybody is a curative intent… even in diffuse intrinsic pontine glioma also with 10% curate … curative intent. But once it progresses depends upon the different conditions on the relapse treatment protocol progress then it comes to the palliative care. Commonest are the neuroblastomas or osteosarcoma Ewing sarcomas relapsed once.



Thank you for mentioning the conditions that you consider referring to palliative care? Can you please explain what is the role of palliative care in these conditions?



See understanding the disease, talking to the patient… child or to the parents about the death, which is I don't think people do talk. Usually there will not be any plan per se about what we can do for the child. I do sometimes to tell that… I can't say definitely time how long child will live… but whatever he would like to do… if he's a wish he has… he could do that. In a way the parents understand that. 



When will you not consider referring a child with advanced cancer to palliative care?



Parents… I wouldn't refer any child to the palliative care without the parents’ consent.  If they are not happy then I wouldn't.  



Are there any situations that you would not consider a palliative care referral?



No, I can't think of anything. 



Can you narrate a memorable experience of palliative care referral?



The memorable experience is not from here… because obviously as I told earlier, we don't have in-house palliative care service.  And it not a memorable experience, but  I could mention a story of a girl from here. what she went through and what her mother went through. The biggest problem is to make the doctor understand the problem of the child and treat that the experience what I'm talking about 13-year-old girl with the neuroblastoma metastatic spread bony pain. The pain is so much. Now. The question is can we keep her in the hospital for the pain for the narcotics? They have to give a short prescription and get the community to follow up. They keep on coming to the hospital and mother was a single mother and the partner has left her. And this girl has been in pain. She came here. We got her into the hospital to just to see how much morphine she will require… she was constipated, and we talked about the pain and symptom management point of view and after to 48 hours - 72 hour she went home. Then again, she developed pain and the problem what happens I am the only one person they know me in terms of the disease management, and they keep on calling me or my team that's again causing so much stress already. We are in stress and top of it. We can't help either. They are from faraway place as well. And then I ask them to go to their local place. Whatever medicines we give it or not. To re get it re prescribed by the local doctors is the challenge… the local doctors won't prescribe and to get that they have to come back to the tertiary hospital… to get re prescription and finally to go to the nearest place. Some people still do have a stigma of that my child has cancer. So, they don't want to the nearest person or in that Village. They want to come far away. So those things made me to think about where we are now. What are we doing? And finally, I got number of palliative care service. To avail any service, it's not easy. Even if you're paying sometimes, the parents find it difficult to go to and some parents are not understanding or not speaking English sometimes in a different language at a different place. They find it very hard to avail the service and they do not get the kind of service available in the western countries. You don't have people facilitating this. Someone asks too many questions they will label that person as… Some kind of name. So that was a memorable to me because it was not the right practice what we did or even our team member could have done there is lot of things we could have a lot better had we had a palliative care specialist However, referring to the palliative care service at *** she got reasonably good care in her last few days of her life.



Can you narrate a negative experience of palliative care referral?



Well, not  personally, but some people think that way. They do not want to be talked about the end of life care and when somebody talks to them, they will go off and go away. They won't tell anything to the palliative care person, but they will come and tell us and some have this kind of mindset.



Thank you very much for participating in this research interview and thank you for your time. I'll stop the recording now. 



-End of Recording-



		Field Notes 



Male, 10 years consultant experience in paediatric oncology, paediatric oncology training at UK. 



The participant is a sole consultant working in a busy tertiary referral hospital. He does not work in a cancer centre but a tertiary referral hospital offering cancer services. He is a very busy practitioner and I had to wait many days to get an appointment. 



The participant appeared stressed and had interview had some interruptions due to patient related phone call. Post research interview, participant expressed lack of consultant level clinical support, rather he is the sole paediatric oncologist in the region. In his past work place he had regular access to palliative care and now he is struggling due to lack of access to palliative care. 



He is constantly comparing his UK experience of accessing palliative care with his current practice. At present there is no inhouse palliative care provider and he is taking help from a hospice who does not have a trained paediatric palliative care provider. 



He understands the scope of palliative care in children, but he is struggling with his paediatric colleagues especially relating to limitation of treatment at end of life. 
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-Start of recording-



Good afternoon and thank you so much for participating in the research interview. And as I said earlier, I would be audio recording your interview and thank you for agreeing to be audio recording. 



Can we please talk about your work that involves managing children with cancer? 



Okay. I am a senior consultant in paediatric oncology at Tata medical centre Kolkata. I have been with this Hospital ever since it started in June of 2011 and at first, I was the only consultant but now there are obviously many more of us. The department has expanded. Initially I used to look after all the children, but now my areas of interest are paediatric solid tumours and my special areas are paediatrics sarcomas and neuroblastomas. I also look after retinoblastomas temporarily because the person who is look after them has gone on a sabbatical and I'm also in charge of the supportive care. So, I look after the infection control infection management and antibiotic stewardship in this hospital.

I also. Liaise with patient funding resources and also a bit of fundraising for the family. So that in a nutshell is what I do.



 So, what is your typical day looks like?

  

Okay, because we work as a team and we have an attending system over here. (work as a team)



So right now, there are three Consultants who are on the attending rota. In the. Morning, we meet up at nine o'clock for a brief hand over and the attending takes the round and the ones who are not attending goes to the various areas. (consultants have a rota) (Distribution of clinical responsibilities)



 So, I do two clinics in a week on Monday and Wednesday, again, at the end of the day we again meet up at half past four for a full hand over, listen to whatever has happened through the day to make plans for the patients overnight and sometimes for the next week. (regular clinical team meetings) (regular handover meetings)



We have a planning meeting that is on Fridays when we discuss all the new patients that had come through the week and whatever's happening with them if they are already in the system. (weekly clinical planning meeting)



 So, investigations are being done or treatment has been started or they've been admitted then we call the case closed, in those who have not yet completed their work up either because they have not had any investigations done or they've had investigations done results are not yet available. The diagnosis is not available. Those are the open cases. (division of cases as open or close based on work up and availability of test results)



Unfortunately, quite a lot of the time we also have patients who come once and go away and they don't come back. (some patients who come to the hospital do not return)



So, we have a system of calling them up to ask whether they would come back and if they're not coming back why they are not coming back whether we could help in any way. (system set up to follow-up patients not returning to the hospital) (followed up to know if they are returning back) (if not returning the reasons for not returning) (offering help to return)



Besides this. we have a multidisciplinary team meeting about twice a month, because I am more into the solid tumour working group, so we sit with the pathologists and the surgeons and the radiologist, radiation oncologist to do our MDT decisions. And we also have a departmental academics. That's how we work. (twice a month multi-disciplinary team meeting of the specialists involved in cancer care)



You mentioned about the multidisciplinary team, can we talk more about it?



Yes, on Wednesdays psycho-oncology team does a ward round with us? (psycho-oncology team participates in ward rounds with the oncology team)



So, they do it for two reasons one is they get familiar with all the children that are there in the ward and secondly, we can point out the problem patients to them. (psycho-oncology team likes to familiarise with the children admitted in the ward) (identifies problems)



Very few patients actually need any pharmacotherapy, but a lot of patients need psychological input some parents also need psychological input because parents are often depressed, and they do that too. (psycho-oncology service seldom uses medications) (psychological support is the mainstay of treatment)



 So, the psycho-oncology team sort of works as a as a bridge between us and the psychiatrist. (psycho-oncology service acts as a liaison between oncology and psychiatry)



 Okay in case something is needed and. If the psycho-oncology team sort of identify the patient who's going to need prolonged input. They take it from there. So, they would follow up the patient in clinic whenever the patient comes in, they will take care. (psycho-oncology service identifies patients needing long term care and provides regular follow up)



Since they do the ward round with us, they know all our patients (doing ward rounds with the oncology team helps psycho-oncology to know all the patients)



and in case there's a problem patient in which between say a child does not get admitted to the ward but is coming to clinic and has got problems. Okay, then we do referrals. (psycho-oncology referrals are made for only patients attending outpatient clinic) 



All right. Okay. 



Can we please talk about some challenges that you face in your practice? 



See in our hospital the biggest problem we face is finances. (major challenge is finances)



This hospital does not receive any subsidies from the government or anywhere? So, it works like a private Hospital. (no governmental or other subsidies) 



It is run by a trust and the trust give some assistance, but that assistance is not enough. (assistance received for running the service is inadequate)



So that is the biggest problem and probably the main reason why families who go elsewhere when they cannot afford the care, (Non affordability of care turns away families from the hospital)



we try to help them in many ways because when a patient comes. We suspect that this family might run into financial difficulties. (oncology team anticipates financial challenges and offers help)



And we ask we ask up front you know in the first encounter when in the clinic when we talk to the family, we would always ask, you know, what does your father does, your mother does, this is approximately how much it might cost for the initial workup and for diagnosis and the treatment and how they like to go about it. (oncology team tries to know the financial status upfront) (provides estimates for diagnosis and treatment)



So, we do Financial counselling very early on or we have a hospital social services support system. (involve social services for financial counselling)



So we refer them to the social worker who does an evaluation and then we also have an organization called can kids who gives a social workers for Paediatrics alone and our paediatric social worker would then interact with the family find out what assets they have how much they could spend and then they would Give them documents for facilitation. So, to apply for such and such and such funds so governmental or non-governmental funds how they can do that. So that is how we try the system. So, apply to governmental funds and letters to prime minister Governor president, and then there are many non-governmental funds. There are even crowdfunding platforms which now help the children. There's a platform called MILAP which would help them. We have some internal funds. Which are actually not much because Corporate social CSR money is supposed to come but it's like very small in amount and it's not as much as you used to come before because things are becoming very diverse and people are for a while. They're giving to us and they're giving to other organizations. So, money is not always guarantee that it's good to be there and the Tata trust helps us with some money. (social services act a liaison between families and government, non-governmental agencies, corporates and individual donors) (funds sourced from multiple agencies) (availability of funds for treatment is not always guaranteed) 



So that is the main problem so that aside if you look at, disease and the impact of the disease on the child and the family (illness impacts both child and family)



sometimes of the child is very small then apart from the physical problem such I doesn't have so many other, (problems in the child is predominantly physical)



you know, the child might be having fever might be having pain may be having symptoms specific to the disease, child with brain tumour may be having convulsions or is post-operative had surgery somewhere else. We have mobility problems neurological deficits. (child can develop physical symptoms due to illness, complications or deficits)



The other thing is many children come in very poor nutritional status. It's sometimes malnutrition. (poor nutritional status among children accessing cancer care)



The malnutrition is pre-existing and sometimes it is precipitated by the disease and (poor nutrition may be pre-existing or due to illness)



often there is quite a lot of delay in presentation because the family comes to us after the child is very symptomatic. (late presentation) (accessing care only when symptoms are severe)



Going through this is a very long drawn process of visiting the local hospitals and then some alternative medicine men some other hospital where some investigations may have done a lot of family also go on cancer shopping so they would travel all the way across India. So, they would go south to they would go to Mumbai and finally they would turn up by that time many things happen.  (accessing cancer care opinions at multiple places) (consulting non-experts and quacks) 



One is the family is physically, emotionally exhausted finances are exhausted. (process of accessing cancer care opinions at multiple places exhausting the families)



The disease has also advanced so the child may turn up in a very bad shape and they finally come to us.  So, this is another major thing that we are facing. (process of accessing cancer care opinions at multiple places) (disease progression or late presentation) 





The next thing that happens is the impact of the disease on the child. So, the child is physically ill because of the cancer. If it is a teenager when you know an older child who can understand then they go through many things a lot of children have common problems especially children with things like sarcomas where there is disfiguration they would come and tell us I don't want any treatment, you know, it takes a lot of convincing a lot of sessions. (teenagers have a better understanding about their illness) (physical disfigurement makes them refuse treatment)



Some children have told us that I don't want treatment because then my family would be ruined so children who are old enough to perceive that they have told us that also how is my family going to pay for all this? I know this treatment is very expensive. So, this is from the children. (children perceive treatment related financial difficulties encountered by families) (children refuse treatment to spare their families of financial difficulties)



So, it's very diverse depending on the age because we take 0 to 18 years. (diverse challenges across various age groups)



So, it depends on that then the parents, you know. First question we all are always asked is how did this happen? We took such good care of our child. It is something wrong that we did.  Have we fed the child something wrong? Is it something out of some vaccine they took? Well, maybe when you're small we had want to a certain place and there he got a fever is it because of that so all sorts of things do they try to tie this cancer to events in the past or to social events and to a lot of things trying to understand why this happens. And there's a lot of guilt that I have not done things properly. And that is why this has happened. (parents ascribe the cause of illness to a past medical or a social event) (parents ascribe the cause of illness to the lack or deficiency in the care provided by them) (parents experience guilt)



There's often a lot of denial and I think the denial is one of the reasons for the shopping expeditions that the family goes on. They don't really trust you when you tell them that your child has got cancer got to need chemotherapy radiotherapy or pretty extensive surgery. So that is there to there. (inability to accept the diagnosis and lack of trust) (accessing cancer care opinions at multiple places)



Another thing which I always wondered about is the impact of the child's cancer on the siblings because often the siblings are not brought because they are somewhere else, and I always ask do you have other children? So, who's looking after them? So sometimes it is Grandparents. It has also so happened that they have left the other child with neighbour. Because there's nobody else to look after the other child. So, goodness knows what is happening to that child and especially if a child is very sick over your parents are here with the child all the time prolonged admission across socio-economic classes. I've seen that the other child is very badly neglected. (illness has an impact on the siblings) (siblings of the patient feel neglected) (siblings of the patient are often cared by extended family or neighbours) (prolonged admission, sick child and low socio-economic status causes more impact on the siblings)



They come here… very quiet and my brother or my sister is so sick. They may be older. They may be younger, but regardless of their age they understand that very well that they are no longer important. 

(siblings feel that they are less valued) (parents give more importance to the sick child)



It is a brother or the sister the sick one who is very important, and I cannot say anything. I have to be very quiet and let my parents take care of the child. This is the overwhelming thing;

(siblings feel that they cannot voice their feelings) (parents are more caring for the sick child)



you know small kids the small siblings. They are very happy to come to the hospital. Because we have a nice playroom. So if their brother or sister is sick and in the hospital for the longest time, the young siblings don't mind because they can come and play in the playroom all day and there are books and toys and so many games, computers and all that which they never get at home. So, they are different 

(siblings of a very young age feel more happier as they involve in play activities at hospital playroom)



but the older kids also they show a lot of also guilt I think that. He's a preferred one and he got sick. I am fine and nothing. Parents loved him more and he is sick, and I am fine, and all this is there you know. You perceive the undercurrent. (siblings of older age feel deprived and less loved) (siblings of older age feel that they are less loved because they are well and not sick) 



We are too busy to give more time to the sibling because that is actually not a part of the job, but I can't help noticing what is happening with them also, so that. I think that at some point we need to look at what is happening to the siblings of very sick children or children with cancer. (oncologists perceive siblings’ issues) (often unable to address it due to lack of time) (addressing sibling issues is not part of the job)



You spoke about exhausted parents. Can we talk more about it?



One good thing we have here is for financially disadvantaged families who come from away who are not from this area. We have a long stay facility for them. So, there's an organization. You must have heard of it, St Jude India Cancer Care Centers.  We have a St Jude Centre right across the road. So, it is it is housed in Premashray.  Which belongs to Tata medical Center and they occupied two floors. So right now, there are 31 units open and they have 20 more units and we will have 50 units when it's all open. So that is a huge support for parents because initially they insist that both the parents and   at least two Guardians should be there. (families travel a long distance to access cancer care) (long stay facility close to cancer centre helps financially disadvantaged families)



When the parents are here for a long time for the treatment of their child the family income of them stops. Because the father is also here. So, who's going to go and earn the money, you know who's going to work.  Sometimes the fathers go away. The mothers are stable with their children or maybe a grandmother or somebody an elderly person of the family comes.  (loss of income when both parents are with the child) (father lives the child with the mother to go for work and earn money) (extended family support the mother and the child)



The exhaustion is in many things one is a physical exhaustion for looking after a very sick child night after night. The child is sick. It's a child in the ICU it's a different thing but parents don't usually stay within the ICU so they would sit outside in the waiting room for days together. They don’t go home sitting on the chair. So that is physically completely exhausting. They won't go to sleep. They would not eat it is really very heart-breaking to see them like that. (parents experience physical exhaustion) (physical exhaustion is due to looking after a sick child) (waiting outside ICUs and not sleeping)

But even then, some children are very demanding, you know that they don't let the mother to go even to the washroom. So that is physical exhaustion. So, the mother has no time to eat when the child is clinging. (mothers experience physical exhaustion due to constant clinging of the child)



They will not let anybody else take come near them. Initially the children are also, very frightened. Everyone is coming to them with needles and hurting them and doing bad things to them. So, they scream whenever somebody comes over time. (initially children perceive hospital staff as strangers) (child experiences stranger anxiety and fear) (avoids strangers due to fear of needles and pain) 



 I think more than 90% of children become fine with the hospital staff because the nurses are also used to dealing with these children. (children get used to hospital staff) (nurses are experienced in handling children)



So, they are kind and I think children always pick up kindness very easily (children value kindness)



and we are paediatricians, so we deal with children. So that is what we do. (paediatricians are experienced in handling children)



We have a lovely playroom with it. Children have activities to keep them happy (playroom for children with activities makes children happy)



so you know talking about, one is a physical exhaustion the others emotional exhaustion knowing that the child can actually die. (knowing that child may die is emotionally exhausting for parents)



And especially when the child goes through a very rough patches when they are very sick, they get exhausted (worsening of child’s condition causes exhaustion among parents)



and the Financial worry is always there, where will the money come from, but we don't really get many situations, or you know a good insurance to cover them. (lack of financial resources is a stressor for parents)



You spoke about parents seeking answers about their child’s cancer. Can we talk about it?



The first thing we tell them it is nobody's fault. (reassurance that the cancer is nobody’s fault)



It is written or in your destiny that such a thing would happen. (destined to happen)



We've had families with multiple cancers, we had a child who came to us very sick and died that was some years ago and she was being treated for leukaemia somewhere else and suddenly got very bad infection and then they came to us because they were not happy with that hospital and within 6 hours of coming the child died before we could do anything she her identical twin who also had the same leukaemia. So, they brought that child once to us for a check-up and just carried on with their treatment at their primary hospital and never came back.  Three years later they came back with that child this time with cancer and the symptoms are different. It was a solid cancer. It was an Ewing's Sarcoma.  So that child died finally because it was a very bad disease. She was about nine or ten years old. It's not as she didn't understand anything. She actually knew she was going to die. And then the I met the mother just two weeks ago. Her father is being treated for the cancer. So, this is obviously a cancer family identical twin daughter dying from cancer. (many members of a single-family having cancers and cancer related deaths)



And then so this mother, she just said why did this happen? (mother seeking to know why it has happened?)

 

So, we have sent them to the clinical geneticist, tests have been done sometimes you find something. So, most of the time you don't find anything, so it just it is not there. (genetic tests may or may not be useful in knowing the cause)



So, but we always tell them that it is not your fault, (reassurance that it is not their fault)



but the child is lucky that they've got parents like you. Who will do everything to save this child when the child has a mother like you, father like you? The child has nothing to worry about, child is going to be fine (telling the parents that child is lucky to have parents like them) (reassuring the parents that every effort will be done to save the child)



We will do this together that is one important thing. They like to know that we are going to do this together. We are a team and you know (parents and oncologists will work as a team and care for the child)



they tell things like, you know, the doctor is a God and I always tell them no. There's only one god here and that is the little one who's sitting there. That is God and here we are all in service of that God you are there for the same thing. We are there for the same thing and we have to look after our God. We all got better. (oncologists do not want them to be equated to God) (child is the centre point, and everyone will work towards the wellbeing of the child)



So, the initial shock I think takes a little time to wear out, (families get used to the initial shock of diagnosis)



most of the parents regardless of which strata of the society they are coming from even the uneducated people. they become very smart very quickly and they are very eager to learn what to do and what not to do. (parents are eager to learn and learn) (learn aspects related to care of the child quickly)



They teach the others and I am seeing these fellows who are living and St. Jude because here it's become a closed community. They all are staying together. The support that they give to each other is completely amazing and not just in moments of need, but you know you are not doing this right do it like this your child is not eating. Okay. My child also went through the same thing you know very bad mouth and I used to give them this and my child was eating so do the same for your child so that also happens so community support system is also needed. (parents derive support from the peers staying at the long stay facility) (parents learn to care for their children from the peers)



That is sometimes lost when the child goes back to the community, especially if a child who is terminally ill goes back to the community. There is no support in the community, and we don't have enough resources to follow them up. We don't even sometimes find out that the child has died until months later. When say a child from Bangladesh has died three months ago. Somebody else came. And now that is how we find them, and we don't even know what support they got whether anybody held their hand to the final dark moments. (peer support for the parents is not available in the community) (lack of resources for follow up in the community) (children from distant places are lost to follow up) (children from distant places may not receive end of life care)







You spoke about few challenges while dealing with children with cancer, can we talk more about it



The older children demand to know.  They need to know and. (older children prefer to know about their illness)  

Because the parents are always very protective, they don't want the child to know. Don't tell the child. But the first thing we get it is very funny. (parents prefer non-disclosure as they want to protect their child from bad news)



The family would come with the child, parents and some other family members of family, friends would come then they would send the mother and the child out. They would say don't tell the mother. She won't be able to take it. (families prefer non-disclosure of diagnosis to mother and child)



You know, we always tell them that who brought you up, your mother brought you up. Mothers are the strongest beings on this planet Earth. So, you have to bring mother back in because you are not going to be around, the mother is going to be there all the time. (mothers are strong and can take the news about diagnosis well) (mother should know as she is the main carer for the child)



So, we bring the mother back and then I we always tell them we have to talk to your child. So, we tell the child, we call the child aside most young boys and girls are very resilient. (children are resilient) (with mother’s approval diagnosis is communicated to the child)



Okay, get on with it. What are you going to do? Okay fine. That's okay. They often don't like things like nasogastric tubes the other day, there was a boy with nasopharyngeal carcinoma. This food passage is blocked, and the chemo causes very bad mucositis. So, somehow the tube was put on and he pulled it out and he's 13-14 years old. He pulled it out. And we said well, you pulled out the tube. You can't eat because of this; you are losing weight. You have to put them. No please don't put tube please don't put the tube do and I will do what has to be done. I went away came back the tube was still not in and my resident told me he did not allow. I said, okay, fine. He said. I have been eating I have been eating. So, I said, okay, let's watch he's getting discharged in a few days. So, let's see what happens and he says thank you ma'am. So, the next day he brought me cake. He said she I can eat cake so you can have some too. (older child did not like the nasogastric tubes) (older child did not care for the consequences of not having a nasogastric tube)



So, you need to understand that you can't take an older child and do things to them. You have to talk. What you are doing, any child I think over the age of five or six years who can understand has to be spoken to and for the older children. (communicate and make the child understand before a procedure is performed) 



I think it is also very important that you try and maintain as normal a life as possible. So that is why our playroom is there. (important to have the child with cancer to have a same life/routine as a normal child)



We are trying to get can-kids involved in an education program. So, both formal and non-formal education. A lot of children are very worried that we had exams we couldn't do that doing their board exams I can’t. All my friends will go to senior class. They will finish their board exams. They will go to college. I'm not going so that also affects very adversely and (children have apprehensions about disruption of their education) (worried about falling short of their peers) (system created for the child to receive education during treatment) 



one other thing that I know is once the treatment is over for them to go back to their old life to go back to school is sometimes it's very frightening. They have a lot of apprehensions about that. Number one is that I look different now. I've lost all my hair. So, we tell them that you know, you're still beautiful in your hair is going to grow back all that. There are some children who had mutilating surgeries for them. (children feel scared to go back to school after treatment) (looking different, loss of hair, body changes after surgeries makes them apprehensive)



They also think that they will go back to class where the people are not their friends. They are all friends have moved on they are going to go to a batch to batch is Junior. So, how are they going to accept me? (worried about loss of academic year, peers moving ahead) (worried whether the junior cohort will accept them) (apprehensive of returning back to school)



How am I going to cope with my studies? I have not studied for so long. So, they already scared a lot. (worried about break in the study) (worried about ability to cope with the studies)



 Actually, they bounce right back. They're doing very well academically. (children do well academically on returning back to school)



You mentioned some of the child specific challenges. Can we talk about some of the parent specific challenges?



That is a very difficult thing. We would love to support the family as much as we would like to, but we don't have that many people, so we try and there are lots of volunteers who come and help in the playroom. (lack of adequate resources to help and support families) (seeking support of volunteers) (volunteers help in playrooms)



So, they are actually much closer to the families, and they know a lot of things that the parents of the won't tell us and sometimes (volunteers are closer to families and know more information that the oncologist)



I go to St Jude just to sit and chitchat with the parents.  Not as the doctor, but as somebody who's come by to visit them like a family friend who dropped by, so we just sit on the mat and we talk, and the parents are much freer over there. (oncologist goes to the long stay facility and spends time as a volunteer)



They're not in hospital not getting chemo or don't have any infection. They are over there. So, the families are much more open.  (parents feel free to talk to the oncologist at the long stay facility)



The parents talk to each other. It is very helpful (parents talking to each other is helpful)



and for parents who have lost children. We at least make it a point to call them up once in a while to know how they're coping.  (phone follow up for parents who have lost their child)



I should do it much more, but I am also human, and this is a job. I tried to defer. I'll do it. I'll do it, but I don't do it because I know. It is mentally extremely exhausting for me. I feel completely wrong after that. I feel I have been turned inside out and all my emotions are raw, and you know, I feel very vulnerable doing that, but it has to be done. It's a job that needs to be done. So, I do that too, but I find it very difficult. (feel bad about not able to do follow up phone calls to bereaved parents) (making those phone calls are mentally exhausting) (stirs up emotions and makes her vulnerable)



We have some parents who have lost their children, but we'll continue to be in touch with us and they have been very helpful. In helping the other grieving families, so we put the families of touch and they talk to each other and I know you know, their Facebook friends or they have a room and they talk to each other. (parents who have lost children have volunteered to help other families in similar situation)



 You spoke about feeling emotional and vulnerable? Can we talk about how you are addressing it?



I don't.  I don't know.  just I think it is very easy to say that, you know, I think with my age I'm becoming better. I'm becoming better at handling grief because I know that 10 years ago, I didn’t do it so well, I'm not saying I'm doing it. Well, no, but I think I'm doing it better. (not fully able to handle emotions and grief) (getting better with age)



The feelings are still there what I find very difficult to overcome is this when I see that this death could have been prevented. Those are the deaths that I cannot get over all those other things that is very difficult. (difficult to overcome emotions when the death of the child was preventable) 



Child has bad disease or Progressive disease or relapsed. yes, it is very sad, but I can process that. (easier to process emotions when it was a progressive or relapsed disease) 



 But when, it was a preventable death. I mean over here is this is a picture of two birds. You can see this. Hmm. That was a boy who was 13 years old who died in intensive care due to drug induced pancreatitis. I've kept that picture look at it every day to remind myself that maybe that death could have been prevented. You know, the hospital was very young at that time. The ICU was not so good. So, a lot of factors, it's not that we didn't look after him, we did but we could have done a lot better. And nobody else is going to die from pancreatitis, this all sorts of things that go through our heads, but I find those more difficult to cope with, (child had a preventable death) (emotions surrounding that child’s death continues to bother)



the best way to cope it I think is just continuing to work. (copes with the emotions by continuing to work)



Yes. I do find very myself very vulnerable. I do, you know. (feels vulnerable)



Breaking such news to families. I do sit with them. I cry with them because I think it is also important for the families to see the doctor’s as human too. We are not robots, or we are not Gods we are just like you (cries alongside patients) (doctors are not gods but humans) (wants families to see doctors as humans)



and I am a mother I have a son so I can feel your pain that sort of thing. What is very bad, I think and I'm sort of just opening up to you. (relates to the families by saying she is a mother) (being a mother she can understand their grief)



What is very bad I think is when we project their griefs on to us. He's lost a child. What if it happened to me? That is a very bad place to be.  That sort of completely clouds one's judgment and makes one really raw and that doesn't work. But again, we are human and sometimes you can't help thinking that this could happen to me. Projection is a very bad thing. (gets thoughts that a similar thing could happen to her family) (thoughts stir up emotions and clouds judgement) (ascribes getting these thoughts to her being human) (thought projection not good)



You know as a paediatric oncology team. We are a very cohesive team. So, we always have our team members to speak to the remember. We are all feeling bad about it. Say a child has died. We are all feeling bad about it and we sit together. We talk about it and that helps that helps very early on I had a few consults with the psychiatrist. I did speak to him, but I think now I have devised ways of dealing with it. (works in a cohesive team) (shares/debriefs experiences with the team) (in earlier days sought consult from the psychiatrist to deal with emotions)



What are views about the scope or role of palliative care in a child with advanced cancer? 



This is very important. The most important thing is that, whenever the cancer cannot be cured, life is coming to an end. But whatever life is left should have some quality time and I am always a great believer in quality over quantity. (palliative care is important) (in incurable cancers the remaining life should have quality) (values quality more than quantity)



So whatever life is left, we tell them, disease is now incurable the reassurance that is most important for them is that we are going to move on is we're going to be with you. We are not abandoning, you know, the cancer cannot be cured doesn't mean that we are saying that we are not going to look up to you and we will be there till the end with you. (provide information about incurable nature of illness) (reassure families about non-abandonment) (reassures being with the child and the family till the end) 



That is the most important to show and then they absolutely have to know that the child will not suffer, or we will do our best to minimize that suffering. So, whenever you have moved to that, okay, now focus is entirely on minimizing the suffering and making whatever is left of child's life. It has to be a child's life. That is when this palliative care becomes very important (reassuring the families and emphasises child will not suffer) (to make the remaining life of the child free of suffering)



We are sending you home do whatever you want God will take care of your child and we will take the suffering away as much as we can. (reassurance that god will take care alongside efforts to minimising suffering)



You mentioned quality over quantity, can we speak about it?



Most important is there must be no pain as little physical discomfort as possible. (child should be free of pain and physical discomfort)



If the child can eat the things that they love. (child should be able to eat)



It is also very important that they can spend as much time with their families as possible. (child should be able to spend time with family)



It is okay if they can go home. (able to go home)



Sometimes they just so sick that you can't even go there just going to stay here and die that is very sad. (child is too sick to go home) (child may die in the hospital)



But we encourage going home because a child is happier in their own sounding, with all the things family member maybe grandparents maybe siblings. (encouraged to go home) (child is happier at home) (at home child will be in a familiar surroundings and family)



But who is going to take care of things over there? (no one to provide support in the hospital)

You mentioned earlier about minimising suffering. Can we talk more about it?



it varies, sometimes suffering is quite unbearable. (unbearable suffering)



It is very long. Maybe take a long time to die. (takes a long time to die)



And it is really heart-breaking to see a child. So helpless. (feeling helpless and heartbroken)



I will tell you about one family. This girl was seventeen. We started treating her for metastatic Ewing's sarcoma. So, she responded, only child very educated parents’ father and mother both in group theatre. So, mother gave up her career in teaching to be with her and father is a published poet. So, three lovely Bengali family and (teenage child having accomplished parents) (mother gave up her career to become a caregiver)



 this child she had recurrence in her pelvis, her most distressing thing was she was kind of embarrassed, but she wanted to urinate all the time because the bladder irritation. she said please do anything to take this away, you know this urgency. (irritable bladder with distressing symptoms) (patient felt embarrassed about her symptom) (badly wanted her symptom to be relieved)



Can you take this away? What could we do? even you know the palliative team was there. There was no pain but this intense discomfort. Can you take this away please? You know, I don't want to feel this anymore. (distressing symptom) (earnest request for symptom relief)



And so that was it and then the Mother was in complete denial  because when the child relapsed the mother caught me in the ward one day she put one finger on my chest like this and said you sorted out the first time now, you're going to sort it out again. (mother not accepting the diagnosis) (relapsed setting) (mother demanding the oncologist to make the disease go away)



 And then one day the father came and told me that you need to talk to my wife because she's in complete denial that are, I know my daughter is going to die. But how can I handle two patients? Because my wife is also sick. She doesn't understand that. (father accepting the diagnosis) (father worried about his spouse not accepting the diagnosis) (father is unable to handle both child and his spouse) (father wants oncologist to communicate with the mother)



I didn’t respond. So, I called both the parents to a separate room and the gentleman just sat there they were quite older. The gentleman just sat, and you know tears dropping into his lap and the mother said what rubbish are you talking? Okay, fine. She's going to die. How much time? Okay, fine. I'll go with her. One month after the daughter’s death that the mother hanged herself. She hanged herself. (communication with both parents) (father emotional and teary) (mother not accepting) (mother wants to know time frames) (mother ends her life after child’s death)



[The research participant became distressed and the interview was stopped. Distress protocol was initiated. The interview was recommenced on research participant’s request after a time gap]



We had done referrals to you know; our psychiatrist was on it.  (psychiatry referral was made)



But if a person decides there's nothing you can do so. Into suicide I've seen (you cannot do more if the person decides to end life)



I've seen parents divorcing after the death of a child. It was the child that jelled them together. So, they have divorced. Both parents called me separately to say I'm done I'm doing that. (divorces after child’s death) (child was the unifying factor)



I have seen others who have bounced back and midlife try to help others and do a lot of things. (some families able to get back to their lives)



You mentioned earlier about feeling of helplessness. Can you elaborate it further?



I feel completely ineffectual as a physician. (feeling ineffective)



That's how. All my years, training at all this modern medicine. I can't help this boy this girl.  I can't help this family. (unable to help despite training in modern medicine)



That is I.  It is death. Okay death is an end. But suffering is such a process. That seems never ending. (never ending suffering) (death is okay as it ends)



What do you do?  And at things like this. (nothing more can be done)



The family has fallen apart. (broken families)



I mean this gentleman I told you about he's all alone. Now. He's in his 50s. He's all alone. (all alone after losing the daughter and his wife)



And he makes it a point to visit up. Because once a year we'll have a Thanksgiving for parents who have it every January. We hold a Thanksgiving Day for parents. (annual thanksgiving/memorial program) (visits thanksgiving/memorial program)



So, we call them just to say thank you for entrusting us with the care of your child. So, we make it a point to call the parents who have children have completed treatment. (expressing gratitude for entrusting the care of their children)



Wow, well done they have moved on in their life. (some families able to get back to their lives)



We call them we call those who have ongoing treatment or those who are newly diagnosed so that the parents can meet they can talk to each other and the new parents can take hope from those.

Okay, you were in my place and now look at you, so I will be in your place one day my child will overcome this one. (parents derive support and strength from their peers) 



And you want to call the parents of the children who are passed, and they come. That is the most amazing thing. They come they come. (parents attend thanksgiving/memorial despite their child’s death)



Some of them who have come, and I suddenly catch them hanging around. How are you? What are you doing?  They say breathing this air... My child's last breath. (father thinks that his child’s last breath still lingers) (father wants to take in his child’s last breath)



 I see the father sit in the ICU waiting room. His daughter had a horrible disease, you know MDR infection after myeloid leukaemia induction treatment and then a very rare fungal infection. so, there is nothing we could do it. We actually could take care of her suffering, you know, we electively ventilated her and completely took away all her pain with heavy doses of morphine and everything, so she didn't suffer but the parents suffered and. A week after the child passed away. I saw the father sitting in the ICU waiting room. So what are you doing I asked? Her last breath is here, and I am taking it in my lungs. They just come sit here.   just hanging around. (father sits outside the ICU where the child has died) (father thinks that his child’s last breath still lingers) (father wants to take in his child’s last breath)





And these two gentlemen I spoke about are, you know globe-trotting professionals, father's very high achiever very successful in life. And both have other children? Both have done this. (both highly accomplished parents)



The other incident that I mentioned about a mother ending her life after the child's death. Yes, but I saw that coming I saw that coming. The mother is gone. She is gone. (recognised mother’s self-harm behaviour) (mother ended her life)



I can't look at that father.  I can't look at that father. He comes. He comes for our program became he recites his own poetry. His life is empty.  Lost his wife lost his daughter. (unable to meet eyes with the father) (father attends thanksgiving/memorial service) (father’s life is empty) (lost spouse and daughter)



You have mentioned few distressing situations. What are your views about scope or role of palliative care in these situations?



Palliative care has got a tremendous scope because we do our palliative care referral quite early.

(early palliative care referral has greater scope)



Sometimes the palliative care referral is not just for end-of-life issues. (referral not limited to end of life care)



Sometimes we call the palliative team because they are much better at doing things like pain control then we are, so we utilize their expertise over there. We do that quite a lot especially in sarcomas where there is always nerve root pain. (nerve pain is common in sarcomas) (palliative care is specialised in pain management)





Things like that the palliative care team helps us a lot and sometimes when we think that this is not going to go well, we introduced the family to the palliative care team pretty early on because like everything is over. (palliative care is helpful) (referred early when the oncologists anticipate issues in the future)



We have taken the time to one year of treatment or the child is going to die and suddenly we move on to a new doctor that is not fair. That is not fair. So, we try to keep people in the loop. We are just introducing you this is the team who is going to help. So, we will try and do that pretty earlier. 

(sudden shift from one doctor to other is unfair) (introduced and involved early)





You mentioned about referring early. Can we discuss that?



One is that the families have more trust. (builds trust) 



And what is the point in referring to palliative care when the pain and the symptoms become so bad that even they can't control it.  (no value in referring when patient has uncontrolled symptoms)



so, it is better to start early so because. We have a grip on whatever is going on. And just help them to do their job better. (early referral provides control over the situation) (enables them to be effective)



And because our palliative care team and psycho-oncology team, they work together. They work very closely together. That is that is help. (palliative care and psycho-oncology services works together as a team)



But I what I feel the lack of is trained counsellors in our Hospital, you know things like bereavement counsellor. It is very important that it happened. We are doing the bereavement counselling and you know who counsels me so that is a big gap that I am feeling that the bereavement counselling needs to happen, follow up also needs to happen how the family is coping after the death of the child. (lack of bereavement counsellors) (lack of bereavement counselling is a limitation) (bereavement counselling is important to know family coping after death)



You know sometimes simple measures are very important in reducing the suffering so that can be done. (simple measures are effective in reducing suffering)



You know, just a little bit of lifestyle change can help a lot even if the child is dying. So just simple things like the child mobile at home. Giving the child a wheelchair at home. So, a child who is paralyzed and we're waiting to die can now Zoom around locality right? on the wheelchair, that makes a lot of difference. (simple interventions like mobility assistance can make a difference)



So, to be not just to reduce the pain but you know feeding problems, controlling the nausea. (palliative care also addresses non-pain symptoms)



We had a child who had complete intestinal obstruction from neuroblastoma. He had coeliac plexus neuroblastoma, so his gastric outlet was totally blocked. So, he literally starved to death. So, the palliative care team were very helpful over there.  Just to give that support, (child with gastric outlet obstruction) (palliative care team was helpful)



the family came back and they thanked everybody that how much they did for the child. (family returned and thanked)



There was not much pain over there, but the child wanting to eat and not being able to eat is very sad. (desire to eat but inability to eat is sad)



We often involve the palliative care team, even whether the intent of treatment is curative. (palliative care is involved even when the intent is to cure)



We do have difficult families sometimes mother is obviously very depressed clinically depressed, or the child is behaving not in an expected fashion then then they help. (palliative care is helpful when mothers are depressed) (palliative care is helpful in a child with behavioural problems) 













Can you describe your experience of referring or accessing palliative care?



Very simple, palliative consultant’s office is just across the hallway. I just need to go to the office and tell him so.  (palliative care consultation room is closely situated) 



We are really fortunate because our palliative care team is very communicative. (palliative care team is easy to communicate)



And they're really gentle and kind with the families and nobody has come and told us that why did you sent us? (gentle and kind) (not received any adverse feed back for making a referral)



So, and because we work very closely together. It's just part of a larger team. (palliative care works as an extension of the oncology team)



We are in the same area and it is very easy to access them. (easy access)



You mentioned that easy access to palliative care team is important. Can you please explain



Yes, if the child has gone back somewhere and the parents are calling and saying there's a lot of pain what to do, crying all the time what to do, vomiting all the time what to do and okay go to your local doctor. (symptoms are difficult to control when the child has gone away from the hospital) 



 No local doctor wants to see the child. Once, you know that the child has cancer. Nobody wants to see the child in spite of writing everything down the they won't do it sometimes What help is there for them? There is nothing there for them. (local doctors are reluctant to manage a child diagnosed with cancer) (no help available to the child in the community)



At least if it is India that we can call them up at least do something and I think the palliative team has that facility and they try to refer but they go back to places like Bhutan Bangladesh where you know phone number they have given doesn't work or nothing works then how do you how do you take it forward, whatever is happening to the family also we don’t know? (very limited help when patients are from outside India) (limited follow up and limited knowledge about patients/families) (logistic issues limiting follow up)



Can you please narrate some of the highlights of your experience of accessing palliative care?



I think the ease of access and very easy communication (ease of access and communication)



than you know, you know that this is a very competent professional team, (competence) (professional team) 



 so faith in their competence that is also there because if you know that I would refer to somebody but that person is not very good then it is not helpful, I mean we have seen how much it helps. (trust in competence) (refer only when the team is good) (recognised the benefits) 



So that confidence is there and having confidence in colleagues is also very important. That's an important thing confidence and competence. (confidence in colleagues) (confidence and competence)



Were there any shortcomings that you felt while accessing palliative care service?



In the hospital, we don't have any problems.  But in the community, there is no support. (lack of support in the community)



And I don't think these guys can maybe someday they'll be able to do it. But you know to have Outreach has to build up a network of support. (hope that team will provide services in the community)



Has working with the palliative care team closely in anyway changed or impacted your practice?



It has enhanced my knowledge because I didn't know that stuff would be done. So now I'm seeing it is being done. That is very useful to see.   (working with palliative care improved the knowledge about scope of services)



And it has helped me in counselling the families because I can counsel them about something that is not going to be there. I'm telling them. (improved counselling skills)



Yes. Now, I would introduce you to this very nice kind doctor who will take who will take care of it to be able to say that it will be taken care of. That is a very important thing to me at least. (palliative care doctors are kind and take care)



 And you know I have often asked palliative care team how do you deal with hundred percent mortality in your patients. You know that all your patients are going to die. (how palliative care team is able to cope with all patients dying?)



Then one day I heard a ted talk about palliative care physician. I don't know if you seen it. He is. He's a quadruple amputee.  forgot. When he was a teenager. He was hanging out with his friends. He touched an electric wire. He got electrocuted so he ended up as a quadruple amputee. So, he's completely wheelchair-bound and he's a palliative care physician and I heard his Ted Talk and that changed my views that. (a Ted talk from an amputee palliative care provider changed views about palliative care)



It doesn't matter hundred percent mortality. It is immaterial. It Is how much value you are adding to whatever is left. So, this this value is the thing that stands out. (all patients dying does not matter, adding values to those lives matter)



My best friend is in Hyderabad dying of cancer. I was there last week. She got admitted. I had to shift her to ICU because she suddenly became septic went into shock in the morning husband is like what is going to happen next who's going to take care of things? I don't think these conversations are happening. (best friend dying in a hospital in a different city) (husband of the patient not knowing what to expect) (lack of communication)



But over here we try and get these conversations done early. (communications happen here early)

Early referral to the palliative care team. So this husband is fretting about what will happen what will happen but if a palliative team came and spoke, okay, you are here we are here. These are the things that you will anticipate, and this is how you take care of it. Even the family needs to know what to expect.  This will happen then this will happen when this happens. This can be done with that happens that can be done. It is important to know things will be taken care.  (palliative care referral can make these communications happen) (patients/families need to know what to expect and what help is available) 



Can we please discuss your views about referring a child with advanced cancer to palliative care? 



It's almost it's an absolute must it has to be done. (palliative care referral is a must)



But the only worry is whether the palliative care will be continuous. (need for continuity of palliative care input)



But often they will move away so the input will be lost. That continuity of care is very important. (continuity is important) (continuity is lost when patients move away)



St Jude will not keep the children. When the intent of treatment changes?  I understand that to have children who are getting curative treatment and a family whose child is on palliative care in the same complex on the same floor is impossible. It can be demoralising for others they'll be crying all day long and everyone will get very depressed. And so, they will turn off the child as soon as the intent of treatment changes and if the family has nowhere to stay if they have the ability to rent outside and they can come and see our team on a regular basis that is different. But if they go back away with this thing, nobody will look after.   so, the continuity of care is very important, which is not there, and it is not a Hospital's fault. It is just that we do not have the resources to do it.  (long stay facility does not house palliative care patients) (having patients with palliative care and curative intent together can demoralise curative intent patients/families) (palliative care patients do not have place to stay) (return back to their community) (no follow up in the community)



According to you what facilitates or hinders a palliative care referral?



One thing is that family feels that you have sent to the doctor dealing death. (family equates palliative care to death)



 So, they won't tell me, but it has come through me through the grape vine (information from indirect sources)



That's the end. So that perception is there, (viewed equal to death) 



but we try and tell them that. Yes, your child will die you are going to be left with memories ten years from now. Your child would be gone. You will be 10 years older. How would you like to look back on that time? My child was comfortable died happy. Or my child suffered. (making the families to see the benefits of palliative care referral)



The commonest reason for reference is for pain control and then there are other things that other things? Sometimes it is like I had told you about the child who had this severe urge to pass urine, you know this pain and discomfort like sometimes a child with lung metastasis is going to develop respiratory distress syndrome.  (pain and symptoms are the commonest reason for referral)



Sometimes they need continued input in which a child with leukaemia, which is relapsed/refractory for today. So, to continue to need blood support because they're going to be needing all the time. So, these children we also like to keep under our cover. (leukaemia, when child needs intense input, blood products are less referred)



Despite distance if they're going to go back home. We would still refer, you know, in case that they can offer something because we tell them that you know, they will give you contact numbers when you go back to Bangladesh who they may be somebody in Dhaka who you can contact will help you because they do. (patients from remote places are still referred to palliative care with a hope of some liaison service)



Can you narrate a memorable experience of palliative care referral?





The example of a young girl, I think the palliative care team was absolutely wonderful. Not only that that you know, they would they would call her brothers towards the end. The father couldn't keep her here. So, he admitted her in a smaller nursing home close to where he stayed still our palliative team was in touch with them and speak to them. Speak to the doctor. So, it was they never let go. (patient managed remotely by phone in another hospital by the palliative care team was a memorable experience)



What aspect of the experience made it memorable?



 

I think constant being in touch that is most important. If somebody calls me every day to ask me how I'm doing. I will definitely feel better, I think. (continuity and constant care)



Can you narrate a negative experience of palliative care referral?



Not with this team, I have only worked with this team. 



Is there anything else that we have not covered in the interview you would like to add?



Nothing that I can think of. I think we pretty much covered everything. 



Thank you very much for participating in this research interview and thank you for your time. I'll stop the recording now. 



-End of Recording-



		Field Notes 



Female, 15 years + consultant experience in paediatric oncology, 



The participant works in a reputed cancer institute alongside a team of paediatric oncologists. Very supportive work environment. 



She is a mother and during the interview she experienced distress and the interview was temporarily suspended and recommenced after the participant requested me to do so.



Post interview she felt that the process of interview was cathartic, and she never realised that she had so much bottled up feelings.



She said to me that she will be seeing a member of the psycho-oncology team to discuss her feelings. 



Although her son is in her late teens, the initial years of paediatric oncology practice was difficult due to projection of feelings. 












image8.png




Microsoft_Word_Document7.docx


-Start of recording-



Good afternoon. I am Dr. NS. As a Ph.D. palliative care student, I am conducting this research and thank you for consenting for audio recording this interview. 



So to start this interview, can I ask you about your work that involves managing children with cancer? 



So I'm a full time consultant working here at Tata Medical Center, Kolkata. So my job involves taking care of paediatric patients under the age of 18 years. So we are looking for children with cancers, the entire spectrum of cancers including leukaemia and other haematological malignancies as well as various solid tumours. So, along with that we are also, I am also involved in the bone marrow transplantation program. Um, so I take care of children undergoing transplant for various haematological disorders as well as or other malignancies. And, um, my job involves inpatient care as well as outpatient care. I run OPDs, uh, twice a week. Apart from that we have an attendance system whereby we rotate amongst consultants to look after the inpatients.  So the inpatients would include patients in the general ward and we have a separate private ward for private patients and also the bone marrow transplant wards. So, and some of the patients might be admitted in the intensive care unit where also we help with the, the interest is to take care of the patients. So in a nutshell, that is how my work is distributed. My area of interest are mainly children with bone tumours, as well as lymphomas, mainly _____ (01:56) lymphoma. And I'm also interested in bone marrow transplantation program. 



So generally, uh, what a day looks like whenever you come to your hospital? How does it pan out? 



Uh, yeah. So broadly you could say that there are academic expert-, aspects of my work and the clinical aspects, to me, um, in each day I come to the hospital. So begins with, sometimes we, most of the days we have some kind of academic program going on in the mornings. Uh, it may be a multidisciplinary team meeting. Sometimes it may be the general hospital, um, program which we call ‘tales’ on Mondays and there are department specific programs.



So that is how we start most of our days. And then we go on to the general rounds, depending on what I'm doing that day. Some days it may be straight to the OPD, see the patients. Uh, actually the OPD starts from the morning, like nine o'clock or ten o'clock and the day ends around 4-5. So, um, and if it is my turn to round the wards, then I go to the wards first. There is a short handover, and then go for the rounds, cover the wards, the transplant unit and the emergency. And on Sundays, I have time to look after specific academic interest, whether it be related to the research program or whether it be preparing for the training of our fellows that also consumes some of our time. And sometimes I spend, if it is my _____ (01:56), we spend time with the fellows discussing about cases. And also some part of my time is, involved in administrative, so like funding issues. Since it is a charitable hospital, we are also bound to arrange for patients, funds, with various donors as to reason. And so that also takes up some of our time. So and so we have to interact with lot of paramedical staff like the social workers, the fund managers in the hospital. So that is a very important aspect of my work. And then, a lot of time is spent in counselling. Counselling of the inpatients including the clinical aspects of the condition as well as some of the social issues that the patients might be facing. Um, again, financial counselling, that takes up a lot of time. So all this, uh, constitute the bulk of my time what I explained in the hospital. 



So can we talk about some of the challenges that you face when managing, uh, children and their families with cancer or advanced cancer? 



So challenges. I think I can broadly talk about the clinical aspects as well as the nonclinical aspects of managing a patient.  Clinically, yeah, so managing a child is certainly different from an adult patient. There is a lot of involvement from the family also when it comes to managing a child. So without a family, I won’t say educated family, but when a family is not aware of the child's condition, it is very difficult to impart care to a child. So that, the degree of involvement that is expected from the families is much more in children I believe. And obviously, um, the inputs about the patient is also more from the relatives or caretakers rather than from the child. Unless, it is a grown child, an adolescent who can specifically tell us about the disease. But in our culture, I believe that even adolescents, they try to talk about or interact with the doctors, at least many of them. So that interaction happens mainly through the parents.  There are physiological issues, which are unique to children. We take care of children right from the newborn period onwards to adolescents. And so that is a wide age range. So there is a significant physiological difference also, when you're dealing with children. That has also to be kept and the development is different. Um, how much they understand about the disease and how much they cooperate. All this will vary according to the age groups. So that is another uh, big challenge that we face. Then there are the non-clinical aspects of managing the patient. Mainly with regard to, as I said earlier, one is a financial issue that, that is a big hurdle in managing patients here.  So we, they, uh in the paediatric cancers if you look at it there, highly curable, majority of the cases you should be able to cure. So one problem is that late presentation, do you say it as curable? Many of the children who come here have advanced disease, which is due to delay in referral to our center. Um, sometimes it is due to financial difficulties. So they are referred on time but patients reach late. And even when they reach here, we have issues with supporting this patient. So that is one big problem.  So first of all, we have to ensure that the initial diagnosis is made, so parents need to be supported during that period. And then they have, once the treatment starts, then they have to be educated about this. Some of the parents have issues because they come from such a socioeconomic background that they don't really understand what the disease is about. So it takes a while to get these things across to them. And once they are aware of what is happening, I think the majority of the patients, even from a poor socioeconomic status,  coming from remote areas, we are able to get this idea across after sometime with us. Treatment abandonment is a challenge but that we have been, fortunately from the recent past, we have been able to tackle it by arranging for funds. So that financial burden onto the parents. How do we manage that? That is a big hurdle in managing paediatric patients, especially most of the patients are curable. So it is not like okay, the cure is unlikely so we don't have to give that much effort. So we have to fight for each patient with advanced disease to get some kind of treatment for them.



Let's say you have mentioned just now about lack of awareness. Uh, probably among the parents. So how, uh, that is a challenge. Can you explain a bit more further? 



Lack of awareness means one is the lack of awareness amongst the patients who are especially coming from poor socioeconomic strata, regarding in picking up the symptoms. They keep on waiting for a long time. They reach the doctor very late. So we, that is one reason why they, uhm, have such bad outcomes. We know the tumours, which are said to be very curable in the Western literature might not, we may not be seeing the similar results in our setting, that delayed presentation to the doctor.  And even if they have presented to the doctor that we, even if you think that this curable, the disease load is such that when we initiate treatment, the patient will just break up. They will have multiple complications and that management of complications is, or sometimes the complications itself will kill the child rather than the cancer. So that is one important impact of lack of awareness amongst the parents. Even when we started treatment here, unless we keep on counselling the patients. We have a difficulty in repeatedly counselling the patients. I feel that in cancer there should be continuous counselling process going on at different levels. Though it happens to some extent, sometimes we feel that we may not have counselled the patient adequately. So this problem is that a patient who is supposed to present the onset of symptoms immediately despite repeated counselling. This often happens to patient who come late. They stay home and they think that nobody will see them till morning. So they wait and then that leads to a lot of other complications. So that is another impact of one is the delayed presentation. Second is after initiation of treatment, anticipating the complications, looking out for complications and presenting late when complications happen. So this can have a major impact on the outcomes. 



Yes. That second thing that kept coming in our talk was about need for counselling and continued counselling. Do you see that as a major challenge in your practice? 



So we, um, the problem is that we feel that we're counselling, but then when things go wrong and then patients, when they talk to us, we feel that maybe we’ll add something, we didn't stress enough. How to make it uniform or consistent with that is a problem because each patient is unique. The problems are unique. So like if a patient was informed about the surgery for a solid tumor, for bone tumor, and then, uh, when they had with the limb salvage procedure because we felt that we could save the limb, but they develop some complication and limb had to be amputated. We had a very tough time counselling the parent.  The parents were adamant that they were not aware that this complication would have happened and child’s limb needed to be amputated. And if that was so, then they would have amputated upfront, which I don't think any parent would want to. But they were trying to defend themselves and probably wanted to, because obviously they're stressed out in such a complication, but when we look back, maybe we felt that we, we didn't stress on the complications enough. So where do we draw the line? Whether we should be telling every complication and enumerate that and make the parents even more stressed out or take them through generally at different time points of a major treatment decisions. We should reinforce these things, but that balance has to happen. So I think that will be a continuous process and I don't see immediate solution to all the patients because it's so varied. 



And you also mentioned some about age related or development related challenges. Just elaborate bit more on that. 



Uh, one thing is about making the child understand what is happening. So it is a very traumatic phase where it is emotional. Why is this happening to him or her, uh, where you see the child put through so much of painful procedures and plus medication. In a very young child, the parents take the brunt of all this because we may not be able to communicate at all except in the way we deal with the infant. But when it comes to an adolescent, it is totally different. So adolescent, they need to know what is happening to them. So why this is happening. At the same time, I feel there is a barrier. There is an over protective, uh, parental, cover there, which forms the sort of barrier between us and the patient. So though we would like to counsel a child better, we feel that it would be better that we tell the child honestly about the disease and the complications that he or she could have. But some, we often find that many of our parents are quiet. And the problem is that the children are intelligent. Immediately they will understand they are, what they are undergoing, what sort of disease they have, and then they suppress this. And I have had parents, that the children are coming and telling me, ‘Don't tell my father that this is happening. I'm okay but don't tell him he’ll get worried.’ So they tend to suppress a lot of things which I feel is not psychologically good for them. They will end up with more trauma later on.  So that is an important difference in the age group. And the middle, you have children who are depend-, though the age might be similar, they have different degrees of um, cognition and understanding what is happening. And they take the disease in different manners. So we need to be aware of the child’s maturity rather than numbers per se and act accordingly. Also that cultural barrier also needs to be taken into account. How to come across or go across that barrier and try to say what we want to the child. 



Yes, uh, so you mentioned about over protective parent and probably a gap of communication between the parent and the adolescent. How do you handle that situation?



So, um, most situations we make it very clear to the parents. This has to be told to the child. It is impossible to get an adolescent or child to go through this kind of treatment without even knowing. So we were just playing hide and seek and it doesn't benefit anyone.

So many of the parents do accept that later on, but so sometimes I leave that choice to the parents. ‘Do you want to tell it yourself or do you want us to?’ So I've seen both. Some parents say, ‘No, we'll tell it. We'll tell them about the disease. And then maybe you can do that.’ Sometimes the parents, uh, they demand that we tell the child so that there is more clarity. So I think it also has a lot to do with the dynamics in the family before the disease. What is, what is happening. So most of the patients over time, we are able to  tell them. But it's not as smooth as we would like to. Sometimes suddenly some things might happen and then we are forced to tell. Ultimately we will tell, but child might feel that, okay, they are hiding something. Then they lose the trust. So they will not believe whatever we are going to tell them next. So once that trust is broken, even before the trust actually started, then it is difficult. There is no thing and even if you are able to tell what we want, needn't be that the child is actually going to accept that and going to trust us in the future. So that is a problem. 



Yes. And you also mentioned about traumatic experiences for children. So what do you mean by it being a traumatic experience?



One is at multiple levels. One is the physical trauma. Disease itself is painful. Treatment or the complication of the treatment can be very painful. And that can increase the emotional issues, increases stress, the levels of anxiety. All this can happen. The child is separated from his family, his immediate family or the extended family. He misses his friends and missing the school. That is a major issue there. And so all these levels, there is trauma to the child.  So this can manifest in different ways. Sometimes the child may become very introverted. Sometimes the child may become very aggressive. I've seen children beating up their mothers, abusing them. All these things happen. So this kind of transformation can happen. So we often have to seek the help of the psychologist to intervene. Sometimes the medicines that we give them, it still can, for example, we give high dose steroids. They go on to almost every psychotic state, so the medicines itself can cause issues to the children. So trauma, both physical and mental trauma happens. Physical trauma, we're able to understand it better and do something about it, but what is going to the child’s mind, I believe in regular practice as a clinician, whether I am actually applying that much mind to handle that I’m not sure. Fortunately, we have a psychological team and whenever an issue raises we call them, but whether that is the right approach, I'm not sure. I believe that they should be in a state of continuous assessment, intensive, but periodic assessment by a psychology… psychologist who is trained in oncological issues and that should.



We escalated to the respective consultants in the department and a feedback should happen. So everytime raising an issue when it happens, perhaps it is not that that is something that we still don't have. We are working something along the similar lines, like we had the Psych thing coming in almost every week to round with us and see what is happening, but then the bulk of the patients are then those people. So a lot of things happen in the day care and um, the pedia which also needs attention from that perspective, from a psychological perspective, it's probably is not happening. Especially in OPD, that is the last priority, we are not actually looking at the emotional state etc. So whether this will actually lead to long-term issues? We don't have that kind of insight also. So I think we should assume that this, this can lead to long term issues and we should probably be more aware and try to get the psychology team in all this period. 



And you just mentioned that you make referral to psychology team. So making those referrals have been useful so? 



So yes, in many of the cases it has been. Again, I believe that it is not the fault of the psychology team. But there is a break in, there are interruptions. Like any disease, this would also, priority is always cancer. That trumps everything. So we focus on the immediate issues, physical issues. So, so many events may be happening there where this takes a backseat. So though we see changes when psychology team or psychologist is involved but that is sustained. It is a problem. So for that, we need a proper plan. 



You also mentioned about a need to develop a trust.  I think trust is a really important aspect, especially among children when treating cancer. 



Yes, definitely. It makes it so easier to interact with the child when the child trusts you. No doubt about that. I think that is true with all age groups including adults. So the way the child cooperates and you're able to pacify the child when select with doing a procedure. If they trust you, then there are certain children who demands that a certain doctor comes and does a procedure that is because he or she trusts the doctor, but various reasons, maybe the procedure will be as painful, but the child is more comfortable with that particular doctor. So I think it definitely matters. And that’s why again in the adolescent age group, many of the parents say this that ‘Agar aap bolenge, woh karega’ (‘If you tell, he will do it’). Because the child seems to trust you, and then if you instruct them clearly then they will follow the instructions. Um, they are more complaint. 



Yes. You also mentioned about some cultural barriers. What could be that? Can you explain? 



Cultural barrier in the sense, um, in our, and I think in many parts of India, in the South and here I feel that our tendencies that children should be protected from all sorts of issues. Uh, that, that has been the way all of us have been brought by our parents, you know, so that kind of freedom is not given to the child. Sometimes I observe that the child is not even allowed to ask questions. ‘We will deal with it. You stay out of it.’ That is the main major cultural battle I am aware of. Second is regarding specifically with the issue of abandonment of treatment, uh, of girl children. That I am very worried about that we have been able to tackle it to some extent, especially with funds coming into patient don’t have to pay up so much.  But that may be an issue why children are often not taken care of. Many of the delayed presentation because of the lack of concern for the girl child at least in some parts. Some of the patients in some parts of India where the patients are referred to us, I have also seen parents wanting to take the child away. They don't clearly say that and this is the reason why they are taking, but that is also a cultural issue that, Uh, we are facing. There are certain not so important, but I think it is like food facts. Certain facts are there amongst the foods that somebody should take, that indirectly leads to a malnutrition like situation, which is not ideal when the child is on chemotherapy. So that can, facts also might be contributing to some extent but primarily these issues. And um, sometimes there is a general belief perhaps that, Cancer is not curable. The illness is not going to leave soon, don't bother. That may also be there in at least in some strata of the society. So that we had to really counsel them harder to say that ‘No, this is going to get better. Mostly the child will get cured.’



Also just mentioned about lack of freedom to express. Uh, uh, compounded with overprotection. Do you think that has been the major challenge in your practice?  



I won’t say that is a major challenge but at least in many specific cases, that has been a problem. So how to channel that? And also the fact that they're away from the routines, away from school. How do they manage all that?



So how do they emotionally, as well as, how do they creatively do something about that? We have a playschool going on here, but, uh, right now it doesn't cater to all ages, all sorts of children. It mainly focus on engaging children with crafts and music and things like that, but it has to be more holistic. We are working on that. I hope that we will be able to do more. We are engaging more NGOs and volunteers to come in and take care of this. So yeah, the children need… Many of the children are very talented that they need to express themselves in some, some they feel, many of them feel tied up when they are having the treatment. Sometimes the parents also instruct ‘Don't do it. Don’t exert yourself.’ Even the studies, they are kept away from the study saying that that will be too much for them. Too much stress for them or bad for the disease and all that. So this is again, something that we work on over time.  And many of them, once you initiate treatment and the confront about how things work or what is going to happen, then they do change.



So, uh, the next question. So what do you feel about the scope or role of palliative care in child with advanced cancer?



So this is, uh, one of the major issues, not just for the patient, but for the treating doctors.



Because end of life care or palliative care. It can happen at two phases. One, child presents in such a bad shape that cannot be given any more treatment, so on situation… The second is perhaps more traumatic to our people because we have been with a child on a journey for a long time. 



We have been seeing the child, treating, managing complications, fighting every bit of the way. Both the child and the child’s family as well as us. And then the relapse occurs or something happens, which is irreversible and we need to think about palliative care and terminal care. And it becomes a big problem. Um, so we, we need definitely, we need a good palliative team facility to support us. That is with regard to end of life care. 



The other aspect of palliative care with regard to supporting the symptomatic issue. The pain or other discomfort that the child can have. That also, I wish that the palliative team to be really involved with that kind of care, because pain management, I believe is not optimum in a situation when we are dealing with significant radiation detractors.



So we need a palliative team to be involved in the care of these kind of problems. The pain, the other discomfort, mucositis, bed sores, mobility issues, all these medical issues also. A good palliative team should be actively involved in that kind of care also. That has varied from institute to institute I believe where I worked.



Some palliative teams are totally not involved in that kind of management except for giving some medicines. But here we have better team where they are involved whenever we call them. But again, as with the psychology case, what is the.. When do you refer the patient? So that is also a question that again, there's no uniformity. Sometimes we call them just when the child is too sick to be beyond salvage.



Sometimes we, when again for the pain management. Sometimes we call them, uh, and we think that we are not able to manage so. The right point of referral is also not optimum. So that may be improved. That's what I feel. 



So you just mentioned, uh, the situations, two situations. That one you mentioned was one is upfront being palliative, the other one is progressing. Do you feel that both situations, there is a scope for palliative care.



Yes. In both situations there is definitely. Because in both the situations we need multiple aspects of palliative care, including the counselling of the patients. How to deal with the end of life symptoms? What happens after death?



Then bereavement is another problem where we really have no training actually. None of us are actually qualified enough to counsel but we do it the way we know. We think the best for the family. We, uh, we, we have known the family for sometime. This would be the optimum way to counsel them. That is how we are dealing but really we are not properly counseled, I mean trained in counseling. Whether we could get inputs from palliative care during that difficult situation. That's also important. So upfront, definitely in both cases, palliative care has a definite role.



And you described, mainly the role of palliative care with regards to pain and physical symptom management and counselling. Are there any other roles or scope of palliative care you see in children with cancer?



In the symptoms, it's a very broad category. It can include lots of stuff. And, uh, and again, in the next is the end of care, um, management specifically and end of life management specifically. How to help with them? How to extend that care beyond the hospital?



That is another issue that we have. Patients are coming from so many distant districts. Then they get barely any kind of palliative care, even the medical care probably is compromised. So let alone palliative care. I feel that there is a definite need for reaching out to the patients, um, especially terminally ill patients because once a patient, we brand it as terminally ill, we don't want, we are not going to treat definitively.



Then the parents also take the child away. Recently, we had a child with leukemia who had relapse, who was in significant pain and we were not able to help the child. The child came from distant place. It was over the phone, when one of us tried to reach the family that the child died and it was in severe pain. It should not have been in pain.



So that's a big gap, which needs to be filled. Some places, uh, have that kind of networking amongst the rural volunteers going out, titrating medicines, and we should probably have that. So that is one area that I believe our palliative care should also focus on. Uh, disseminate to the palliative care that we are giving. 



Yes. One thing that you mentioned is that, uh, not knowing when to refer other timing of reference, uh, is a challenge. Can you explain a bit more about it? 



So what happens if we, in certain cases, we know that we are not probably going to, uh cure rates are low. But then we embarked on a life extending sort of treatment where both the parties know that, okay, we are doing this. This might give you, extend your life but not really going to help you.



And then at some point the child suddenly deteriorates and that can be cured sudden also. Because those sorts of therapies are not actually low intensity. Sometimes it may be reasonably intense. So when, when do we call the palliative? We call them when they are actually going downhill rapidly. But perhaps I feel that in such situations it would have been better that they are in no pain. If we are going to get any reasonable input from the palliative team, I believe that should not be the point at which you engage that. Very often I think that is, we are also hopeful that child will be staying with us for a long time, and we also tend to put away that thing. So I think, in hiatus, this is in patients we know that they're not salvageable, but just trying to prolong life. In all these cases, we should give referral to the palliative team upfront rather than when child is in a very difficult situation, we are going to see ______ (31:45) therapy, so that also should be uniform and our team is, our palliative team is overlooked. So I also audit for the hospital, I know that the maximum number of deaths that happen with the palliative team. So more than 50% of the deaths will be under palliative care team for obvious reasons. So they are also overburdened.



So is it okay to just keep on referring the patients? So should we, how much can they help us? What would be, so I think that has to be a mutual thing. They also, if they can give us the input regarding when they would ideally like the patient to be seen. That we can change accordingly. So I think it is some institute specific, depending on the workload on the palliative team as well as the primary team, which is in all in the care.



So, but I think that it needs improvement in that course. 



Just mentioned referring the patient when the patient is going downhill versus referring early. Can you just explain a bit more about that? 



So referring early means when we have decided specifically with regard to the, um, uh, advanced disease cases and scenario.



When we, we know that this patient is not going to be cured. I think if that would be an appropriate time to do the initial report to the palliative team. So that we have a discussion regarding the plan that what are we going to do for this and what are we not going to do for this time in terms of escalation of care and all.



And that, uh, what all support do the parent need other than the clinical support? What can the palliative care do about it? That conversation, that counselling has to happen at the beginning itself. It will save everybody a lot of, uh, time and unnecessary stress. If that chant happens, as the primary team we do give our inputs what we think should happen, but that may be different from the way the palliative team puts it. 



It maybe different. Suppose what if we need additional psychology input? Who will give that? So these things can, has to be perceived at the beginning, has to be counselled and measures taken for that. Downhill what happens is that, the patient comes, this is on the next evaluation we find that there is significant progression. Maybe say, child has a few weeks to live, and the family totally breaks down. Or the patient ends up in the ICU due to treatment related complication. Family also wants pull back. We also want to pull back and we know the child has a few hours left or maybe a few days.



Well, that's the time when the palliative team is called in. So definitely a referral should go to the palliative team at that point also. They should be informed. No doubt about that. But if they, this is a family which has already made a rapport with the palliative team right from the beginning, and that's the difficulty. In other situation, treatment where curious-, treatment is given with an intent of cure, then it is different. I mean, I don't think palliative care/team should be involved in all cases. When you're treating with any curative intent, when the patient needs support in terms of symptom control, definitely we should do give. Or when the treatment is not progressing the way we like, we think this child is going into a state where he is unsalvageable. Then that is a point when we would prefer. 



But when we know that this is not going to be cured. This child needs, the family needs that kind of support that should be looked in. 



You just highlighted on the need for rapport building, uh, when it's referred early versus delayed reference. Do you think that's a very important aspect?



Yes, I think that is important. Otherwise, at the end of the child’s life. Suddenly, a person drops in, talks with family. Okay. That's something new and the primary consultant can do. They'll be more comfortable to hear it from the primary consultant rather than from a new person. So I believe when we know this is going to happen in a short time or maybe in few months time, I think if you, if you need any  reasonable or good outcome from that referral, I believe that should be done. 



Also, one thing that you mentioned about extending care beyond hospital or lack of care beyond hospital. Can you explain why it is important? 



So I worked in Kerala, basically I am from Kerala, which has a recently good outpatient reach where the volunteers go out to the.. I have also worked there for a while before coming here as an oncology consultant also.



So when I send out my paediatric patients who are on terminal care who need medicines and pain relief, I found it very easy to do that. Because the palliative care doctors in our hospital would immediately call up the nearby government hospital or the one of the volunteers in the area. And they would have the team visiting us and constantly updating ourselves.



So if I need to know what is happening to the patient. The pathway is clear. I called the palliative team, they will contact the volunteer to tell us what is happening to the child. And they also find it easy to get the medicines and get inputs regarding pain management or symptom management more easily. So I think here that is not there at all, almost absent in this part of the country.



So naturally the patient, once we suppose we want to be prescribing morphine. Morphine needs constant titration. It's not, it 's not a medicine that you will write off and then stop it. So that titration _______ (37:39-40). So should they travel all the way from Badhwan or Siliguri to come here and do it? I think that should not be the way we practice it.



So, uh, this is, thought it is a charitable, not for profit Institution. W e have our limitation. Unless the government is also closely involved, takes interest in that kind of, uh, activity, it might be difficult. So I think our team is working on that. They are, there have got some plans. So I hope that happens. So other ways it is going to be, even the end of life care is going to be very difficult. As such they are disturbed because of the child’s laws, on top of that, not being able to prevent the suffering or reduce the suffering of the child is a very, very, um, terrible experience for the parents. 



So you mentioned about your ease of access to palliative care and care in Kerala. Do you feel that is very important aspect, ease, ease of access? 



Ease of access is very important. So that, that, that I think again that is something which people are not even aware that there is something called palliative care, that you need to access this, that facility as a specialty it exists and why it exists. That needs to be highlighted. 



That is why the Kerala model is because people are aware. Lots of people are aware of palliative care. They know that they have to seek out that. That awareness, again, if you look at the awareness that I was discussing about earlier, perhaps is lacking in the community itself. 



And do you feel that lack of awareness is something that's hindering a palliative care access in your practice?



It could definitely, unless we specifically tell the parents that ‘You need to seek out the service. You need to go to this doctor to see that’. It doesn't almost, never comes from the patient side. It is primarily the treating team’s responsibility. So we cannot expect such a patient to go into the community and seek out where is palliative care and where do we get this kind of services, that is not possible. 



And do you also just mentioned about, you felt that the palliative care team in your hospital is overburdened. Is that something that probably is hindering? 



Um, they have definitely got lots on their hands going on. So if you wanted to make it better, we want to have more input from them, I think they, they will also need more stuff. That might be a hindrance. I have always found them very proactive, always coming to us. And giving the right inputs whenever we have asked them. But if I’m repeating what I'm saying, we want this to be continued, then perhaps they won't be able to do that. Sometimes it is physically impossible for them to do that.



That could also be a hindrance. This side, I have found in other cancer hospitals also where I’ve worked, especially in India,  thousands of patients are coming almost as we could look at the adult side, 50% of, um, possibly end of life care, all of the new registrations will go to palliative side, what kind of justice can the team do? It's a big question. 



Yes. And, uh, can you explain or describe your experience of accessing palliative care services in your hospital or making a referral to palliative. What is your experience? 



So my experience so far has been positive because our palliative team, it's a combination of psychology and palliative team. Both, I think are really essential.



The fusion of psychology with the palliative care, I believe it's very good because in many other centers, what we find that that kind of input is totally lacking. So the palliative care doctor also does the best that he/she can do from that perspective but more professional input in terms of a psychiatry psychology that is, that I believe is very important, uh, from a palliative perspective. We have that, that is one of our advantages. So apart from that, um, the palliative team members are also very proactive in the, especially with, because for paediatrics they have a soft corner. And they always are very prompt in replying to our queries and coming and seeing the patients. So I think overall, my, um, visit, they are doing their best. 



And what are the, some of the positives that you identified in the experience of accessing?



So when there is no hardly any ‘____’ (42:25) that you just call them, ring them up. Most of the day we don't even make, we do make a formal referral. They are always available on phone, we can quickly call them up.



And, uh, even if they don't, they're unable to come and see. You can discuss the set on the phone and make a decision for the patient. And the OPD referrals are also, I think, very easy. And almost always we find that the palliative team is willing to see a patient. They don't have to fix an appointment and come.



So most of the time, the patient come to the emergencies. Emergency also, the availability is good. Sometimes because they are too busy, there may be delay. But even then over the phone, we can make a decision. And then later on, one of the team members will come and review. So there, what I found was it almost on a personal level, you can interact with them. It doesn’t go through the very formal, um, referral systems. So I like that alot. 



So, so you feel that, uh, to facilitate a referral, availability is important. 



Availability is important. You should feel that from the other end. There is that kind of interest and, uh, like a very proactive approach to the situation that is always welcome. 



And you mentioned about, uh, the good, uh, importance of fusion of psychology and palliative care. Why it is important, that fusion?



It is important because most of our issues or a significant number of our issues are related to the, uh, emotional issues and psychological issues. So and the palliative care setting and I’m talking about a situation where the child is going through a lot of issues or in an end of life situation, emotionally supporting the family in a proper manner, in a professional manner, I believe is important. And there is a loss of a child in the hospital, how do we tackle that situation? There have been cases when I have had to, the parents are becoming hysterical and we had to call in the psychology team, they rush in, talk to the parents and take care of that situation.



So they are many situations where we need that kind of care. So if this is a situation where the psych team and the palliative team work together, I think that is definitely, of course they can be separate. It is just about availability when they operate as two departments is fine. But when they are working together, putting all these aspects together and I'm seeing the patient in a more holistic manner, it clearly helps its audience. 



Are there any shortcomings in making a referral or accessing in your experience? 



Accessing, I don't. Accessing has not been the problem in our experience. 



Making a referral, do you find any shortcomings or any challenges? 



Most of that, if you look at our system, we have an online system. We make that on the system and it is immediately seen on the screen of the, whoever has logged in from the Palliative care team.



And it is documented and the referral is also very quick. So there's no paperwork involved. So the system per se is okay in terms of. And then it is a matter of whether they can, shortcoming would be, if you talk about it, maybe they cannot be physically present everywhere all the time. So being a busy unit, they have their own challenges, which we understand which is something that possibly the administration generally should improve. 



Any other shortcomings in the terms of, uh, when you made a palliative care referral, it has negatively impacted your practice?



I don't think that has been ever a situation where this negatively, um, impacted. Only thing is there maybe there had been a couple of situations where there is some communication gap, which probably as a primary team when you're handing over the patient, referring a patient or that we are on the same page.



So who is talking to the palliative team? Some days what happens is that maybe other relatives who are involved who may have not been part of the initial counseling under the palliative team. I feel that kind of confusion has occurred. But from a patient or from our own point of view, I think a negative impact, hardly any. 



And then you meant communication gap. What is that you had in mind? 



One is it, are we clear about what you're telling the patient that, okay, this is end of life.



This is what we're going to do. Sometimes it is not really clear to the. Maybe it is a problem with the primary team who was not counselled well. So when you refer to the palliative team, suddenly there are also, some of the parents have, sometimes the referral to the palliative team might not be actually for end of life. It might be for symptom management. Patient might think that this is, okay, some major issue is going on, and that's why we have been referred to Palliative care. So often, palliative care, the perception is that they are sent there only for terrible care. So that equation is one problem. So when you say palliative care, this is why we are sending. That should also come from the primary team. That has caused problems sometimes, but not always. 



And in the beginning, uh, of the interview, you have mentioned many challenges that what you face when managing children and their families at advanced cancer. Can you tell us how, uh, palliative care can help you with this challenge?



So as I said, purely medical things and nonmedical things. So if you look at the medical side of it, it's definitely a palliative care who can contribute actively in terms of the symptom management, pain management, other discomfort. That is definitely one area a good palliative team can help. Some of the centers I have found that input lacking totally. So some centers have some kind of care that they can give, some centers have done a very good job.



So that is one major area, where they can contribute in managing children. Second, is regarding the emotional or psychological support, counselling. That is one area that they can definitely do. And then the end of life care, bereavement counselling is another area. So bereavement counselling is one area which I think is lacking.



We tried to, mean there is no follow up after what happens to. Sometimes parents come back back and talk to us. But sometimes that connection is cut off totally. How do we go about it? We don't have a system in place. Whether the palliative care can help with this regard? That is one  area which I would like, I don't know whether it strictly belongs to palliative care or the psychology team, but if it is a combined service, both can, uh, so especially if the palliative care is involved from a long time with the family. I think they can also help in that regard. So that is another area where they can significantly contribute.



Yes. And now you have been working with the palliative care team. How it has probably has any influence in your practice? 



In the sense that, when there is a palliative team, they are in your team, in your hospital, then you feel more confident and a bit less stressed out, when it comes to manage such difficult situations. You know that there is a department where you can turn to when you are managing a child or the family that is going through a difficult time with an end of life decision. So or the patient is having significant symptoms, there is somebody who is there. 



That definitely makes, as a clinician, it makes my life a lot easier. So I think, uh, that way it has contributed to me. And it is also a more scientific way to approach things. Rather than me taking some random decisions in the OPD or IP, okay I’ll manage this patient like this, rather than that if there is a team which does things in an evidence based manner/management for our patients then I think that definitely. Epecially in an oncology setting where there is so much of um, chronic care and chronic symptom management and also a lot of emotional roller coasters happening within the family and the child definitely. It has helped me as a clinician. 



Sir, last of the main question of this studies. What are your views about referring a child to advanced cancer department? 

Yeah. I think it should be mandatory. It is not an option. Palliative care, especially in advanced care, they should be, but I would not recommend dumping a patient on the palliative care team really because the patient has got advanced cancer. It is mandatory to involve the palliative care team right from the beginning of whatever treatment we are going to initiate at the same thing that the primary team should also be actively involved in this manner. So I have seen that, at least in some areas where there maybe due to the overburdened situation in the clinical side, that advanced disease immediate referral to Palliative and wash up your hands. And I feel as Paediatric oncologist, I think that is not the way to go about. I think you should be actively in the care at the same time, the palliative care should be involved right from the beginning. When we know that this is advanced cancer, we are not going to keep this side. Perhaps we are grossly lacking.



And you said that it is better to be mandate/mandatory. How can they make it as a mandate or mandatory? 



It can’t be a illegal thing but it can definitely be an institutional policy. So again, the input also should come from the palliative team as well. Because in some institutes where I worked, their palliative team has repeatedly requested us that ‘Please refer them early, Please involve us early’. That input has repeatedly come from the palliative team, but I'm not sure whether all institutes in all palliative care units to give them that is feasible. Seeing thousands of patients, maybe it is almost impossible with the limited number of palliative care specialists that we have, I don't think they're no practical option, but their institution is capable, then that should come first. More in the wheel of an education Amex, the doctor system, that this is how you do it. Rather than sending the patient, at least, there should be a channel through which the patient exists, exits the care. Patient comes to the primary care provider within the hospital with advanced disease, you cannot take care or you are going to cease treatment, but before the patient leaves the hospital, they should probably go through the palliative care.



And you said right from the beginning. So what, what do you mean by like from the beginning?



The point at which we take a decision that it may not be at the first point of contact. Unless the patient is significantly symptomatic, they do need palliative care inputs. But for all other cases, when we realize that this patient is unsalvageable, that is a point when I would say it's the beginning of whatever treatment we are offering this side, that is the time when it would be best to involve the palliative team.



And what do you mean by being salvageable?



Being salvageable means we can provide them curative treatment. 



And you said also mentioned about some of the patients being dumped or dumping into the palliative care. Uh, what, what do you mean by that? 



The things that patient who would even be benefit from some kind of chemotherapy or care or radiation therapy or even surgeries, sometimes may not be offered that. So once, because in advanced disease or metastatic disease, the situation that I am, I can't blame my doctor for taking the decision, but the situation in that institute maybe such that such scared will drain resources from giving treatment to the patient with curative potential. So in such situations, immediately referring to the palliative care and not taking any responsibility. That is not an ideal situation, which I have seen happening personally. It doesn't happen here, but I've seen that happen. It should not be the case. 



And you had mentioned a lot of advantages about palliative care referral. Do you see that, other than the disadvantages of making a palliative care referral? 



I don't see any obvious disadvantages unless the team has issues, uh, which might make me reluctant to send the patient. As they said, the channels of communication should be clear so that because this is a very sensitive area also. Patient is going to the palliative team and if they are going to see the child for most of the time, then, there should be clarity in regarding the previous treatment, how the palliative team communicates to the patient. Also regarding why this decision was taken, why the child is under their care? Because everybody should be counselling the parents and the child in the same manner. That is one source of problems in the future. That should not happen.



According to you, what are the aspects that would facilitate a palliative care referral from a paediatric oncology side? 



One is that, as a team we should know the importance of palliative care. Everyone should be aware of the significance of involving a palliative care. To have a policy about when to involve the palliative care, which as I am repeatedly saying is probably not uniform.



When to, so what are the points and at what time points would you involve the palliative care team? So that is the first thing that you need to develop it. Pediatric specific palliative care, uh, in the hospital. So the demand from the primary team. How to, and a clear policy as to, uh, develop that.



And once the departments themselves have that idea, then the hospital itself can form a policy and then, then it is a matter of building up the, um, conduct and the rapport between the two departments all the time. 



So when you mean, you said knowing and important. What exactly do you mean by that? 



In the sense? 



The knowing, knowing the importance of palliative care. What exactly do you mean?



So, why do we need the palliative care? So that clarity should be there. Which are the specific points where. That is what I mean by knowing. I mean you should know when to specifically call the palliative care team. So when to make that referral, that what all time points do we make it. So this can vary from department to department. We may have our own set of things.



Sometimes not all the cases should go to palliative care, but there should be certain, this thing, when we have beyond management skills, whatever be that. So those are the things that  I mean by knowing. 



When you meant policy, having a policy, a departmental policy, what are the things that policy you feel should consist?



So one is obviously the indications, what are the indications primarily for referral. And the second is the How. How we have assessed the child and the parent. Some of them wouldn't want to contact the palliative care. They wouldn't want to be with us so much as a time, even or the end of life, so that assessment also should be included in the policy. And other things that should be able included in the policy should come from the palliative care team. What do they want? When do they want the referral to happen? And again, it is unique to each institution.



Do you think there are aspects or factors that hinders a palliative care referral?



Um, specifically speaking, one is again, how the doctors have been trained. How and what all they have, I mean they are coming from, whether they are coming from a place with good palliative care setting and do they perceive palliative care to be important. That is one thing.



Second hindrance would be the patients themselves in the sense, patients might not be comfortable going to another doctor. Um, and getting seeking care from them.  They would rather have gone there. Even some patients whom we have referred to the palliative team, they opt to stay with us and maintain the contact with us.



And, uh, most of the time they are in touch with us, not with them. So it can, it can change. So depending on what the, so that is another hindrance, if you can call it, uh, in, developing inpatients getting the palliative care and third, as I said, accessibility uniformly beyond the hospital. 



And you, sir, mentioned about lack of comfort between the palliative care team and uh, patients and the families. Why do you think that lack of comfort probably exists?



One issue could be because as I said earlier abrupt referrals. It would be the main reason. Steady contact and communication happening intermittently would probably avoid that. And sometimes it is nothing to do with the palliative care team or the conduct. It is just that the family is so much attached to the primary clinician and the nursing staff and they don't want to. That could be the reason.



Sir, in your practice what are the various conditions that what you see normally referred to palliative care? 



One is, uh, management of pain. That is a most common reason for a referral  to the palliative care. Second is, then of course, end of life care that when we said point for symptom management as well as counseling. These are the most common indications in our situation.



And you've found that whenever you made, uh, referral for those conditions, was it advantages or disadvantages?



I have to have found it to be advantages.



And how so? 



On if its like a pain management situation, then definitely it has improved the patient situation and how we are managing the child’s condition. And in case of end-of-life situation also, the parents feel that, okay, we have when there's a difference between ceasing treatment and transferring treatment to a different mode. So they feel that they are still being taken care of and that some sort of treatment is continuing. That my child is getting more care. So that perception also comes into the premise. So it helps in that way also.



Are there any conditions that you would not consider referring to palliative care?



I don't think, if there is an indication, then I would rather refer. 



Any cancer typologies, any cancer subtypes or any other situations where you say its not right?



Its not cancer specific, I don’t think palliative care is cancer specific. It is more patient specific. So almost all cases, patient would need some sort of care. It will become cancer specific when depending on the symptom manifestation. 



Because then the approach by the palliative team would also be different. The need for referral is uh, not based on that.



So when you meant patient or family specific, what is that that you have in your mind? 



Your patient's needs might be unique. Your patient might be having osteosarcoma or maybe having leukaemia. Both will have pain. So irrespective of whether the patient is having osteosarcoma, I am referring for pain management.   So it may be the rarest tumour in the world but if it is pain, it is pain to the child. The patient is reporting or the child is, the parents are reporting, then we have to take care of that. 



Have you ever encountered challenges coming from the families not wanting to?



Most of the families would listen to us and go, but I don't think many of them follow up. They wouldn't want to and I see them. They repeatedly come to the emergency and ask for us so that we see but rarely do we see that they absolutely refuse and go. 



Can you narrate, uh, I'm coming to the end of my interview, one more memorable experience of accessing palliative care?



So one was, uh, a child with osteosarcoma. One little girl around 5 years whom we had treatment within three months of completing treatment, she developed pleural effusion. And I was working with the palliative care team. It was in a different hospital elsewhere. That I was working there. 



She had ‘_____’ (01:04:38) and she has symptomatic because of then she was in lots of pain. And, um, the way the palliative team handled the situation, um, not just about tapping but also the pain relief. And this patient had to travel a long way from our hospital. They didn't want to be in the hospital. They went out to their home and there also care was continued.



They could, they got the inputs from the palliative care team regularly and the patient died after a couple of months, the parents came back and thanked us a lot. It is a case where we failed to save the child and here they had come back and they were very happy that even at the, when the child was most distressed, they could get that kind of care and they felt that they were cared for even though they were not in the hospital.



So that was a, that was something that really changed my perspective also that how much we should be involved. It goes beyond just curing the child. It has to be something, which extends even when we are not able to save the child. So because I have also had another child where I probably failed to involve the palliative care team adequately. And there was a child who had undergone transplant who had developed sepsis and died in the transplant unit itself where the parent’s main complaint was that, I know that from the other centers we have done whatever we could do for my child, but probably you could have done better with the pain management.



You, the child decided suffered, and I don't think that she got the best pain management. And this made me introspect and after that I have, I have been more aggressive, I am more involved in the pain management. So this one, one situation where I did good to the family and in one situation where I probably I didn't do adequately by involving the palliative and pain team. So both of the incidents have actually influenced me as an oncologist. 



And the first episode where the patient's family came and thanked you. So why it was a memorable experience? What made it more memorable? 



Because people thank us all the time when the child is saved, when the child leaves and goes to school and it is expected. But when you have failed or it's really easy for the family to blame us, or if something went wrong with the kid, that is possible.



But when somebody comes back, they themselves are in a very traumatic state to lose a child. And within a couple of weeks of the child’s funeral, to come back seek us out and specifically mentioned what went well. Its not just a general thanking, it was specifically about this, this points that they interested me. So that is why it was a memorable experience.



Can you think of or narrate any negative experience making a palliative care referral? 



I think, um, most of the experience have been positive or maximum may be neutral. Many patients might have said, not many, some patients might have really changed that, change in the team. If you can count that as a neutral experience, then yeah, I have said negative experience and I have had some negative experiences.



But a situation where the family has an outrage, said this was an improper referral, should not have been done. That is, was never. There had been, uh, at least some cases where they did not actually change anything and put the child’s, uh, discomfort or the parents’ anxiety or stress. That has also happened.



You just mentioned about improper referral, uh, from the family or parent perspective. Why did they say so? 



Being improper, it did not benefit them.



Okay. Thank you so much for your time sir. And, uh, I will stop the recording now. Uh, the entire recording for one hour and eight minutes. Thank you. 



So, uh, now I have finished the recording and the interview is over.



-End of Recording-
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So good morning, sir, and thank you for agreeing to participate in this research interview, and thank you for consenting for being audio recorded. Thank you. So I will start the first question. So can we talk about your work that involves managing children with cancer? 



Uh, yes. So, um, for my, uh. Background. Um, I initially did paediatrics, so my initial training was in India. So initially involved, uh, paediatrics and then, uh, pathology. Um, so the reason why I did this too was with a plan to do paediatric haematology. But the way I planned it, it didn't work out. So I had to go abroad. So then I had to do paediatrics back again.



And then, um, haematology, uh, training. And then I, so this training was in U. K. And then I, um, worked, uh, in London for a very long period of time. And, um, and became a consultant in Great Ormond Street Hospital, uh, in London, which is possibly the best paediatric hospital we have in U. K. And after a couple of years, I came back to India. So my, um, perspective of working with children with cancer, the reason why I gave this background is the fact that, um, in a way, other than the few cancer patients that I had seen as a paediatric training, um, I think I was introduced to cancer or haematological cancers more. When I was doing pathology and when I was doing senior residency, I had chosen a haematopathology center.



So in a day I would be seeing the bone marrows of approximately 25 patients a day, every day. But that was a different perspective. So because I was seeing this under the microscope. Uh, yes, I would meet patients but not the way clinician would do. And that was something that I had missed and that was something that I wanted to do.



So when I went to U. K. before I could go into my proper training as a haematologist, I had to go to my paediatric training back again for another five years. There also, I got introduced to, um, children with cancer there but that was more of a shared care system and there also was an element of palliative care there.



But I had chosen to have one posting in, uh, adolescent, um, Haem(otology)-Onc(ology) unit in University College London hospital. Uh, specifically to see whether I'm fit for the job because it's easier to see cancer down the microscope and seeing it from the periphery and um, its a different matter altogether, um, to be with the patients and whether I can take on the emotional baggage of, uh, being, um, haematologist or a cancer specialist in children. Um, and a few times because I wanted to do that because I didn't want to get into haematology and then realize that actually I'm not fit for the job. And that was one of the times when, um, I had been going backwards and forwards though I had gone specifically to U. K. with the specific question in mind that I wanted to be paediatric haematologist. 



I lost within a, I was off for a few, couple of weeks and nights, and then I came back and I got come back to see the four of my patients that I had been looking after day in and day out. They had died. And that was the one time that I feel that actually I'm not fit for the job. Actually, it was just too hard for me to take. But one of those days, actually, one of my consultants specifically, she was, she used to do a out of rounds chat, um, about patients that for five minutes and one of those days, um, she just mentioned, um, that, uh, all of us are paediatricians. So all of us want children to be happy. Most children would get better on their own and she just act on as the fact, it was not that we had instigated the discussion, but that was her, uh, discussion that she had mentioned that we know that you go home with a lot of emotional baggage.



And then realized that's she's talking what I am sensing. So, um, and, and we understand that it, it is very difficult on your part, but if you feel that you are one of the best. Uh, all of us, possibly people who will come with diarrhoea, people who will come with cough and cold, they will all get better. So not trying to say that any other paediatrician is doing any lesser job than you do, but, um, what you do is where people will die. Things have got better a lot in the last 40 years but there are a lot more to do. So, um, if you feel that there's emotional baggage are a lot and and you feel that you are one of the best and you are the best, then why would you want your children to be looked after by, um, your colleagues or friends who are lesser equipped than you or who are not as good as you. If somebody has to take on that onus, then it has to be the best people around you. So that was quite a, it was a very off the cuff remark, but that actually made a very, very big impact on me. And then I, I, it was easier to go into, um, uh, haematology. 



In haematology, I did both. I had to do adults. I am not an adult trained physician but as part of the training, I had to do lots of adults for two and half years. So a lot of death there. And then came to paediatrics. In paediatrics, obviously we saw less death, but I, and then as a consultant, um, and obviously I've come back to India and now I do a lot more. Now the cancer, um, itself uh, obviously that the first barrier that I had was initiating was to say this word cancer to the family. Um, and then once, then it took me some time to get to the fact that I can say cancer on the face of a parent or a child. Um, and then what that involves. And then if it comes to the life and death questions that also came slightly later.



But a big part of that barrier was within me and which has taken me a lot of time to. I wouldn't say that I have conquered it, but, um, in a way, I've got slightly better, better at it. We see deaths, uh, in lot more numbers, then I would have wanted to. Some of the deaths you think that you are prevented, some of the deaths you think that you can improve upon. And that's possibly the journey that we aim for. That one day we will be able to not possibly eliminate, but possibly reduce the deaths that we see. 



And typically how, uh, your normal day at work could be? 



So normal day at work would be normally, um, I start early. Um, I am in the office by generally half, seven to one or normally quarter to eight. Uh, I am also the clinical lead for the unit. So I try to do a bit of paperwork before I leave, but by eight, generally every day we have got some teaching program or the other. So eight to nine and then nine, we try to do our ward round handovers. So all consultants come together. All the fellows come together.



We discussed all the patients that were there and the night before, and if I am attending, then I will go for the ward rounds. If I'm not, then the person who was doing the orders would go for the ward rounds. And depending on whether I have got a clinic day or not, so I would go to the clinic; or come back to my office or I would have specific difficult patients that I would bring, not on a consultant week or rather other clinic week. I would get them to come on a day when I am not, you know, completely glued to, I've got a pressure, time pressure. So I would generally leave that time first. Um, and there are certain days we have got other teaching programs during the day. Um, end of day, we also again have another sit down ward round. And, uh, again some administrative work and that’s how we finish work at work.



And, uh, some of the things that you mentioned just now, uh, you reflected a lot on whether you're fit for the job and has this thing, those things changed over a time now? 



Yes. Uh, definitely. I, um, uh, I do not think that I would say that I have got used to children dying. It still still pains me as much as possibly it did before, but possibly doesn't shock me as much. Um, um, and, um, again, another comment that I had heard from one of the consultants when I was doing PICU, he was one the professors in PICU, uh, rare entity. Um, um, who, while he was doing this end-of-life talk to a parent and he had tears in his eyes and the parents literally, um, you know they were, they were, um, overwhelmed. Then they said ‘Prof., You're crying’. And he did say that the day I will not have tears in my eyes for a child that I'm losing, I should come, I should not come to work from the next day. So that would should be the, my last day that I should come to work. Um. That still holds true. We possibly do not cry as much as I possibly used to do, uh, or not physically crying, but, um, it's, uh, I think I possibly got better in certain ways in, in dealing with difficult decisions. Um, but the pain still remains the same when you lose a child and or things do not go the way you want. 



And the children dying, uh, is a very sensitive subject. How are you managing with that aspect? 



Um, with myself? 



Yourself. 



Your... my practice. So, uh, how I manage is, one, is the daily, how I deal with the child or the family. Um, uh, and then how I deal with myself. So the child obviously not every child, I will be able to do the same. It depends on the age and understanding of the child and obviously the parents. But generally I have become more and more honest with them and I take less time to come to the point that I think we are at the uh, end the life or we're thinking of end of life, not cure. We're thinking of life prolongation rather than, uh, rather than cure. So I think, um, I've become a lot better at coming to that point and having the discussion. And, um. And I possibly do not do as much as I would have liked, but generally, um, the, it's quite interesting actually, might not be able to see.



So there is a calendar on my, um, a magnetic calendar on my, um, computer stuck there. Yeah. So this is, um, from last year, this is from U. K. This is, uh, from, uh, foundation done for a child who I had lost. That is quite interesting actually. The, the children that I have not been able to save their parents possibly stay in touch way more than the, possibly the parents that, um, whose kids I have saved. I am sure that as much as thankful as the others are, but, um, I personally would have liked to actually be in touch with lot more. So they, some of these parents, um, contact me. Not regularly, but periodically. Hmm. They would try to find that how, how I am doing, which normally should be the other way around.



Um, so generally, so, sorry, I am digressing a bit, but, uh, that's a bit of, that's a bit of my, uh, realisation over, um, the last few years. Um, but possibly I, I have not developed a very good organized way of staying in touch with them. That is one thing that I think, um, we try to keep a bit of a distance there but I think once we lose a child, um, I think that is time possibly those barriers possibly should be put down a little lower and a bit of contact from us helps. And I have not been, uh, as organized as I should be in trying to get to them. Um, but in terms of how I deal with myself, um, is friends help a lot. Colleagues, talking to them when I am down, they know that I'm down. Even my fellows, they know, so it doesn't look right. And, um, they do it their way as well.



Earlier, my son actually used to be a shock absorber because, he is slightly older now, he is seven, eight, um, but certain days I would go back and ask him to give me a big hug. Um, it used to be a quite a challenge but he did not know what he was doing to me and why I was asking for a bigger hug that day. And because it was, he used to be my shock absorber. So almost transmitting or taking the vibes from him. Um, I still do it, um, but maybe not as much as I used to do a few years back. Um, I, uh, the other thing that I do is, self ‘____’ (14:52) quite a lot. Reflect if I could have done something different. Um, obviously sometimes, we do not have a debriefing system, which I had been trying to introduce back with the Psych-Onc team for same, for some reason, there has been some, uh, because I think possibly we have got lots of deaths and throughout the hospital that the debriefing system hasn't happened. But I had felt the debriefing system when we used to do it abroad. Sometimes they were definitely useful because some of the questions, so, um, but we possibly do a bit of debrief amongst ourselves.



Um, but again, having come to this point, again, this is one of the other things that I would mention and because I talked to you about to, people who, whose one statement made a very big difference. Similarly another consultant of mine, who was my mentor, um, who used to write all the A.L.L. protocols in the U. K. He had a voluntary, do a voluntary retirement early at the age of 55.



Um, but he had, uh, done a talk. Its called a ‘_____’ (15:52) talk. Something like a ‘____’ (15:53) talk. And that was based on lots of consultants coming, there’s three consultants coming and seeing how, what they had learned From their patients. And when he had done this talk, I had come back and, um, uh, he asked one good question.



He said, ‘Say, a child dies near, I come and ask you, how are you doing? So how did it go? Are you better? Are you okay? Do you need some rest and do, should we go for a coffee? But who asks me?’ And that was almost like, um, you know, a moment that I, and he said, everybody feels that I, because I've seen this so many times that, um, I can take in, everything that comes my way. I asked you, I asked the nurses, I asked the juniors, who asks me. Just because I am the, um, head of the table. Um, almost nobody feels that I, I need that little question where I can vent. So, um, that was an eye opener for me, and I literally sat there all I was dumbfounded. Yes. I have never asked him how he did.



You said you look after these patients because I was a fellow at the time that for a short period but I have taken these people on a journey for years and I lose that train. So how do I feel? Um, so that is there, that is there because, uh, I always feel not in a very, uh, egotistic way that you are the people, you are the person who is making sometimes life or death decisions. Even though there are guidelines set in the other that you are trying to follow, you're going to be as scientific as possible, as objective as possible. But there is a bit of subjectivity there as well. And what if I had done wrong and what if my decisions were wrong?



So that question haunts me. If I made a wrong decision at some point or what I feel I could have done differently, that haunts me for a very, very long period of time. Um, I might use it for the betterment of the next child that comes that way, but it doesn't leave. 



And you just mentioned about sometimes we second guess our decisions, and need for a, supporting environment and debrief environment. And why, and you just mentioned why it is important also. So how it is, uh, translating into your practice currently? 



Uh, in my practice currently what I do is, so I am not trained, um, psychiatrist or psych oncologist. I did it the way I night have done to a friend. Um, so particularly for the juniors going out. So are you okay? And maybe take them for a cup of coffee program and let them speak about it. If they have anything to say. Uh, so now you have come. So literally a couple of weeks back, we were trying to get our team to have a proper debriefing system. For some reason I have felt resistance there. So they are saying there is already a system in place where people can come if they are worried about their, you know, they are open, we are very open for them to come. And this is the policy. I do not feel that is the right way. 



But that's a different discussion that we will keep on having. I think that is difficult because there are so many deaths you cannot have debriefs for. But there were certain occasions where I felt that we have not taken care of the or we have not given the right opportunity for my staff around me to be able to say what they wanted to see or to be able to vent. We just expect that they are working in a cancer hospital. So that is something that is a professional risk that they have to take and they'll absorb whatever comes their way which I do not think is the right way. It is better. We do have a psycho onco team. They are very helpful, very useful. But lot more things need to done. Yes. 



You just mentioned about an emotional baggage earlier. Can you explain? 



It is still there. Um, um, as much as we are taught to be slightly dispassionate, when you are a doctor and you have, what you say, you need to keep some, uh, professional distance. Um, as much as it is true, if I'm not passionate about my patient or the child that I'm looking after, then I've, then I'm no doctor at all and I shouldn't be doing cancer practice. So if I am not passionate about my child, if I cannot look after that child, if I do not care about my, the families who have brought their most precious, um, I shouldn't say their ‘item’ is possibly the very wrong word.



The, the most prized property that they have, their child. They have entrusted that person in my hands. Um, and if I am not passionate about them, then I shouldn't be coming into work. Um, so once that happens, yes, there is some, these are not, not in the setting of PICU where you know, that child has already come sick. The, generally the involvement is short. You're starting at a point where we know that things can go bad. If things get better, good. Others possibly will not. So you already had, your starting point is already high. We know we're also dealing with cancer, but, um, even with cancer, paediatric cancer, we generally say, they are much better compared to, uh, uh, the other cancer.



But you have taken these people on a journey for three years. You know, what they like, what they do not like, etc. etc. Um, what hurts them? How do they want to be addressed? And, um, so that to any, once you lose that child or, uh, come to the end of life, that does, um, you know, create a lot of emotional baggage. You go home, you are, you cannot keep that professional feelings as professional, and that becomes as personal as possible. So you cannot distinguish this. This is not professional, personal you cannot distinguish the two. 



Absolutely. And also you mentioned about the expectation that children will get better and children are not supposed to die. How you are handling it, can you explain bit more? 



Um, no, I think we are more realistic. So I generally, so all the, all the, uh, to whichever way I counsel the families, they would always take the better side of it, know which is the right thing to do. Because if they don't see the positive side of it, they will not embark on a journey like this.



So they take on the positives, but whenever they say this is a curable disease right and or that is going to be cured, I generally try to paraphrase those. Um, give or answer back in a way where I say it the right way, um, what I think is the right way that we expect more children to get better. And whatever be the disease, in the context of that particular disease, but not all. And some children, despite all of this, all of the efforts, all these statistics, all these numbers, some children will not do as well because whatever, if you say 80-20 90-10 whatever, I cannot say which one. So you, whether your child is going to be coming in that 10th, 10% or 90%. So, um, that obviously with experience I have got much better because it's easier to just say, yes, yes, your child will get better. So that thing I've slowly got better in being slightly cautious in what I am saying. Not taking away their hope, not taking. But that generally I've got much better. Okay. 



And also you mentioned about communicating the diagnosis of cancer to parents or the patients. How? Can you explain bit more about that? 



Um, I, uh, I do say the word cancer. Um, so I do, when I sit up. These sessions with these families, I would generally say, so there is a reason why you would have come to a cancer hospital and um, I would set up the scene, but earlier possibly I would take a lot longer to come to the word cancer. 



Now, I think generally within the first couple of minutes, I would just get to the point. Okay. Let's say the word cancer. Even if I say leukaemia, lymphomas, slightly scientific terms, I will make sure that I use the common word that it is a blood cancer. Even if it's a most educated person, I would make sure that it gets into their head that it is a blood cancer we are talking about. So that, uh, I think sitting because other ways, um, I feel that if I take too long to get to that, they're also living in that hope there is possibly not. They also know that what I am going to say. Say, possibly, but they are expecting that if it comes later then it is better. As a doctor, you also had the barrier. How do I say, cancer on the face? I don't know. To the parents of this very beautiful child. Um, but I think now I have got much better. If I can set that tone earlier in the interview, it makes it much better. How I did it with the, do it with the children is way more difficult and they wanted the most difficult ones that I had, I would say recently is a teenager. So, I would say to, you know, breaking the child.



So it took me three or four days, which has never happened, but she's now one of the, she's one of the biggest fans that I have, but it had taken me those three, four days to, she, she would not allow me to, um. Uh, say even if I have, I had created that, uh, environment to say, do you want to know what has happened to you? Do you know how to make you better? And she will not allow me to do this question. So I have to do it person to person. I do vary my strategies a bit. Um. Again, some of this I have learned by observing others, my teachers, seniors, sometimes my juniors. Um, but I'm started developing a strategy of my own, but I'm generally quite quick in getting to that point, uh, and ask the next question.



Can you talk about some of the challenges that you encountered while managing children and their parents with cancer? Some of them. You already mentioned.



Children with cancer. Obviously the cancer might be a disease of the child, but obviously it's, uh, it, uh, affects the whole family. It's not just the disease and the health. Um, it's a whole family. We don't have a very socialist system. So a lot of financial implications where I work, as much as it is a trust hospital, it's not. It has got a serious-, significant financial implication. And we also understand that a lot of families possibly, um, spend the last penny of their income. Uh, resources just because they trust us, uh, to give the best possible treatment for them, even if it is beyond their, um, beyond their normal financial, um, resources.



Um, so that is a huge variant because it, it bites us all the time that, um, and also restraints us from doing, practicing the way you are trained to practice in a sense that the things that you need to investigate. So the financial implications are huge. The other thing that comes is, um, eh, the schooling. Schooling, um, say during, either while they are having the, uh, their treatment because the schools are very different in their approaches. Or even when they are on treatment, but we're allowing them to go to school. Lots of schools just refuse to get them into school, or even if they have finished their treatment, they will not be able to get him to school. So many times we have to do special certificates for them certifying that we are empowering them to go back, go back to school.



Um, lots of children find it very difficult to be, they're going to lose their year. That means not just that year. Uh, it might be their final years out there in a school or you know, on the 10th board, 12th board or something like that. But if they lose those six months or eight months, they might not be able to take those, that exam, and then they are in the next class, which means, um, and going back to a junior class, which at our age possibly doesn't matter. But for them, it said it's a big factor for them because now suddenly they were the Dadas or Didis and now suddenly, they were the Bhaiyas and the Didis and now they have gone to their juniors. Um, so those things play a lot in these kids' mind. 



Appearances. Little kids it possibly doesn't matter that much. So many kids have come, would I lose my hair? And that's something that they cannot, cannot believe that they can live with that. Um, the also the relation, the family's relationship with their friends or their family members. All of them. Generally when you, um, counsel.



Also families is there, you know, so and so has said that you would get, they would help us. I have to tell them upfront, if you think that you're going to go to this treatment, um, with the help of others, I can tell you with my experience, within 15 days they are not going to talk to you. So yeah, as much as you don't want to go there, but ultimately you're getting into their private lives. You're, you're almost being there. Um, you know, there are psychologists trying to say, you know, counselors in different ways, which are way beyond medicine. They're talking to their school. They're, you're talking to them about lots of other things in, you know where they stay, how they would live. How, what relationship they should have with their families? Whether they need to be selfish and not allow anybody else to come in there when the child is unwell as well? So those financial implications particularly, and then how, how cancer is perceived in the bigger community and particular if they lose their child, then what happens? 



So taking the last sentence that cancer being perceived? What do you mean by cancer being, cancer being perceived? 



Um, um, with education it has got slightly better but cancer is still the C word. It is, um, people take it as a death. Um, recently we had a child who had come in. Uh, it was, I wouldn't say so obviously no cancer is completely curable, but the, that was one of those cancers which had a very good, um, outcome normally we would have said. But, uh, uh, had been brought in by the uncle and aunt and the family, their parents were in the village.



And so they had been told by the family elders or the village, the cancer just bring the child down, cannot survive. So even though I wanted to speak to them over the phone if that changed the way they perceived. Nothing doing because cancer means death. So that's still is the biggest. The other implication definitely is there. You know how we're still, it's quite sad to see how in some families, I wouldn't say all. It's great, heartening to see the other way around, but a good number of times, the differential treatment, the cancer affected girl or so if it's a son or a daughter, um, if it's the, you know, fourth of the seven daughters that they have, they wouldn't, but if it's a son after having seven children. Yes, they will call. We are seeing less and less of this, but you see this and you don't have a control over that. You cannot force them to this because you are not giving free treatment to them. But that that hurts. 



And this gender difference, approach by the parents. Is it common or? 



No, I would say it is particularly in this part of the world. I think it's, um, uh, it's less common. We have a parents who have given everything that they had and more than what they had for their daughters here. Um, so this is more of an exception than the truth, but because we are not used to seeing this gender differences or how parents do that. So suddenly you get somebody and you can feel that it hurts you a lot. 



And, uh, is it, uh, very challenging from your side to change perceptions about cancer? You've just mentioned cancer being synonymous with death and things like that. 



So that the thing is, um, in every, uh, in my practice, technically, um, I wouldn't blame the government. So how much government has done in terms of getting the message across is hardly anything because, um, so that is one part definitely. Um, the, I don't think that the, even the most, uh, educated families, whether they're engineers or, um, PhDs. Um, they understand cancer or general perception of cancer. I am not saying, um, so it's still perceived or how it's different in children.



So there is no public awareness. And I think we also possibly work in a bubble. We, I, I think we feel in a big way as a community, uh, as oncologists and try to go out and give this mess- message across. When they come to us, yes, we do, but actually do we do enough to go out in whatever way to see that it is different? Very little, very very little.



And you mentioned, uh, in olden children appearances has an impact. Can you explain it to me? 



I would say it's a huge impact because then they would come to the hospital and tell them cancer, and they have, so they're admitted to the, in the ward or they are coming to the ward, they see lots of old people around or disfigured faces. Not necessarily in children so much or with tubes in their nose or, Um, uh, central lines hanging from their bodies. Um, it's, it's quite a revolting idea to them. And you haven't caught the girls who have got the most to know, um, luscious, tall, very long tresses of hair for them to understand that they're going to lose that hair. How much you tell them that you're going to get the all this hair back in six months time for them to understand.



So how on earth am I going to meet my friends? Not all of them will talk to us about boyfriends and girlfriends is the other, but how, how do I talk to my friends with this? Or how do I appear to them if have this? So that's a huge thing. Or can I have a tube out? A lot of people have said like, can I take tube out or just because I'd have to go out. That is their lines.



Will that be visible? So those perceptions are differently there. And will I become very gaunt? Will I look different? But its definitely definitely there. So that there's a perception that if somebody looks at me from a distance, will they make out that I'm a cancer patient, that I'm different. That I think hurts them. Yes. And I suppose, see, somebody sees me from a distance we can make out that I'm a cancer patient. So would there be a look of pity in their eyes? Would I be perceived differently? Um, they just want to be treated as equals. They're doing very well at school. They're doing whatever. So why would I be perceived differently?



Yes. And also, you just mentioned a little bit about your challenges, uh, with, uh, schools. Uh, can you just explain a bit more on that? 



In the school again, uh, it depends on whether a school has gone through or had children who have, previously were treated with cancer. Um, so I think only with experience because we don't have a, you know, so when, obviously, we worked in the NHS, uh, and U. K. Um, there's a very uniform message. You can just send a message across to the hospitals. That's what you would be doing. That one of your children is undergoing treatment for cancer. So this child cannot be exposed so if there is a chicken pox in your whole, in your school, so and so precaution needs to be taken and they will do that. Here, I do not have a direct communication with any of the schools. Some of the schools are better. They would ask, uh, tell them something. They will do that. But our, so we are working as a cancer hospital. They are working as a, as a school. So it almost feels that there's different parts of the same system, but they would not talk to each other together when you are okay to actually go out and speak to them.



Um, we do not have a very common platform. We do not make it easier for, they have their own conceptions. I am not saying they're misconceptions. They feel that if they do something that actually harms that child, it is much easier not to have the child in there or if the other children, you know, bully them or do something. It is much easier for us ‘_____ _____’ (38:53-54) grow more than a thousand children, not to have that one child come in, um, than to have this child come in, and then change that other 999 children around. That one child. So it's, um, it's, and it's quite varied. I would say it's quite varied. Some of the schools exceptionally welcome. They will do lots of things to try. And we have got children where they were given special rooms to take their exams and a separate examiner is there sitting for them. Uh, we have had children where we had, uh, got their, almost private examinations arranged at our center where an invigilator had come specifically for a child. So that is also there. But then others, nothing. Even though you would write to them, put them in the, uh, your summary notes, capitals ALLOWED TO GO TO SCHOOL, this much of precautions.



They will not. Say six months later, eight months later. So is he going to school? No. Part of it is from the, from the families. A good part of it is from the families they wanted to for them to take. So if there is more pressure, the cancer might come back instead. And the other wrong ideas, but it could tell them number of times it's a school which is both pushing them back or there are no special provisions for these children who are actually missing their school, um, for a very valid reason. They have to follow the same rules about their attendance the same way. So that makes it very different. 



We do not have hospital schooling yet, so they cannot stay at par. What I could do abroad is there will be school teachers. At the hospital who would liaise with the particular school that this child goes to. So whatever they're missing there, they are trying to do their best and they would, um, you know, report back to their school that this, these lessons have been done. And that would be taken as a lesson done, which we would, I do not have here. Which should be trying to, again, engage with some of the other centers. Taking an example from DMH, like you said, we are trying to engage in trying to do that, but again, that would be a select group of people and the schools do not have an obligation to follow those directives and we don't have any control over the education department. 



Yes. And you mentioned a few challenges with the older children like in parents. Are there any other challenges that you see when handling adolescents? Because you spent some time with an adolescent unit.  



So in Great Ormond street, what happened was we were seeing less of a disease. Our age group was limited to 13 so in a way, I had always had a, you know. As doctors, we also are slightly afraid of the adolescent group, but uh, quite interestingly, I think I had made more friends in that group than, children they come to, and while I was coming for this meeting, so one child ran from wherever she could see me from a distance. So that's a different kind of affection. But adolescents, they come with a lot of affection and love as well, but it can be quite difficult to sometimes engage with them.



Uh, to understand the way they do. Um, uh, we haven't had any formal, um, adolescent training to deal with adolescents. It is only through practice. Um, I have got a boy here. I go and, not about leukaemia, I talk about football and cricket and then I would say something, but then I have to devise every time I say something. There is another girl. I have to talk about what she eats or she eats a bitter gourd, which is a more of a joke, but in the first step in it would be whether she has taken the bitter gourd in the morning or not.



Then I have to devise every time. I have to almost improvise, but I have to give some time too because they also have to have that trust. They have to develop that trust. Um, whether I give enough time because adolescents possibly need more time because they cannot be, a lot of parents do not allow us to talk to them.



They will not allow us to give them the time or to engage. So generally what I tell this families for these children is that if you feel. So I tell them these adolescents that there are certain things that are logistics, which they do not need to engage their brain in where the parents can do like where they will stay, this, that and the other. But anything else, any other discussion that, uh, is related to their health and to their decision making. There wouldn't be any discussion where they're not part of the discussion. I tell the parents, if that happens, that if you expect me to do that, then go somewhere else. So generally say if I do it, absolutely in the first interview itself, then it works. So I would say if I tell the child that there are certain things, that there are certain words that I can or cannot use because you are not old enough to understand those the words, but I will make you understand everything that I can do, the way you can understand it.



Um, so you will never be out of this but there is a lot of reluctance from lots of families. They will not allowed to speak to the *inaudible*, particularly end of life. You know this and again, I find it is one of the most difficult things to do telling the child that it is not going to live. Um, but I generally find that's my duty. That's as onerous as it is, it is, it is a duty that I have to that child. I owe it to them. Um, but that wasn't the, the worst, where it's difficult to fight that. Um, others I generally say that unless you allow me to speak to your, uh, you know, your child or your ward about the disease, um, it's, you have to go somewhere else.



And you just mentioned the word trust, its important to you. Why do you think so? 



Um, trust, um. Obviously they have their own word. That's a different thing too. Um so , they are in a state where the problem is they understand bits of it. They do not understand bits of it but they are not mature enough to understand that they do not understand lots of it. And there is Dr. Google. So they will go there. And that is the reason why I actually want to talk to them, and I would normally say that these are things that you can Google. Then there are things you shouldn't. So, but it takes some time when I think most of the time when I have said that, I will not say or do anything without your permission.



Um, or I’ll not tell your family anything that you do not know. I might tell you in a slightly different words. Um, and, but I also tell them that, um, one thing that I can promise to you is that I will be honest with you, I will never hide anything from him. So once I say these words that I'll be honest with you and I will not hide it, generally, that works well. But each person is slightly different. So they will take some time before they feel slightly better before they feel that this person is going to. So it does take time. Again, I never had any formal training in there, and I'm not saying that I'm the best at it, but I think I'm better at it than I thought I would.



So I’ll ask the next question. What do you feel about the scope or role of palliative care in children with advanced cancer? 



I have been to, um, that's an, that has to be an integral part of this. The way I've been trained is that I was, we had the same, same problems back in U. K. as well too. We used to call it parallel planning. So I might be giving somebody a treatment which could save the child but at the same time it might not work and it could go, uh, to a life extending or life ending situation. So where we were taught to bridge and have parallel  planning. So that was the word that we were supposed to use. The problem was there is a lot of reluctance. 



So how is palliative care team perceived by a different team? So as soon as you say palliative, that gives a lot of negative vibes to the family. That means that's end of life. Uh, sometimes if the team is happy being not just the palliative care, the palliative care team and the symptom control team. I found it easier to introduce the team as symptom control tream, then the family starts, knows which team to go to for a lot of symptom control. Um, our palliative care, uh, referrals are way later than I have generally been used to. Um, we engage with our team, I would say fairly early. The other thing that happens is, again, that is one thing that, um, you get to know from Shrikant that we are trying to engage in is the fact that once you say that I'm referring you to so-and-so team, then it becomes a different team. That once it's almost that you are dumping me onto somebody else and if I'm going to see that doctor that that's the end of my life, which may or may not be true.



Um, um, I have always, um, again, it's partly the time, partly the ethos. Uh, I've said that the first discussion where the palliative care team gets involved, that should be a time when I'm there. That the parent-physician, the physician for the parent team is there who introduces there, discusses almost as a part of the same team too, so that the family or the child doesn't feel that he has gone to a different team. That he, that other team is also part of the same team that is there, but needs a different kind of approach, which is difficult to achieve. I, it's definitely not, uh, not achievable, but, um, uh, difficult to achieve, um, because we have to organize a way where separate meeting times so that I'm there, the family is there and the palliative care. They also have the, there with the time constraints. So they are there and our palliative care team obviously is still very consultant driven, physician driven, I would say. We do not have, um, nurse driven processes, which I think is a, is a huge barr- barriers. Because the nurses that I've been used to, um, in terms of dealing with this, because they have with their nursing hat on, they can deal with a lot of things which are not, can do, which possibly a physician doesn't do as well.



Um, they also have that nursing touch to them. Um, it doesn't feel as, I wouldn't say the word difficult in a sense, reaching out to a physician and reaching out to a nurse. So if you are, sometimes I feel that nurses are possibly more accessible. Um, most of the time I wouldn't say that I even, I wouldn't be sexist, but, uh, uh, nurse coming to them and doctor coming to them.



So, uh, because the palliative care that I had been used to, and I had trained with, they were very heavily nurse driven. Yes, patients were there. Um, that system I think they did a lot more. You do not have home teams here who can go out, reach out. The outreaches we do not have. So unless you do that, if it is centered in the, uh hospital, then possibly that takes away the major ethos. Because if I want to do a palliative care, I want this child to be at home as much as possible. But if they cannot come, then we have to go and reach out to them. But do I have the resources and do I have the will to go all the way? Ours is, again, it's a, it's, it's a hospital.



It's not the state or the government, uh, leading it. They could be from Bihar, they could be from some other States. They could be from, uh, you know, within the same country, but as same street, but a faraway city. How do I control what is given that even if I prescribe something or advise something that is so, but I think the, in having this team together is much better. Um, I think we leave it. We mostly do, I think, much better than adults, but, um, I still, I think the engagement is a lot later than what it should be. Yes. 



And you mentioned it has to be an integral part. Yeah. How do you mean that? 



So integral part, in a sense, when I say integral part, um, I would say that, um, um, some of them technically could be part of the MBTs or some of these, just *inaudible*, they're coming for an MBT, not only for how I treat the students or how I treat this child. It could be radiotherapy, chemotherapy. As much as that is important, the palliative care approach is as important because that ethos has not filtered in because I think, um, we have, you know, time constraints as well.



So you discussing your MBT. Only the ones where you have to make decisions about how best to treat this child. And that means curative, good number of times. So do I have the time to say, we know that he's going to palliative care team or it needs palliative care, so why do they need to be here which is not right. So part of it is that, but you know, sometimes doing ward rounds together or seeing the patients together, I think that is a very good way.



So in paediatrics, it's generally, it's always, we always tell that even if you go to palliative care team, pediatrics team would be yours, almost the primary carer anything that happens. So it doesn't matter whether you come to see the palliative care team, generally we do say we are coming to see the palliative care team and you don't need to do two appointments. You see two different people. If you are coming there, if I know somebody will come and see you. You don't need to come. But it could be made lot more smoother. 



You also talked about parallel planning and how you use the term in U. K.? So can you just talk a little bit more about that?



So when I say parallel planning or rather how, again, it was a slightly novel concept to me. So, um, obviously at Great Ormond Street, we were giving a lot more, uh, path breaking breaking treatment. So a lot of the absolutely newer novel treatments were coming there. So, um, it was quite difficult. So at one point we are giving this hope that with this treatment, this child could be cured even though the chances of the cure was small or we did not know.



And if it didn't work, that means you're going from the top to the bottom. Your child might die. So how do you plan for both at the same time? How can you train your mind to, for a family or a parent to go between these two. So, either this or that. So it's, it's, it's, uh, almost impossible even for a doctor, we have felt as, as consultants, we felt, you know, we're pushing ourselves and we're trying to sort of what next, what next? Because you have certain other things that you could technically do. And sometimes we needed somebody else to say, actually, we are done enough. It's time to stop. So that part was there but the parallel planning, we, what we did was we, some of the families who would engage the problem, I think is the palliative care, palliative care itself.



I would put the name itself as well as the palliative care. Why you're starting on a new treatment or a difficult treatment or a second line, third line treatment. And if you engage palliative care team at the time, the family hears this word, palliative. So they are saying but you are trying to treat, cure my child so why do you want me to engage with *inaudible* (55:34)? So that means you're telling me that my child is not really going to live. So, um, even, I would say the nomenclature, whatever we want to use for the palliative care team, that needs to be looked at so that they are more, um, acceptable to the families. So if we say I'm again, symptom control team or symptom care team and symptom care and palliative care team.



So they do symptom care, but they also do palliative care as well. So something like that. I'm not saying that is the only way. Otherwise, if we just say palliative care team, good number of families would say too. Okay, we thank you for your referral. We understand you're busy, so if you feel that we need them, we'll let you know.



Okay. So you feel that, um, uh, the nomenclature, palliative care, term palliative has got a negative connotation or negative bias. And that's probably one of the…



One of the reasons, but that’s not the only one, yes. People ask, what does palliative care mean? And as soon as you *inaudible* (56:34), Google palliative care, what does it mean? So yes, talking about end of life for my child whom you are trying to give you a second line or third line treatment or whatever you want to do. So that itself, um, puts a barrier, um, so, you know, symptom control and palliative or something like that. So that's a barrier. Um, again, in the, in the doctor's mind also, it's, it's not that barrier, just in the parents’ mind, it's in the doctor's mind as well.



Once I have referred to palliative care, does it mean that I have lost? So it's my personal battle. So I am, I acknowledge that I've failed this child. If I have referred to palliative care. So it needs that slight mind-set that I know that I'm doing this. I might succeed, I might not succeed. If I say this is me succeeding and then you would just agree. But if I'm not open to the idea that I might not succeed, and then the family has already known this palliative care team, and  if I am doing this while doing this treatment the child might die. So if they're not prepared, then it makes it very difficult. 



And you said introducing as a symptom control service. Palliative care as a symptom. How does it work? Or can you explain? 



So good number of times when they are coming back for, um, say when they are *inaudible* (57:49-50) second, uh third line treatment. Generally they have got quite a lot of other cancer related symptoms, whether it's injectable vomiting, pain, this side and the other. Um, um, and obviously psychiatry involves with this. It's not just the palliative care, but the Psych Onc part of that as well. Um, that is a good time to start introducing that we do pain. We have got our limitations, but um, so and so team understands and does it more often than we do. So we will take their help. So we would like you to introduce to so and so colleague of mine who does this better than me and did, they didn't take that opportunity?



And, but then it became, the onus is on the palliative care team or the Psych-Onc team to try and build up that rapport, even if the child is having their completely curative treatment that stay in touch. How would you do it? It makes it easier. 



And you just also mentioned that it probably referred way later and has to be referred early. What do you, can you explain a bit more?



So, um, I would say, uh, people have decided that this child, whatever treatment we are giving is possibly life prolonging. But then we have left it then quite late to defer to the palliative care team. So engagement hasn't come earlier. So three months later when the child is already quite sick, and then you're trying to form pathways.



And even though it's way more difficult for palliative care team here or to make some plans and all of that, that comes way late. When they are very sick. Um, it does come to that end of life and you don't know where to do this end of life discussion. So should this child be at home? Should this child be at a, you know, our palliative care ward? So two discussions haven't happened and then it becomes very difficult. It's almost becomes an emergency referral, which will be a referral. I wouldn't say all the time. You can predict those, but good number of times that can start way earlier. 



And you also spoke about the perception about shift of responsibility and abandonment and you want him to sit during the first referral. So can you explain a bit more why and how?



Why? Because then what happens is, um, so there will be certain decisions which, um, so, so that everybody's on the same page. So, so whatever, five things that we have introduced, so that this is the treatment that we are giving. So even though we think this is. So the palliative care shouldn't mean that it has happened that you are saying, so this child is coming for palliative care, end of life, but you're giving so and so chemo. Giving chemo doesn't necessarily mean or art therapy that the directed at the cancer doesn't necessarily mean that I'm uh, I'm not referring you to palliative care team. I know that this is not going to work. I'm doing it because it's, it also helps in the symptom control. That's possibly the best symptom control that I can do. So then I can have the discussion that we have talked about this, that we know that this child is not going to live very long but we'll make life as comfortable as possible.



So we have talked about giving so and so chemo or this is the ceiling of care that we have discussed or we have not discussed end of life where we have not discussed or we have discussed this. So because then one team thinks that other team will take lead on that discussion and then those boundaries, they still remain the same till the end of life.



Every team feels there is a responsibility because it's when, so and so is the Parent physician and this physician feels I've referred to palliative care so this person should do it. Again there is a bit of psychological barriers whether why should I be doing this? Can I do this? Of that, Um, but if we do that, then we know that we have.



So if you summarize that these are things that we have discussed today, there are things that I leave you with this idea, but at some point we need to discuss this. Then the palliative care is, so and so person is going to take you through all of that later. So then our responsibility, joint responsibilities is very clear. Who does what? So that I'm deciding on this, we are deciding about ceiling of care. So how many might decide antibiotics? Somebody might say, why antibiotics? And when do you say, I want transmissions. So all if the clarity is not there, then even if the palliative care team is taking the lead, there I am clear what they can do or cannot do, what has been decided by the team. So if they say something which is against what the, they had decided or discussed with the primary physician then already there is a conflict. Yes. 



Also, you mentioned about physician driven services being more of a barrier than a nursing driven services?



I wouldn't say a barrier, but then it puts a lot of onus on the, on the, on the physician because they obviously had to do the, um, the medical side of it. There is a lot of medical side to it but, uh. In this I'm not saying that nurses are only there to do non-medical stuff but a good number of times it's, it's the, the tender loving care. There's a TLC that they need. Good number of times it's, they need to, need somebody that they can speak to, listen to them. Somebody who can say this line need dressing and that person is capable of doing that without going to somebody else.



So certain times I feel that that part becomes, you know, you've got mucositis that I can deal with this. So those small things, and who, who actually knows that system, who knows how the hospital works can make things smoother within the hospital without unnecessarily needing to go to the doctor right. So almost bypassing the doctor because also the parents feel the doctor, they have got their responsibilities. Why should I bother them with something which is mundane, relatively less important? What would the doctor say? So, but that is actually really important for the child. 



Absolutely. So you have been working with the palliative care team in your hospital. What has been your experience of working with your team?



Our team, I was quite actually surprised when I had known that actually because, um, that we do have palliative care team, um, and uh, kind of service that they have provided. It was beyond what I had imagined that they would be doing. Um, and they are very busy. Um, but, um, an exceptionally good colleagues. I have never heard no from this one team, um, go beyond their, you know, their limits of duty to try and help, but I think they are also stretched way beyond their means. They need, I think, as much as its physician driven, they need to train up clinical nurse specialists. So they need, I think that's this, the second level that they need, who can take up. 



There are lots of these calls. They're taking calls in a day in and day out from us. They don't need to do, take all these calls. Some of them are fairly, fairly, um, um, fairly mundane. And, uh, that gives some respect to the, to the person as well. But again, I think that the middle tier they need a middle tier. It doesn't necessarily have to be doctor.



So what are the, some of the positives or highlights of those experiences? Working with the palliative care team here. 



Um, uh, being able to speak to them, uh, being able to convey, uh, for them to be, uh, accessible, for them, um, for them to be able to access us. They are quite good at calling back. ‘Sir, I've seen your patient, I felt this’. Um, and in good number of times where we thought we cannot arrange this. They have literally worked wonders, you know, arrange things no way we thought would be possible to, so um, way beyond what I had expected. So that's my understanding. But we see there are certain things that we think that could be made. 



It's a, we recently had a problem, we had referred etc. etc. The child went so we didn't want this child to come to us. Rather it was coming all the way from a big distance. We had said, please do not come all the way. But then we realized that the end wasn't great. We could have done more. But the problem is it was very difficult to know. And trying to set up networks etc. So, which already they've engaged very graciously so we already trying to set up some proforma and formats, trying to do way more networking with the team but it will, it will be a long, long drawn process.



And, uh, were there any shortcomings of, you mean in the experience that you had with the palliative care? 



Shortcomings I would say that maybe like you I think they are not, they are uncomfortable with children. They are not paediatric trained, so they are not paediatric trained. So, uh, which we always held that they would ask us whenever they need, uh, help with, uh, children.



You know, they will never say no. They will do everything that they can do, but, um, they are children. So we do not know all the medicines, what you can give and what you cannot give and the doses etc. etc. So that, but that part is definitely there. Um, and then again, still not being able to have, partly our fault. Not being able to have this conversations at the same time. Everybody's busy, so we can only get so and so person at that time while we're discussing this. Um, just time. Resources, those constraints. 



And, uh, you talked about access and how easy it is to access and accessing both ways. You accessing them and them accessing you. You think it is a very important aspect? 



Without that it is not possible because um, I think particularly our team, um, we are generally, I think we as paediatricians generally, we are more accessible than possibly others. We possibly allow, um, calls and uh, meetings. We are more easily than others do. Um, we possibly speak to the families way more than others do. Not necessarily in the clinics. We, outside the clinics. Um, so without accessibility, I think everything else falls apart.



And what are your views about accessibility here? What about how easy or difficult it is to access services in your place? 



Uh, it has its challenges definitely. It's, it's a quite a stretched, um, uh, institution. And the other thing is again, it's a still a private organization. Um, whatever you do that has its financial implications. So even if somebody is on  palliative care or, um, end of life support, if then they come, they need to transfusion, it costs a significant amount. So all of that ultimately builds up. And then there's hardly a much of financial help that you can get for children who have gone. So once they have relapsed, whatever be the disease you cannot get support. Very little amount of support that you can get. Forget about somebody who's gone to palliative care. 



And also one of the things that you mentioned was that you felt that palliative care team is probably overwhelmed. And do you think that's something that whenever you make a referral probably, do you have it in mind on hindering a referral? 



Um, no. I think, I do not think that way, I would say that. I think we possibly refer less. Um, I think we are referring late. Um, I do not think that we, um, uh, give that much of thought whether actually they are stressed so we shouldn't refer. Um, but you just feel that, you know, certain things that you would possibly have wanted slightly differently, but you know that they are stretched.



And you just mentioned about we are referring less or late. Can you explain a bit more on that? 



Late it is like I explained that I think, uh, if I thought it was parallel planning, then we should have done it earlier. Um, even if it's, it seems metastatic or completely a metastatic  disease, most likely this, these things will not work. But actually it's actually showing some response. That actually is both ways in a sense where sometimes we have referred, then actually the palliative care team model says that actually the child is responding well then they are not keeping close contact with this family. Slowly that bonding, if that had happened earlier ‘Oh no, he's doing fine for the time being’ So at least this periodic checks. I think it is less than possibly what should happen. Even those infrequent such as where they have been referred early but actually is going through a treatment and then the regular engagement is less possibly because of the constraints, but that the parents in, they actually are doing that. Saying that ‘but if you need me, I am there’. 



And also one of the things that was mentioned about is, uh, adult physicians or those who are palliative care physician not being paediatric trained. Do you think that is also a barrier?

 

I don't say it's a barrier. You can train people into paediatric training or say if, um, even they are, if they're getting their, doing their palliative care training, even if they have a few months in with the paediatric team itself. That will make them just comfortable with, they do not need to preserve loads. But way we engage, we are dealing with the families. That becomes second nature. I think that can be part of the palliative care training itself.



And, uh, in all the years working with the palliative care team, has it changed any way your oncology practice or influenced your oncology (practice)? 



Uh, big time, very big time. Um, that, um, again. How much they can achieve that actually, we have always shied away from the end of life because it is a personal defeat. Um, but that actually it can be made a big part of my duty and that it can be done and that it will be done better. That is something that palliative care has taught me. 



And I’ll ask the main question of this research is, so what are your views about referring a child with advanced cancer to palliative care? 



Um, all of them should have, as I said, I think parallel planning is important. The child might leave, child might do well. It doesn't matter but they should know the palliative care team. Almost upfront or quite early in the treatment. Possibly as symptom control team, not necessarily end of life or palliative care team. Um, that is my very, very, I believe that very strongly. Uh, nothing might be needed but they are as integral to the treatment of advanced care as the treatment who is trying to cure the child. 



Alright. From your perspective, what are those specific or definite advantages a palliative care referral can offer to the child and the family? 



Towards child and the family, so two things. Uh, I would say one definitely is symptom control. You could do it much better than me. Um, possibly do it much better because, um, we were lazy in a sense there was somebody else who could look at that. So did, didn't want in till one point and then left it to your colleagues to do the rest. Uh, so that is one. And the second thing is you already know that the family has engaged, uh, with the palliative care teams. They didn’t know, say, things do not go right. So it becomes a smoother transition. Um, so that transition be, becomes very big. Otherwise, it becomes too abrupt.



Can you, bit more explain what you meant? 



Smooth transition in the sense, for the timing it’s when I say that it's not curative, they go to palliative care team. It's almost like watershed, we don't need watersheds. They can work parallel. One team works takes the lead up to till point of time. The other team always remains in the background, helps whenever they need to, and if need to be, they become the primary team and the other team takes the backseat. 



So that is a smoother transition. Rather than saying, this is my engine, this thing. And then you turn left and then you go do this, take this parallel road somewhere. I would much rather have it as, you know, railway tracks. If they possibly do not meet but they work parallel. 

Do you feel that the disadvantages of making a palliative care referral? 



Um, disadvantages of palliative care referral is, um, one thing is that family, so disadvantages, the family, how the family perceives it. They feel that we have dumped. Literally, a child that have we have recently seen said to me ‘I know when I, if I go and see this doctor that means I am not going to live.’ He asked me yesterday ‘can I take this pink line out?’ So even though I have asked this family, I need to speak to your son, they have not allowed me to and they've said that he's, I said, okay, I accept that.



But if he asks me that question, then it's my moral duty to answered honestly to him. They said he's not going to ask. Yesterday he said, can I take this line out? He knows. It is sad that I have not spoken to him because he said, I know if I'm, I've been asked to see so and so doctor, that means I'm not going to get better. So that shouldn't be the, that shouldn't be the case.You know, he shouldn't be the death doctor. Now he's got his skulls and bones drawn on his face. 



Yes. So you feel that a patient or patient and family perception of palliative care is probably one of the factor that could hinder a referral? 



Yeah. 



And, why? Can you just bit more explain? You had told so many things but any other points?



I uh, for me that's, that's a big, again, from the ones that go to palliative, again, if they've seen a palliative care, um, very infrequently what has happened is they have come when the decisions have not been properly been made. They have been referred to palliative care for or rather, um, we have said, is life extending treatment.



So they have had lots of, um, the, the, even from the parent team, the way they would treat this child would be different. Somebody is coming with status epilepticus for something different, not necessarily the disease. After *inaudible* (01:19:10) has been referred to palliative care, the way my team has responded to it. It's different. It's different. And then you have lost that time. And then this patient is going into status epilepticus *inaudible* (01:19:20). Now you're trying to figure out actually what has been discussed with his family. Did we say what was the ceiling of care that we had decided? And then we realized there was no ceiling of care that had been decided.



This team feels because I had seen the palliative care team. So that means it's, it's end oflife. That means the ceiling has been discussed. That means that we are not supposed to give, um, a treatment beyond a certain level, which has not been discussed. And that's my personal perception of the physician on the ground, on that day, making those assumptions. 



And, uh, are there any specific condition or patient profile that you would definitely consider? Definite palliative care.



Patient profile… um.

 

Or disease conditions, certain kinds of cancer, more or less. 



No, this is, the one that we know. So I did the advanced cancers or the cancers that we know where the survival, the chance of survival is very less. Whatever we are doing most likely is going to be life extending. The chances of complete cure is more of a miracle than definitely, that would be one and definitely… The other definitely would be symptom control where there is a lot of symptoms. Even though we are giving curative, that definitely we try to refer.



And why do you feel they require more effort than others? 



Because I think that is also the part of the lack of our training. Say, uh, in terms, particularly pain. Uh, injectable dredging moments in this *inaudible* (01:21:05) which is part and parcel of the cancer treatment. Uh, after one point, we feel that this is not what we are comfortable with. Palliative care team has got better access. They've got, um, pumps. They have certain other things that they have better access to.



But again, that's not because we have not been trained to do it. It's not that possibly cannot do, but they are better used to it. So that's their specialty. They are better than us in doing that. So then they should *inaudible* (01:21:37).



Yes, are there any conditions or cancer profile of patients whom would you not consider in referring to palliative care?



Um, I think the only thing that I can think of is the, that the family refuse. Other than that, that I don't think there is any fan, any condition where…



*overlaps participant* Family perception or family acceptances. So can you, uh, I'm just coming to the close up. Can you think of a memorable experience of a palliative care referral? 



Um. So, so this the, I have two children. So what are that I should… There is another, um, um, um, or this child, I lost it. The mother was a actually intensive care nurse and she had the most horrific language. When admit, so she had anger management problems when I had initially, um, treated the child and, uh, she would initially put in, I was almost the only person who was allowed to go in there unless the child was sick.



She would put in chairs, um, um, at the door so that nobody else can open the door when she did not want. Um, so, and her husband was a, was a bomb disposal expert. And the, um, um, he used to diffuse the situation most of the time, other than bombs. Um, but she, uh, the child got better initially. But, um, and again, this child had come after another seven years of trying and having lost, um, preterm child, it got better just because it was getting better.



And then at this, so that was the situation when we started. But, um, came back a few months later with disease coming back. Bad disease. The family knew. By this time, the family had changed. So even from the first time round, we had our clinical nurse specialist and the palliative care team involved from the very beginning.



So the next time around, even at the first meeting, so they were just happy that I was actually on call the day she, they had come back. Um, they were just happy that I was on call. Even when they knew that I was going to come the next day. Even if I was not on call and for the very first meeting we said, uh, ‘We'll try.’ ‘Obviously it is difficult. You understand that’ they said, and whether they would like palliative care to be, uh, involved from very beginning, not necessarily meaning that you're going to lose the, uh, war. Um and they were so accepting of that. And then, um, when the end was near, the palliative team had taken so much of effort. To make things better for this family. 



This is one family who did not come. So they had, I think the day before the child died was, I think the father's death. So that was the day I had come to the hospital, still just to do a thing,  it was a Saturday or Sunday, I'd come to meet this family. Um, so they were not there, but they had left a card and a pen wishing me a happy fathers day because I used to say that I'm a medical father for this child. So you could be the biological father or the mother. 



So that happened and the palliative care team made it so smooth. So they wanted sometime in the hospice. So they arrange all of that. And they got in touch with me saying that this family wants me to be there at the funeral but they understand that I have got clinic on that day, so I might not be present.



Um, so, but this, all, all of this communication is happening through the palliative care team. Um, and, um, they, uh, I went for the funeral. She wasn't expecting, the mother wasn't expecting that I was there. She could see me from a distance and I could see that I would say joy is supposed to be not the right word. That her eyes. So, and I was standing next to the palliative care nurse and she just said she'd seen me. And then she folded her hands and lifted from a distance saying thank you. Right. And then for the practice speech that they did for this, I realized that when they were trying to celebrate their child's like short life, um.



I was the center of the decision for 50, 50% of times, and how the palliative care team had helped and they kept in touch with this family. Even after all of this, we offered to meet them after the death. Um, and again, we would get in touch with the palliative care team and they will arrange all of that. And even when we met later to, before I left U. K., um, because we discuss a lot, I got a personalized umbrella stroller, with Dr. G, that's what she used to call me. So Dr. G inscribed there. Again through the palliative care team, so the palliative care nurse. So you even between this time, Maggi was the person who would get in touch. So they had installed, um, you know, uh, a guide where, uh, sorry, Um, this is where that the child, they had taken a house where this child, if he grew up, they would have a garden. Where he could swim. So that they had arranged the photos, everything that came through palliative care. So, um, as much as, so she still writes to me and she herself from intensive care now has gone to pain, pain management saying that getting older.



So, and again, so it's part of the pain management. She's gone to palliative, so she helps the palliative care team in the pain management. Um, she told me that, so she wrote to me this last time. She wrote to me, ‘Sorry, Dr G. I had been a pain to you’ I said ‘Yes, you were. I said, but that's jokes apart.’ She said that I cannot do the job that you do and I said exactly the same thing. ‘I cannot do what you're doing. So you are taking, you're holding the hands of other parents on, in this journey that you have gone through. Reliving every time this happens, reliving that moment, I wouldn't be able to do that.’



Thank you for that. Really moving story. What is it that made this for you, experience the most memorable? 



That, um, this one, I mean, the other family quite a lot of that. Um. That end-of-life doesn't necessarily mean that it is the physical end of life. That acceptance of that and the child doesn't go away. The child lives in the hearts of the family, child lives in the heart of the doctor that the lasting legacy and the memory that the child still exists.



Um, not necessarily in, in, in body, but in spirit. To be able to give all of that the family could stay. So in the hospice, the with this child's body preserved till they could go for the proper funeral. That was their most uh, treasured memory that they have told me, that was their most treasured times.



And they have put in a lot of, so the thing that they have done, they have put in a lot of money. They are not very rich. Where they put in the money is end of life care. They have put in money in hospice and end of life care. Saying this is one thing we felt that could have been better in certain ways, even despite all of this. And that's what I think should be the legacy of our child



So. And the last question to you sir. Is, uh, in your experience, was there any negative experience of referral to palliative care that you can think of? A recount.



I won’t say negative, but, uh, very occasionally or infrequently, there was this, uh, I would sit it con- conflict where, uh, I would say possibly they were right. You know, sometimes what happens is that somebody comes from the palliative care team. They feel we shouldn't be extending any more treatment. That should be enough because they're seeing it's from a different perspective and the physician feels differently. Still. One more chance. 



So that's the only time that we've felt that we have not agreed every time. That's the one thing, that it's not unpleasantness. We have respected the professional opinions of each other but that's the only time I would say. Happens very, very infrequently here. We don't get that because it's a different issue. But where I had been trained, generally, they had a voice. They would say, what are you doing? 



And when we talk about conflict, is it conflict in goals of management of patients? 



Yes, yes. 



And is there anything else that you want to tell me that I have not asked you?



Oh, I think I might have taken a lot of time off yours. I think I have digressed.



And it was a, wonderful interview and I think there is a wealth of information that you have shared and I'm sure it would be most useful. And I really thank you for agreeing. 



Thank you for it. Again, this is a, for me, it's, um, in a way, catharsis. 



Yes. And I will end my interview. 



Sure. 



Thank you so much.



Thank you. Thank you for your time.



-End of Recording-
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Start of recording-



So good afternoon. Thank you so much for agreeing to be part of this research and thank you for consenting to be audio recorded. Yes. And, uh, so to start with, can we talk about your work that involves, uh, managing children with cancer? 



So my work involves essentially children with blood cancer. Uh, and it involves, uh, diagnosing, informing families about the diagnosis, making the treatment plans, and then supervising the management of these patients through the treatment that involves both, uh, ward based care and also outpatient based care. I also am now increasingly part of the research group where we actually monitor patients to the clinical studies where these, which these patients are being treated.



So that is my, uh, that is the entire scope. And this includes both children with first diagnosis of, uh, acute leukaemia as, as, as well as relapsed acute leukaemia. So we both look both curative management. And some cases we are also forced to confront life extending therapies, which are non-curative. So it is my scope of my clinical work. 



So what does a typical day look like for you when you come for work? 



So, uh, because of my current increasing engagement with the research unit, so my clinical commitment is probably about 12 to 15 hours in a week. So I run two clinics in a week on a half day clinic on Tuesday and a full day clinic on Thursday. On other days, I'm part of a research Institute. And what we do is that a, so on and on I, my clinic research activities are divided in different days. So, on Monday, for instance, I spend time in the clinical trials unit where we do a summary of patients who have gone through the trial, the status, their response, the blood test, the consent forms, the state health drug because we don't just run the trial at our place, but we also coordinate the trial activities across many centers in the country, five centers in the country. So that's my engagement. So mainly with the clinical trials unit on Monday. Tuesday, I have a half day clinic and the rest of the Tuesdays catching up with people in the research group.



Wednesday we have a series of conferences and educational seminars, which I participate in, and on the Thursday we run a full day clinic. Friday is selected management meetings for the research groups, institutions, and a Saturday is essentially downtime day, mainly planning for the following week. Okay. That is my, so in between, I tried to find some time for focusing on my own work. Writing papers, grants, and analyzing data. 



And do some, do some any attending work? 



Yes. So since the past year I have stopped attending. Prior to that, from 2011 to 2015, 2017, no, 2017 and maybe a bit of 2018 also, I was actually an attending physician.



I used to do, uh, both weekly attending and also participate in the rolling rota. But lately I have not because of my role in the research institution. So my involvement is largely in the clinical care as an outpatient care. Supervision care and also participate in the ward rounds or intermittently at work, uh, participate in clinical consultations of patients. That is my clinical role. 



So, uh, can I ask you what are the challenges that you face while managing children with cancer children? Both children and their families.



So, um, so this is what I, as a physician, this is what I've seen. So irrespective in the place where I work, irrespective of the socioeconomic background of families, the families I have encountered so far; first of all, the child is at the, at the center of the family. 



So the family, I feel, um, so, and a child comes with a retinue of family members. This is what I find. So I find family centered care very strongly established in the part where I work here, number one. Number two is that I find that irrespective of the socioeconomic background, including education al background, families will do whatever it takes to take their child to curative management or to treatment. So families will do everything in their powers, which is unlike my perception when I was in training. So I trained as an undergraduate in Christian Medical College, Vellore  where sometimes physicians used to make decisions on behalf of families. Nowadays, I don't see that to be the case. And families are very aware that if they are not satisfied with the responses from physicians, they will go elsewhere to seek help. So this is the second, second thing. 



Third is that now that I have, we are taking patients through clinical studies. I find families are very quick, quick to grasp complex concepts, which we think are sometimes beyond the ability to understand and appreciate. So they're able to understand protocols, participation studies, monitoring data, anonymization, privacy, confidentiality and things you know. Fourth is that families also I find, use various resources within their means to try and manage their children through. And often these are hidden to us, so their lives are disrupted.



They relocate, they take new jobs. They often take up a residence, very close proximity to treatment centers. Um, there are, there are other children who they then, um, handover to the other family members, the devoted entire attention of this child. So these are major sacrifices undertaken by families to get their child through treatment.



So, uh, this is, so, this is my experience working with families. So I find that the most important thing for the family is the confidence that they have in the medical team. As long as the families feel that the medical team is, is paying attention and showing that they really are using the energy, attention, resources, understanding in trying to solve a problem for their, for their child.



Their, their therapeutic relationship is made. If the family feels that we are half-hearted or we are not really dis-, interested, that's when I find the disconnect happens. A lot of complaints happen. So I find that the connection happens when families feel that they are really engaged and interested in their care.



And I think that is, that is allowed. We see this in the clinical study as well because initially there was a hesitation in participation in complex concepts to just study randomization, but nowadays families trust us, so we have to respect and sanctify that the trust. Second, is that the problem I find, the biggest barrier I find is money.



Money is a big barrier. Unfortunately, because of the fact that, uh, especially childcare and and medical care is not subsidized largely, families often become impoverished, especially through expensive cancer care. And when disease returns and you're then forced to confront economic realities, which prevents you from offering very expensive treatments. Even though you may have the wherewithal to do so.



That becomes a very difficult conversation. And that is when families feel that actually at that point, when they need your help, you have abandoned them. So we have tried to address this in many ways. We have tried to focus on life extending therapies, but families, nowadays aren’t satisfied with that. They want curative management. And uh, so this is a conversation that, um, we have not yet. So this is a barrier. Uh, and this is a problem that eats away at our soul every time. So I have, uh, as a physician, I have learned one lesson. 



So previously we used to feel this moral distress every time, but I've learned something. First because I work with Professor Bhaskar Saha. So we have for patients with relapsed ALL, for instance, acute lymphoblastic leukaemia. We have devised now a variety of approaches, which are disease directed, not necessarily all curative, but at least families feel that we're continuing to arrest disease progression or slow disease progression within the, within the resources that, uh, that allows us to manage.



So I realize that the most important risk. So sensitivity, what is sensitivity? Sensitivity is being able to respond to somebody's distress. Empathy is being able to try and inhabit that person's shoes. Not necessarily knowing the entire 360 degree experience, but able to inhabit and understand and compassion.



So compassion I realise now is constructive response to distress. So constructive response to distress is compassion. And that requires three or four elements. One is the feeling that one must do something to relieve distress. Second is, use one's resources and to realize that one must use one’s resources to alleviate distress. And third is that one must then not be content, but continuously push the boundary for patients. So you must become a, so if family see that even though the outcome may not be satisfactory for that particular child, the child may not survive. Families are very grateful that one has become an advocate for their child.



And I think this is the most important lesson I have learned working here in this institution. In Malaysia where I work and also in the NHS where I previously trained, uh, the healthcare is largely public support. So this moral dilemma one is not confronted with. I find that it is important to confront this moral model, because sometimes there are many costs that we often do not see.



So this is what I have learned. So this is the constant ebb and flow of clinical relationship that we have. Forget the science I'm talking of the, so that is a, this is my perspective. 



Yes. And, uh, you talked about family centricity and family being aware. So can you explain bit more about family centricity impacting your practice?



Yeah, so there are two things. So we, we see, we have, um, because of the nature of our, because we are a referral center, we have families which come from near, from. Locally from Kolkata and families which come from distant places. So what happens is that how do we appreciate them? I am tryingto answer this question, how do we appreciate family centricity?

-

So, first thing is that we see, uh, we see that, uh, a child is accompanied by many members of the family. Many members take responsibility for the child, number one. Number two is that we, some of our families from distant areas stay in the, in a long stay childcare facility. And we have found that staying along, staying in a childcare facility as a commune of families with shared experience of childhood cancer, different cancers, it makes a tremendous impact in the child's wellbeing.



So what happens is that families then talk to each other and support each other, and they develop networks which lasts, which form friendships long beyond the child's illness, number one. Number two is that families are taught life skills, hygiene, how to use a toilet, how to do some basic handcraft, how to, how to look for additional skills learning.



So families become skilled so they learn much more. So, um, this concept of takes a, a village to raise a child is also seen in, it takes a village to manage a child with a serious illness. So, uh, this is, this is what, so I've learned this. The third thing is that, and I, this hit home for me when I had a very recently, perhaps a year ago, we were visited by a professor from Oxford university who was a specialist in paediatric immune deficiency disorders.



So he told me that he said something very telling. He said, childhood, a serious childhood disorders are family illnesses. That's very true. that an illness which affects a family, a child is actually a family illness. It is not that particular child. The entire family gets involved. And that is the dynamics of how a child is able to become the pivot for the entire family.



Unlike all the adults who sometimes have to plot on their own or may have companions along the journey. This is not true for a child. So the dynamics are completely different. So recent, recently when there was an engineering discussion about how to engineer or how to construct outpatient facilities for children.



Uh, the outpatient cubicles created for children for paediatric services was very narrow. And thinking was anyway, you're seeing very small people, so you don't need large facilities. But what they don't forget understand is that when the child comes, it is accompanied by the father, the mother, the grandfather, so the entire, and they all participate in the decision making.



So this is what. So pediatric, mainly cancers are a family based disease. We have to treat the family. We cannot just treat the child. So our message, so those who realize this and we now realize this, that's where we are able to make it effective. If we just focus on, because the decision making is, it goes many levels.



See, it's not just the, uh, it's not just the immediate family members, but so that is very important. It's very important to be sensitive to this. This is my point. 

Thank you for them. And you talked about peer learning. How in the long stay facility, one family probably learns from another family. And you feel that’s a very important aspect?



Correct. So, uh, so this is what we feel. So the question we're asking is now having a long stay facility, we find children who come very withdrawn, subdued, non-interactive become completely chatty and completely transformed by the time they finished their intensive care and they reiterated to return home.



So what is the reason for this? Whereas we find children from Kolkata who are lonely and just going and traveling from house, just having the, and what happens is, they stay in Kolkata, the families then become, make them very sheltered. So they don't have, whatever little interactions they had with a wider network outside their family becomes even more restricted because they have cancer. So immunosuppressed etc., etc. So we find that the social experience of a child who's taken a long stay facility is much different. Yeah. And this happens. This is for the child. So this is peer at that level. 



Number two is peer in terms of families. So whenever we have a, after we give intensive treatment for six months in acute lymphoblastic leukaemia. So that's a service I mainly focus on. Children have two years of maintenance chemotherapy where they come every two weeks, families coming from far every month. They travel. They come straight and stay in this long stay facility linkup with all their friends. And they come and then they come in. So they maintain these networks, which allow them to, I think, to withstand many of the ups and downs of their struggles in cancer. So we find that this peer becomes an additional support group. And one of the things, one of the social, one of the, um, we think a psychosocial, uh, project is to see the impact on child and family in long stay facilities versus patients who stay in nearby residence. 



We think there will be, it will, it will be different. We feel it will be much more enriching to stay in community. The flip side is that infectious diseases and all that get transmitted very quickly. Varicella, respiratory viruses get transmitted very quickly, but there is another, but the benefits are also substantial we feel though we need to actually have an evidence base for this. So one of the things we're thinking is that whether we should, if there is an evidence based for this, then non-governmental organizations must, must create long stay facilities near to referral cancer centers because there is an element of care just outside this, this is what we feel.  



And you also mentioned just now about the need to, for the families to have confidence in you, trust or having that connection. 



Correct. 



How this is an important, can you explain that? 



So initially when families come, they see many people in the encounter. They see, uh, trainees, they see other consultants, they see nurses, etc., um, different people at different directions.



The most important thing is that the, uh, this is my perspective. What I feel is that the way you want, listens to families when they express concerns, especially concerns, which may be, um, to us trivial, but to them important. And for instance, uh, for instance, uh, some symptoms which sometimes will be differen-, Constipation, for instance, uh, which is a common complaint among our patients and trying to then use all our. So then if they see that I'm using all my powers, thinking, referring, talking to other specialists, trying to alleviate the child's symptoms, this is how they see, they gain confidence. So if they feel that this child matters to you in your perspective and in your outlook.



That's when the confidence is built. The confidence is not built so much through, and through the length of the relationship, but it's, it's the nature of how they see the physician really taking on this challenge saying, you know, I wanted to solve this child's problem. And that's where the connection comes.



Also, you mentioned about families seeing the nobility of intent rather than the outcome. 



Correct. 



Can you explain that?



Yeah. So it's the same concept. So for instance, um, okay, so how? So sometimes I find so, so over this journey I've also changed. So I've had children who have had relatively, I mean, incurable and very quickly life limiting conditions where families have hoped to explore heroic treatments. I have tried to dissuade them from this because I feel that it's not in the child's best interest, and I think, uh, the family should focus on other goals. Now, the way I have spoken to them initially, I have given a very, they have found me, um, uh, pessimistic in the way, or rather not, um, rather just more fond of my opinion rather than, uh, rather than listening to them. Nowadays, I've changed. So I listen to them. I continue saying that I don't think this is, this is a, I would not encourage you to go personally, I will not support and I wish you, I wish you.



So when they see, so they don't want you to, they want, they want to see that you continue to be as hopeful. You may know that it is hopeless or hopeless is the wrong word. You may feel that it is actually life limiting. You may feel that this is actually not going to be able to transform outcome or modify outcome, but, um, you are not prepared to throw in the travel passively. That you are with them in the journey and, uh, you shared your motivation even though you know that the outcome may not change. But you are not just supinely accepting it, you're working with them. And uh, so that is the different. 



I'll give you an example. So there was a child with severe aplastic anemia who developed as a non-malignant condition. So who developed a series of bacterial infections, and this child essentially used a bone marrow transplant to be cured. But the bone marrow transplant was not feasible because the child required an unrelated donor transplant, which is beyond the resources of the family. And no donor could be identified.



Now series of, series… So I told the family, you know, at some point in time this, this is going to now take the child's, take the child's life and the infection itself is going to preclude us from going down this path. So I think you should.. So they didn’t want, they said, ‘You know, we understand that, but no need to hammer in this message every time, you know.’ So, I mean, ‘Are you fighting for my child? So I, we understand that, you know, that you are trying, but, uh, we, there is no need to say this, continue to just walk with us.’ So I found that a quite, uh, an insightful remark that, uh, it is very important for me not to destroy hope. I must maintain hope, I must communicate, but I must continue to work with families as much as I can to be able to, uh, show that well, I'm trying to work with you to try to keep, you know, I'm, I'm there for the fight as well with them. And that's very important. Yeah. 



And do you think, uh, an expectation to sustain a hope is a challenge or the facilitator. What do you feel? 



So this is what I've realized. I have realized that it is, it is important for me to tell harsh, harsh re, uh, to communicate harsh re, uh, truths and to tell families that based on my experience and understanding and our collective, uh, interactions, this disease is incurable and, uh, no intervention interventions are probably going to not modify outcome. And I will, for now, we'll focus on managing symptoms. So the families say, no, we're not ready. We're not prepared to. So at that point in time, uh, I often tell families that, uh, so families in three ways in which they react.



One family say that, uh, I've never had families who millet- who take this, uh, in the wrong way... But so fam- family say two, three things. Family say that, you know, ‘Can we go elsewhere to seek an opinion?’ I say, ‘Yes, please go. My only request is that you go to places where you can get an informed opinion based on the expertise and I'm happy to write and link up.’



So if they see that, then they know. Then after the, often they back off because then they know that actually there is. They know that actually, perhaps it's just for them to try and vent out this feeling. Second is that they say that ‘Understood. So how can we now, what shall we now do?’ number two. And third families will say that, uh, ‘No. I think, uh, this is not working for us. We are, we are disconnecting. Uh, we will go elsewhere’ and they will disconnect. But even when they disconnect, they find, I find that it is not a acrimonious disconnect. It is actually recognition that you have told, but I'm not prepared to accept, you have said it, but I'm not prepared to accept and that's fine because you have with it. So I tell them within my resources and my understanding and my expertise, this is, this is what I feel. And I don't think many people will tell you any different because we have experience in this, but it is not my job to prevent you from, it is also my, if you must be satisfied that this is right for your child.



So please, uh, but this is the, this is, this is the, so if, in my opinion, if I lay down these cards, and even if they disconnect. There are families who do that, they don't come back for sometime. And when you call them and they say ‘No, no, we are now seeking opinion from this and that and this.’ But they are no longer angry with you. They are comfortable. They are no longer willing to engage with you because it is hard, hard for them. But they are, this is what I have seen. Where the problem happens is at, in extremists, in a child with extremists where sometimes you have to say, you know, I think, uh, they're not ready for an a decision to say, suspend lifesaving measures.



Sometimes you may have to, even without, against your best judgment, you may have to sometimes go down the pathway of engaging life sustaining measures and then withdraw to allow time to come family to come to terms. When you do not do that, that's when the distress happens. So giving, so at the time of extreme is, two things, families, we wished to for us to continue being involved in their care.



They don't like us when-. So this happens when we sometimes when you're full of, our beds are full and we are sometimes forced to refer them to other institutions for continuation of care, even to the hospice. Family sometimes don't like it. Because they feel that that's because we are not engaged the palliative team early in the conversation and at that point in time when we're saying, you know, because the course of the disease is accelerated, palliative medicine team has not come to the conversation as yet.



And we are now saying, you know, I think now it's better for the child to be in a place where symptom management can be better managed administered. They don't like it. They feel it is an abandonment. Second is that when suspension of acute lifesaving treatment is done at a point when the disease is accelerated, that oh and the family is not ready to come to terms with it, and you take a unilateral decision saying that it is futile because of outcome, that is something they are not willing to accept.



So that is where, in my opinion, the art of medicine comes in. And one, and this is not, and we are told, we are drummed into this, that if it futile you have to suspend, but sometimes you have to, you have to tailor the conversation to the family circumstance. And one was to have the sensitivity to say that, okay, I think we'll go down this path, but, and we'll have the conversation later.



So, and I find that the complaints, the distress or the unhappiness comes in those situations. Sometimes we tell families, I'll give you an example. Sometimes we tell families, you know. Uh, so we had a family from Durgapur and the family was, uh, taking a rented accommodation here and coming every week to see us.



But that gave the family reassurance that somehow the child is being looked after. So one day the child came and grandfather was upset. The child, uh, is in no longer curative management, but it's symptom management. The grandfather felt that in the accident emergency, his child was, his grandson was given least attention.



That is his perception. If you look objectively at the data, that's not true but there is this perception. Yeah. And so he reported. So after then, anyway, that particular episode was managed and then we told the family ‘Why don't you return back to your hometown Durgapur?’ To continue, you know, let him be close to, well, we think that that is what is best for the child, but the families aren’t yet ready to make that transition.



So they went there and the child promptly went to another hospital. So what did we achieve? Yeah. So now the family is no longer communicating with us and the boy has since passed away. So in my opinion, there is, there is a feeling in that family that at the time when, you know, they would rather have his last days played out here where they have established a relationship, even though they know that the outcome's going to be loss of life, imminent loss of life because of disease.



They still want to maintain this relationship. And for them, that is very precious. So I find sometimes that is difficult to be prescriptive at this point in time. And, uh, so things like, you know, uh, don't intervene in futile care when, when, when, uh, when futility and managed, when a medical futility is there, or when med-, uh, or medical measures no longer... Let the child be close to their home. That those conversations had to be, those decisions had to be tailored for each family. Not all families want that. Even though we say that. Uh, and even though we say that a lot of death should happen at home. That doesn’t, that is not the case. Families still want either the end, the end to be in a, in a supervised setting.



And I think our families, some families do not, some families still want it at home. Some families just don't want it. They just, they're just not ready. So this is, this. So we cannot have a prescriptive approach. This is what I find. And wherever we have made a prescriptive approach, we have actually alienated families.



That's my opinion. We sometimes, so we had a family who actually come to us for regular blood transfusions and platelet transfusions. But these are expensive treatments. So we would, we told them, you know, or so as the clinical team, as a team, we were informed that, you know, you can have these platelet transitions locally and we can facilitate it for you.



So the family, now this, the intention was to try and make things easy for the family in terms of expense and travel. But the family misconstrued it as A. You know, I think, uh, you may not have the resources B. You know, I don't think we can do much for you. And good bye, bye bye. We are no longer interested in looking.



So then this family, we had, didn't hear from this family at all. Call back and somebody was very angry saying, ‘Oh, we came for blood and platelet transmission and you said like this’. So what is the point? So I had, I met a child, a father in the airport. Honestly, I still remember the date 16th of May, 16th of March, 2017.



He's an airport, airport authority of India worker. And he met me and he said, you know, his child was under treatment for us with cancer, and he said that his child came with a series of seizures, probably because of advancing disease, and because we didn't have an ICU facility, we transferred the child to Apollo for continuation of management and child died. So the child died in surroundings where the family were not familiar with. Medically was managed, but there was no therapeutic relationship there. And because the child died and in our busyness, we also didn't have a bereavement follow up to see, you know, how are things.



So this is one of the big problems. We don't have a bereavement, uh, uh, uh, practice. We don't have an after death, uh, you know, communication with families. Some families may not want, but some families actually wish that. So this father then felt completely abandoned. And he said, you know, ‘I thought you were a friend of my son. Yeah. But you never took interest, nor did you. You never asked. Now as a team, you never asked after my son. And, uh, you never engaged with us.’ Painful words listened to and uh, and words which, uh, cause you to reflect on how you engage with families. So these are some of the difficulties I have. So the biggest difficulties in medical care, in my opinion, are these aspects. How to keep, because ultimately medicine's a social, it's a social construct. It is not just a, it is not just a scientific, biological enterprise. 



Yes. Thank you for that. I have to ask, redirect some of the things that, well, the things that you talked about was communicating harsh truths. How? Can you explain a bit more about that?



So I have now realized that. In my opinion, um, from my experience, it is best to be, start with the truth. Um, so there are two, two, uh, one is that the truth has to be communicated in a manner where the family understands that the truth also distresses you equally as you're communicating it, you are also affected by it.



And it's important for the families to see that, that, that, that, that distresses them. But at the same time, so they must understand. So for instance, I tell families that I, so recently, I had, I had a, so I had a difficult conversation with a child. This child had chronic myeloid leukaemia. This boy had a, had a child, had a sister who was fully tissue matched.



If we had done the transplant for, to cure him of his chronic myeloid leukaemia, he would probably be cured. We waited because we thought that the risk, on risk balance transplant may have certain risks we can probably control the disease with ‘_______‘(32:30). This disease transformed from chronic myeloid leukaemia to a blast crisis, and that took away his life.



So the boy asked me if I had been transplanted. So if you had made the decision to transplant, could I have been alive? I said, that is a truth. I will always, that is a reality. I will always, that's a question I will always have in my mind. Yeah. Just as you have, it will always eat, eat. I will carry it to my grave.



So sometimes it's important for family. So when I share harsh truth, to the point I want to make, is when I share truths, which are about life limiting condition, I will say your son will, I would, I try not to use, um, uh, euphemisms. So I will say ‘Itna hum jaante hain. Humhe..’ or I would say in English, ‘Your child is going to die.’ From experience, understanding this condition is now no longer curable. As it progresses, it is going to, uh, become life threatening and ultimately take away his life. So we are going to lose. Your son is going to be, your son is no longer going to be with you. He is going to leave this earth. So this is the reality we are facing.



So they will shout. Sometimes they will sometimes shout, meaning they wail, you know, of grief, mothers have had it. But it's im-, I allow them, so I have to make sure that they know it's in a very, uh, uh, I've set aside time. It has to be in a, in an environment where they are allowed to express emotion, close doors.



So once they settle down, then, uh, then I continue. And I say that, you know, now at this point in time, we now have to, so I said, do you? I said, no, I can stop because I think I need to give you time to process this. And we will discuss about how we want to manage it. So at that point, some families say sometimes come back and say that you've said that he's going to no longer going to survive.



So we want to now take him to another place. I said, yes. Tell me how, what can I do to facilitate that? So there's this conversation. Some families say so that, so that their condition stops there. Some families say. Okay, we are going back, we coming back. Sometimes it's want you to continue the conversation and often it's the older people, older people in the family who are decision makers or influencers, they say, okay, can we continue the conver-, How? How are you going to now? What are the things? So sometimes the mother is out of the, is unable to engage. So I said, I cannot continue the conversation without mum being engaged. But I will tell you. And I want to speak separately speak to mother and I have to tell the child also, yeah, in your presence. 



You also mentioned about distress among the parents. Yes. Communicated all about the prognosis and the family. How are you managing? Can you explain? 



So because cancer is a, often I have accompanied patients in the therapeutic journey, so there's a relationship already being made. It is difficult if I'm seeing the child for the first time as an opinion. To give, saying that this is a, if I'm getting asked to give an opinion about a child who has, previously we managed with somebody else from outside another institution, the child is coming, the family's coming to confirm prognosis. That is a different conversation. 



So I would say that, you know, you have come for this understanding. I hope I could give you some, a different, a different news, but I have to concur. Based on our experience and understanding this disease is now, as far as modern medicine is concerned, we don't have, we have little tools to be able to change.



So that is one level of conversation. But the more common conversations are when you have a long relationship with families and the disease has come to a point where cure is no longer feasible. In this situation I find that families already have, know you and have seen how you have also grappled with this problem.



So when you say that he's going to die, they are distressed, but I don't feel that but because they see that its affecting you as much as them, it is a shared distress. So I'm with, I feel that I'm with them in the moment. I am not outside this particular distress environment. So sometimes we have to pause.



And so no decisions can be made or no discussions can be had, but it is a distress. It is a space where we mutually communicate our distress. What i s now in my heart, I have now said to the family. Sometimes we have situations where the disease has returned and the return of the disease suggests that it is now a life-limiting course.



So that also I have to tell families that the disease has returned. All our information suggests that the disease has returned. Now that causes great distress. So I tell the families that as much as it distressed you though, uh, my nature of my relationship with your child is different from your relationship as much as I am also equally distressed.



So let us give ourselves some time, me to find out what can be done from a therapy perspective and also come to terms with this you to come. Let me reengage. So I find that those kinds of conversations help families focus. The third aspect in communication in distress is money. I think we have to, cannot avoid that.



Um, sometimes we have to tell families that this is the, this is the cost of curative management or non-curative management. So sometimes you have a child with relapse, which requires expensive management with potential for outcome, low, albeit poor, and there's a potential for outcome. So some families say, no, this is a lot of money.



I said, this is something I am not able to swing for you. Then I say that my focus now is to address the child's symptoms immediately. So while you are making a decision, I still have to focus and address the child and have to you use disease directed management to address symptoms? So I'm going ahead with my plan of management while you decide so often the situation because the family's unable to make decisions because of resource limitation and they cannot say it. They cannot admit this to themselves or to the physician. The path of non-curative disease directed management already gets initiated. Previously, I used to wait for them to say, okay, whether they want to go down the curative part or non-curative part. In my opinion, that doesn't work because then you feel like you're a broker for the family.



You're like a financier. You've got this, you've got this package and that package. You either do that. No, they want you to be physician. So I have to say that I'm also in this environment where resources are limited. I do not have the wherewithal to change this despite advocacy for you, but at the moment, the child is the center of my attention and I have to do whatever it is to keep the child well, so I'm going on a particular course of management, curative management, you may choose to at some point. When that happens, point happens, we will switch our plan. But at the moment, no, this is where we are going within the resources tht allows me to manage. So I find this approach lately, I have started so far it's, it's, it is more child centred and focused. So I find that this is another distress that I feel can be addressed.



So distress is three things. Emotional, emotional distress of the child's prognosis. Uh, distress sometimes because the physician does interest and distress because of finance. I think there are three source of distress, in my opinion. 



Yes. And you also talked about futility of outcomes. Conversation surrounding futility. Can you explain that? 



So, uh, so I, so even though I am using this word futility to communicate a certain concept, um, in, when in cons-, conversations with families, I don't use that word. Uh, what I, what I communicate to families is that we will, we have, we will do whatever it is to slow disease progression, manage disease-associated symptoms within our powers. And hopefully the, the permutations and combinations we are doing to try and keep this, uh, process going works.



It will work for some time. After some time, it will no longer work. Well that time will happen, I don't know. So that's the conversation that continues going. So one father was very interesting, he said, so he, when I, so family sometimes struggle to grasp this. So some, one father reversed it and said two things.



So he used two words. ‘Aap dawa kijiye, main dua karunga.’ That's very a interesting word I thought. So I've always, and he said that what, what situation is that? ‘You have a pot with many holes in it. You are now, one hole is there. You're plugging it. Another hole is happening. You're plugging it. Third hole is there, plugging it. But after some time, you only have 10 fingers, more holes will open and after that water will just pour out. So that's what you're doing now.’ I said yes. That analogy is absolutely right. So families come up with their own way of trying to understand this process. So I don't use the word futility. I use the word a, disease. But at some point in time when this, so I have to communicate to families that now we will focus on blood transfusions and pain management and uh, and we will take it from there.



I don't know, sometimes families do not want to discuss about the end experience, in my opinion. They just don't want to address that. They say, okay, this is happening. It's happening. I think it is a mechanism of trying to say that, okay, on a day-to-day basis, let life go on. It is just too painful to think about. How will I react when my child is not around or when my child breaths his last? That is something that is too abstract, a concept too distressing, a concept for them to grasp. So I also don't go there anymore. I feel it is no, that's pointless. 



And you also mentioned about not engaging palliative care early and the feeling of abandonment.



Correct. 



Can you explain? 



Okay. So in my opinion. I think there are a few things about palliative medicine training, which I feel are lacking. Number one is that I feel that as part of paediatric oncology programs, paediatric onco-, and not just paediatric, oncology programs. So I do not know whether or not oncology programs… palliative medicine is integrated with an oncology programs because the physician's role is not just to cure, but also to manage symptoms. So I do not think curriculum include Uh, palliative, um, includes symptom management. So the first thing that I would like to know is that, um, so people view palliative medicine, even my, my colleagues in training view palliative medicine as to manage end of life care.



This is, this is not correct, completely wrong. So symptom management, palliative medicine specialists have expertise in some management of symptoms. So, So I would like to engage them early in the process to manage symptoms, which I cannot, which typically beyond my common, uh, common, uh, experience is diff-, refractory constipation, uh, neuropathic pain, which is distressing.



So typically, neuropathic pain, um, we will give ‘______’ or ‘_______’ (44:00-01) includes a Gabapentin and sometimes amitriptyline. But beyond that, sometimes I'm stuck. Then I need, I need a, I need early, early, uh, inputs from, rather than just a, using my own intelligence to try. So I need to engage them early so that, uh, so that, uh, the physicians families also feel comfortable integrating, interacting with palliative medicine specialists.



So this is the lack-, this is lacking, this is lacking in our routine practice. So one of the things I'm hoping from, I'm just now talking about our particular context, is that the, the palliative medicine service in, uh, Tata Medical Center can expand to a point where we have a palliative medicine, um, point person who actually comes, comes around us with rounds, with ward rounds. And the family is able to, perhaps a nurse specialist is able to come around and the family knows that this is a point of care for difficult problems.



Difficult constipation. Um, we had a, had a child with recurrent intraception, which causes acute abdominal pain and then relieves because of incurable bowel lymphoma. So, uh, refilling, um, uh, what does that, uh, pleural effusions, uh, what does that, uh, paralysis from cord compression? So then, uh. So this is my, so early engagement of palliative medicine should be, uh, should be, uh, uh, sensitization, which must start from the curriculum and training.



All oncology trainees must rotate through palliative medicine in order to sensitize themselves. And palliative medicine has to be a point person from, palliative medicine to be in the ward rounds. At the moment because of logistics we have it not happening as yet in our service. But I hope that is my vision. That's number one.



Number two is that. Well, end of life care comes and then we introduce the palliative medicines. Families are not ready for this. So transfer to hospice and, um, and especially if we don't do rounds there with the team, the families feel completely left out. So even though they know they had an expert's hand, that is not enough itself satisfactory.



They want that relationship with the physician and the medical team. So even though you say ‘Aap sahi jage pe hain. Pain manage ho raha hai.’ All that is not enough. So that's where the abandonment comes. So I'll give you an example. So we had a boy with advanced lymphoma of his bowel. It is a peripheral T cell lymphoma. So we were with the family initially to one phase and then to a second phase. The disease was just progressing in front of our eyes, so I told the parents that now, I think we need to, I think whatever treatment we are giving is getting more harm than good. Let us focus on alleviating symptoms. And they were not, they were not able to go back home because the symptoms required too much of interventions and they had to, so they said, where should we, so we didn't have a space in the ho-, ward to initiate the symptom management.



So we sent to the hospice. And very. within about a day, he, I mean, the symptoms are quite advanced. Within about a day he passed away because they were resisting going there. They were resisting coming to, they were trying to manage from home emergency, but at some point, inpatient management is required.



Just family came in. My mother came and said at the last, we had such a long relationship with you, you're looking after my son for four months now. Last day you completely disowned him. How? So this is a problem. So I find that, uh, I don't have an answer for this, but I think this is a problem that, uh, so the therapeutic relationship is central to our engagement with physicians and families.



I think without that, nothing of this can be delivered. And, uh, in that therapeutic relationship, the engagement of palliative medicine should be an integral part. Um, palliative medicine should not be, I do not want our trainees to think of palliative just as a referral. They should learn the skills repel-.



That's where, they should rotate through and learn the skills of symptom management and only call upon palliative medicine for things that they are required additional advice on. Difficult to manage pain, pain, which is very dynamic. Um, difficulty to manage refractory symptoms which require a bit more expertise, but this, this should become part of their skillset. So this is what I meant by abandonment. 



So you just highlighted the importance of therapeutic relationship and non-abandonment. So what do you think according to you, should be done to maintain that therapeutic relationship? 



So to maintain therapeutic relationship, this is my suggestions. These are my suggestions. First of all, It is difficult for an individual physician to be able to maintain a therapeutic relationship with a family or families or patient. Because it is difficult to be available all the time, both emotionally and physically. So first of all, in my opinion, team medicine should be promoted.



And team medicine is not just physicians but nurses. So in, in our department, we try to encourage this. So I think, uh, the first point of therapeutic relationship is to build a relationship keeping the family center, not just the child, child and family, surrounded by a team of people. The team of people need not necessarily be, so team of people include the physicians, the nurses, social worker, physiotherapist, nutritionist, etc. etc.



So at least the family feels that there are many avenues that they can go to. And that I think is very important. So that, so there are two advantages to this. Since no human being has got the complete capacity to absorb everybody's pain and distress and to be constantly available. There is some shared, shared distress.



At least, it is, you know, you can, you can bear this weight collectively. Number one. Number two is that families can build, can have diff. What did what families tell me on one, let me say different things. You understand? So you may be able to get a different perspective of the child, of the child's, wider circumstance, better when they engage. So I get additional data about a child's circumstances from the social worker and the pharmacist rather than from my, from my fellows because they just see a child in a very tunnel vision. So this is the therapeutic, this is second aspect of the therapeutic relation is team based therapeutic relationship.



And uh, so the family then becomes, has, has got the ability to be constantly supported and feels that there are some, some, some voice somewhere among that large team who is able to listen to them rather than just one. So this is my ‘_____’ (50:53). The first approach is to build a therapeutic relationship around a team. So this is what we are trying to encourage in our unit because we find that is the best way of maintaining and sustaining a therapeutic relationship. So that's my sort of oblique answer to this question. 



Thank you for that. You just highlighted the need for a multidisciplinary team and how a multidisciplinary team can have a shared distress or a shared care approach. Can you just explain a bit more on shared care? How it would help everyone? 



This is what I communicate to my colleagues that ultimately, since one, two heads are better than one. Many heads are better than one person looking after. In a, in a, in a, in a, in a team, in a medical team, there is always a, there is a hierarchy in terms of decision-making hierarchy. But within the decision making hierarchy, that is shared inputs.



So first of all, as a team, even though the team structure may be hierarchical, the team interactions must be horizontal. There must be inputs on all patients. So I get input from nutrition. I get, so, um, since the child's, uh, wellbeing is related to nutrition, treatment adherence, um, education, uh, ability to interact, um, uh, what does that physical symptoms, mobility.



Then I, through the social worker, get the social circumstances, family's outlook, sometimes their family misconceptions. So the shared care approach allows me as a physician who is part of the, of the team to be able to view the child from a and the family from the 360 degree aspect. And each element of this care impacts the child's ultimate medical outcome.



These elements cannot be removed like a jenga block. They cannot be removed. They're all integral. To a child, so to a child, and we see this constantly. So we find that wherever we are able to see the child in in 360 degrees, we able to do better. This is number one. Where I think we have failed or not, it's been successful, is that shared care happens within the concept of our institution, but the child is not necessarily hospital-based care or proximity to hospital or proximity to the long stay residents. Child also goes back to the, their house or the geographic location of the home. The problem is that we have not been able to build bridges with the community health care team, or that is where I think if we are able to do that, that completes the, that'll complete the circle and the loop.



Then I think the child's care will be truly comprehensive and I think this is a big challenge. So shared care in the context of the institution. Yes. But in our, in my opinion, we are trying to make our care move more to the community based outpatient base so that hospital based care becomes less and less.



How do I do that? That is my struggle. I think this is where we are struggling because I think we are too hospital centred. We are to institution centred care. That is not good for the wellbeing of families and patients. They must have care local to them. Family come for specialist services here. But care should be as far as possible delivered locally. So this is, this is the bigger, bigger challenge, not just for specialist care, but also the palliative medical care. 



And you just had that importance of continuity of care beyond the hospital and the community. 



Correct.



What is the impact it has on patients and their family? How it is important?



So that is, yeah. So I'll give you an example. So after end of treatment, after end of treatment. Families, a child may have cough and hold, a child may have, uh, may have any sorts of illnesses. We still see families coming and running back to us. So that means that, uh, so this continuity of care is not just continuity institution based care, continuity of care as a part of a shared care model. So, and number one.



So continuity, to be able to look after child intercurrent symptoms, number one. Number two is that a child who has had cancer treatment can also develop long term symptoms. Symptoms are long term. For instance, the child may have a foot drop, the child may have long term seizure disorder. The child may have, may have disorders in education, educational disabilities, which require addressing. So unless, um, so continuity to care is required for peop-, uh, endocrine disorders. So this is another problem. That, uh, unfortunately, unlike in the U.K., we are unable to continue the, uh, care beyond the institution to look at other aspects of the child's continued wellbeing beyond the conc-, beyond the concept of cancer.



So in my opinion, the continuity of care, even though it is, it's very institution based and it's very focused on the child's remission status or not. Maybe some aspects of the child's wellbeing. But overall, whether the child has successfully rehabilitated and re-entered and is able to perform at the same level as his or her peers or wherever there are deficiencies, whether those have been recognized and addressed, that we are far, far away from doing so.



And to do that, we have to be able to, if we have to have continuation in the community, that requires… I don't, I don't think I would see it in my lifetime. That's it's, it's an a goal to aspire to but it is a major undertaking. 



And in the beginning of the interview, you talked about moral distress. Can you just highlight or explain it a bit more? What do you mean? 



When, I mean, but what I mean, for me, moral distress is essentially not being able to, so model distress is knowing what is right, what is, what is the right thing to do, but not being able to do it. That to me is moral distress, not being able to do it for many, principally because resources do not permit. And it's not because resources aren't available. It is because access to resources is not there.



I mean, resources are available, they're available. That's, it is there but I'm not able to get it for my patient and I do not have any wherewithal to be able to do that. And this distress must be shared at all levels of operation. Administration must share the distress. Government must share the distress. Everybody must. It is, it cannot just be my cross to bear. Everybody must share the distress because, but how do I do that? Because the stress is a very personal emotion. Yes. So at all levels, there must be con, but, uh, but the problem is that distress is a painful emotion. Right? And I find that, uh, so people talk about burnout.



I think burnout is nothing more than more than continuous moral distress manifested as fatigue and unable to engage. And that because uh, because what do you think is right and what you're unable to do are two different things. So this is the cause for, uh, oncologists having burnout. In my opinion, it's not, in my opinion, that is what it is.



Number one and number two is uh, well, at least in my opinion, a significant contributor to burnout is this inability to manage moral distress. In my, in this institution, the circumstance wherever, the biggest reason for moral distress is resource limitation. Not, uh, availability of resources, are available, technology is available but money is not there to make the connection. And therefore to limit a child's access to curative care or contemporary care because of resource limitations, it is, causes more distress. There are two ways of handling it. One is to be resigned to it and second, to do something about it within your circumstance. 



So previously I have a, so moral distress, uh, is, is a major, major deterrent to being able to function effectively. So my s-, my thinking now, and this I've learned from my working with Professor Bhaskara Saha, is to be able to manage it within circumstances and do whatever it is within the power, one’s power, to continuously push the boundaries. So one, one must push and one must not be contempt.



So previously there was a very influential article written by Dr. Chandy saying that, we, uh, in the current circumstances in India, in a curable disease like acute lymphoblastic leukaemia, we will have to use an economic restratification to manage disease. Given these are the harsh realities of our context, but that is no longer tenable. That is unacceptable in this world, in this day and age. Yeah. So we cannot accept the death in it. So what was may have been right, say 20, 30 years ago. It is not acceptable. So we have to continuously feel that within, now I am doing like this, but I am not going to be content with this. I am going to push, I'm going to go on pushing until my voice is heard.



So that continuously I change. So that is important. So once you not say, ‘Oh yes, okay, this is what we can do, so sorry.’ You know, that is not, sorry is not an option. So we have to push while doing within the certain time what is best for our patients. So that is, in my opinion, that is, that is the answer tomorrow.



And that to me is the true mark of compassion. So compassion is personal competence and constructive response to model distress. That is true compassion. It is not. It is not the wrapping my hand around the family and seeing ‘Sab theek ho jayega, aap chinta mat-‘ that is, that to me, anybody can say that. So the family has come because they trust that I haven't used my skills, resources, talents, experience, energy and understanding and my distress to work for the betterment of the child. I have to use almost all my resources.



And Bhaskar always tells me, you know, I mean, how big our problems are, when you go to the wards, despite child having a life, the parents we see laugh, cry. They are able to enjoy, I mean, they are not continuously gloomy about this. They can, they continue to enjoy life's little pleasures. So if they are able to manage that, then surely there must be an imperative for us to respond to that.



So I find this is very important. For me, these are powerful messages. And that is where I did drive my sustenance from. So even though I'm in this research institution, these clinics allow me to keep my feet on the ground. And continues to provide motivation. 





So thank you for that and thank you, that is very useful information you have given. Are there any child specific challenges that what you see? Any family and social specific challenges that you see?



So the question is are there any child specific or family specific challenges that we see. That's a good question. I understand. I'm trying to think. Um, this is a question that I had not sort of reflected on. Um, can you give me a, can you give me a sort of a lead in question so that I can try and formulate my answer. 



Like some of the child experiences, a disfiguration, a body image or uh, separation from their family, their school, their peers. These are some of the things that we are, in an older children. Younger children may have some other kinds of, set of challenges. This, uh, they may be phobic to needles, phobic to environment where they are.



So I have two takes on this. Um, it is true that children are, because they are in a very, uh, uh, it's a very changing peak time of your life as they go through. Uh, so, and the life experience continuously changes and understanding continually changes. Uh. They constantly, so families are constantly, uh, to a chat. So these are my, my take on this, this point. So that's a good point. So this is, this is my thinking. Wherever I find that the family unit is strong meaning the relationship between mother, father or the child has got one member or m- where who, who he or she relates to strongly and has a strong bond.



I find in this, this, in these family units, the child going through needle phobia or going through a changing body image or drop off a peer interactions or missing school is able to cope very well. As long as they have a mentor figure within the family who provides a rock. Wherever the families, wherever I have seen this, I found the ability of a child to cope with this.



All these changes, very adaptable. A child is one of the m-, a child is one of the most resilient. Children are very resilient, as you know, very resilient and as long as they have somebody at a rock be able to. Wherever I have seen the dynamics in the family is dysfunctional, relationship with mother and father not strong, families, a nuclear family with a little support from outside family going through great, social changes. I mean, great changes. For instance, a mother deeply indebted constantly worried about, uh, in this situation the child struggles. And even if the child has a, has a particular identity about himself or herself, the family is not able to provide that additional support for the child to manage that problem.



And the medical team is unable to address this. So then becomes, so in my opinion, the strength of the family unit provides the rock for the child to manage the changing life, the rapidly changing life experiences and develop resilience. Where the family unit is unstable or goes great, undergoes great upheaval, mother attempts, suicide or father and mother gets separated.



Then the child struggles and the child develops abnormal behavior, abnormal responses or pathological behavior, which sometimes maybe, uh, impinge on the ability to deliver care. Refusal of treatment, uh, sometimes, uh, manipulative. So these things happen that in those circum-, this is what my observations.



And you rightly mentioned that some other children cope very well. It's a maladaptive coping mechanism, but how this maladaptive coping has an impact on your practice, on you? 



So two ways. So maladaptive coping in adolescent, the commonest way  in which, the coping has impact is adherence to, advice and adherence to medication. So I'll give you a, so, so children may not take, um, tablets. They often, we have seen children squirrel away tablets and throw them away. And this impacts, so this is one. Second is that children, especially older children may not report symptoms, which required them to come to hospital because they have somehow they are found.



Uh, so even so this is maladaptive. So you may say, one thing you may say is phobia. But I find that if the fam, as I said before, if the family, if they find the mother and father feel this is important and are with the child throughout, see I'm with you for this, even though I am distressed. So they, they will, they will report symptoms. So symptoms when they have, so, because they know that if they have a, some adverse symptoms, they have to come to the hospital to be evaluated and maybe even hospitalized for management. And since they know their bodies. They know that this adverse symptom is probably something that requires attention. So this is a problem. So this is a problem that requires that, that a maladaptive form impacts on. So immediately on, on, uh, adherent to medication and reporting of symptoms, which require additional attention. 



Refusal of care is the third one. So the views are, of course, we respect autonomy, we respect autonomy, but sometimes the autonomy is a, while we respect autonomy, some of those autonomy is based on a slightly ephemeral reasons, for instance, or trivial reasons. For instance, hair dropping. Rather than, uh, rather than saying that, you know, I have had enough, my body has suffered enough. I think, uh, this medicine is going to have little impact on my outcome. I think now, I won't say enough. But that to me is a mature response.



And many children actually have given us the kind of response, even though the young, but as some children actually uh, give responses based on things which can be addressed. For instance, of hair loss, wig can be, can be found, uh, or if there is a Hickman line hanging out, certain contraptions can be made to keep the Hickman line concealed.



So these to me are very, uh, small reasons on which major decisions about treatment adherence are made, which are here I feel that the family has not provided the bulwark for the child to develop resilience and address this problem. So that is the way, the maladaptive behavior comes in. Where families of children choose trivial reason where solutions are available to not follow prescribed forces of management to their detriment.



And even though they are not autonomous beings. You cannot force a child ultimately. I mean autonomous beings from the legal perspective, the autonomous sanctioned units. So that is the situation. 



Thank you. I will slightly shift gears now and then ask you a question. So what do you think, uh, is the scope or role of palliative care in children with advance cancer?



Oh, big role. Huge role. So palliative medicine, in my opinion, the biggest distress for families when they chose, choose non curative approaches, is when they choose a non-curative strategies, especially when or when they choose disease directed management, where they know that ultimately the symptom, disease related symptoms will actively supervene is the distress about how to manage symptoms. So to have a resource and expertise and access and availability of services that can address this competently is a big, big consolation for families. And wherever that has been made available to families, families are coping very well. So having dedicated, I am talking of paediatric, dedicated paediatric palliative care services, integrated with routine, uh, paediatric oncology services with a training module for trainees to go through is a big boon to service. It will just change the quality. So wherever, we have that has been made available to families, I have found families just being so reassured. Distressed but reassured. 



And you used the term integration. What do you, what is your understanding? What is your view on integration? 



So that means, um, so there are two ways. One is a referral service where families are seen an, on an as need be basis. Children are referred to the palliative medicine. So this is one model. In my experience, that model doesn't work very well. That model works very well if the training of the residents and the team is so strong that they are well, they well, they know well when to refer or when to seek advice and therefore at their own level they are able to provide first line, um, uh, symptom management services based on, on, uh, on understanding. 



So, referral service, in my opinion, is less optimal than an integrated services. What do we mean by integrated services? That means a representative, typically a nurse from, uh, paediatric palliative services participates in the team meetings, in the team handovers, participates in the weekly planning meetings, participates in the ward rounds and, uh, and is constantly available for, for, uh, for consultation and advice. There is a dedicated service for families to call to, to seek advice and help and the team constant, and the team not just, and she and he takes ownership. For instance. Uh, so that means a team feels that he or she is as much about, so they reflex turn to this person to say, X, Y, Z. What do you think about this? Or how would you manage this? Or can you please help us out? So it is not an afterthought. It is now for to do this, to make an integrative service, there has to be commitment from both sides.



It cannot be a one way street. So the paediatric services must feel this is, it is necessary. And they value the service and the palliative medicine services feel that this is, this is they should take ownership and not wait to be invited and also take ownership. They can come on, they can lead services.



Actually what happens is that, um, often what happens in many of these kinds of integrated services or collaborative services is that, one person, one group is waiting for the other to take the lead. The other person is, so a standoff situation happens and an impasse develops. Somebody has to make the first move. So you make the first. So, so, so for instance, suppose we say, okay, I'll just give you an example. So lets say, pain, pain management. So we need some, uh, you know, we have a group of patients with this, uh, pain service. Uh, can we, uh, can, we will, we will put you on rounds and so then participating in rounds and then saying, and then coming with a plan, say, Oh, well, I see that through these rounds that are, these group of patients who seem to require some, so let's have a specialist clinic for them at this time, or let them all come.



So already that services are being reorganized to address, fulfil a specific need for a patient. This is what I mean by saying ownership and taking a leap. So not waiting for the unit to create niches and carve out, but just saying, I've got a foot in my door. I'm just going in. And the service can then remodel it. So in my opinion, that is what will work. For this it requires leadership on both sides to be accommodating and have the wisdom and the foresight to be able to work in partnership. Otherwise it will not work. 



Absolutely. And then the other comment that you made about was access and availability, and, uh, coping. Can you just, uh, elaborate further on that?



So, access, so one of the things that patients would like to every time is to be able to, uh, whenever, whenever required either expert level or at trainee level, being able to engage with her, uh, with a, uh, team member to seek a specific advice. This is availability. And that families understand that this is available and will not be 24/7 but we'll be able to know that when such a need is expressed, they can, they can avail of the service.



When urgent services are required, they know that there are mechanisms for both telephone based and, uh, and institution based. Access, now access is a problem. Access is not just a physical resource, a physical acc-, physical resource access or but access to expertise, access to financial resources. So, um, so access to expertise is a, is, is a, is an issue. In my opinion as far as symptom management is concerned, is that it's a big issue.



So there are many symptoms which I feel are. I feel are not particularly, uh, optimally managed for, uh, and even though I know that the expertise actually is available within the institution. So mechanisms had to be created to, um, for, uh, patients to, um, have those services available to them. Now to do this considerable energy and effort as we expended in creating the pathways for that. That is not easily achieved.



Because time is limited and capacity is not easily available on both sides. Yeah. So this is the, this is what I'm talking about. Access in order to expertise, access to expertise and skills. The second is access to resources. So, uh, resources is a big limitation for families. So one of the things that we have been thinking upon within the department is to try and see.



So when a child comes with acute distress, acute. Uh, urgent requiring urgent medical attention. So then we should focus on the child. Of course the child would require services like ICU, intubation, etc. etc. which of course, escalate cost very steeply. But at that point in time, we should not be in a position to be discussing with family about ‘Dekhiye aapka beta bahut kharab hai, agar aapko yeh nahi toh aap iss hospital leke jaaye’. So those kinds of conversations should not happen at that time. So in order to access, so I'm talking access to resources, we must try to create, um, a fund or a endowment where we are able to immediately plug the gap for immediate access care, which is humanitarian, which is necessary.



Which is necessary to address the child's immediate needs and later, then we can figure out what to do about this longer term. So that is it. So, access to resources in, so access to resources, access to skill and expertise, availability of people, either in a scheduled way or availability on, for urgent care advice either by, uh, and we should encourage people to have uh, not just physically come in, but also by email, phone, etc.



Now, families often request, can I have your mobile number? Can I have your? So we discourage, but, but discouraging this, because the reason family asks is because they want somebody at the end and, an end the line to talk to immediately. So we have to create that mechanism that again, requires resources. So now in the hospice setting, for instance, that resource Dr. Shrikant has created. It is a big boon for families to be able to speak to someone.



Similarly, the long stay residents facility is also a big boon. Because what happens is that immediately if they can, they can have somebody just to vent their, you know? So this is very important for families. So if that is what I meant by the access and availability to resources.



And you just talked about capacity to provide palliative care.



Correct. 



So do you think plays a very important role in referral? 



Certainly. So capacity. So one of the limitations in, so we need to have, so we need to have, especially nurses. Who, um, so fellows will rotate, physicians will rotate, but nurses provide a certain continuity and a certain, uh, so I find nurses much closer to patients than physicians can ever be because physicians role are more prescribing and evaluating. Nurses are more administering and communicating, though, of course, these are not necessarily fixed rules.



So in my opinion for paediatric palliative services, we need to have, um, the right at the consultant level, fellow trainee level, and importantly the nurse level. I feel a community nurse specialist or a clinical nurse specialist is very vital, and I did a second clinical nurse specialist for paediatric service.



I think it will, it will transform. The interesting thing is that always there is a feeling that, whereas if somebody asks, where's the scope for this? Where does the? Actually, the thing is that if you play somebody, and if that person is, uh, is, uh, enterprising, that person will already find where are the gaps because there are, there are gaps at the moment.



There are certain, many deficiencies in our care as far as palliative medicine is concerned, which, which need to be breached. But, uh, the resources to be provided at the institution level, at the institution level, uh, because nurses won't come unless they feel that there is a career path for them. There is a, and this is, these are not, uh, these are, uh, emotionally challenging professions.



So they need to feel that this is worth, worth your while in terms of career progression and in terms of, uh, in terms of, uh, longevity, career longevity. So that this, so this, so that's my, my point about capacity, in my opinion, capacity at the moment is people. 



Yes. And now you're, how many years probably accessing palliative care services. What is your experience of accessing palliative care services in your hospital?



In Tata medical center? So I find uh, so I will now, I find Dr. Shrikant  one of the most, I mean, this is uh, my personal opinion, one of the most acce-, I mean. He is one of the most hardest working physicians in this institution.



He has never said no to me. So I, in my opinion, he leads by example and the fellow who now works, so he leads by example by being constantly available and whatever else is other personal challenges he has never, never, never once has, have I felt, have I seen him downcast. He always, you know, um, he, the way he communicates is very, very measured to families.



He responds to distress, but he's able to maintain composure. So that, and as a colleague, so because of this, I think he transmitted, transmits this persona across his, across his team. He is a younger person, young person. So, but as he's, as he's now moving in, his moving career gets, and people now gets more and more established.



I think that the team was nucleating well around him. So this is something I'm very, very grateful for and I hope it long continues. Now I want the institution, the institution has recognized this role and it's provided an additional person. But now I want institution to now, because palliative medicine is not a one size fits all approach.



I am sure older people would require a different set of palliative medicine approaches rather than younger people. So I think we now need to have tailored services. So the institution now needs to recognize the value of this, number one. Number two is that I think institution based palliative medical care has to now extend to a community based network.



Sort of. Shrikant can be supported in this. He has already tried a lot through his own network. Now the institution should support. So that he is able to, otherwise, what will happen is that, uh, it not be possible to make those links. So institution at, at a, at a, at a, at an institutional level, at the management level, must make a decision that this is very important for us and we should do this.



Um, I feel that some of the, um, uh, the services within the, for now it is changing with the phase two now being built. But even with an institution, for instance, I'll give you an example. Uh, it's changing now. So, uh, that is just welcome, for instance, within the phase two. At the moment there is, as far as I'm aware, we still do not have a place where families can sit and just reflect, sort of a meditation gard-, there is a meditation garden outside. But often there's a security man, man in that area because he wants to keep people off the grass and maintain its pristine beauty. So there's a place that you can reflect and feel solace. But you need a quiet room to sort of reflect. You may need, some people may need a chaplain for spiritual care.



Um, maybe we may need, uh, you know, we need a after, after death bereavement service. Uh, so these, institution has to invest in these things. So that the palliative care can become more comprehensive and not just focused on, um, you know, just managing end-of-life symptoms or just managing up to death. It has to continue beyond that, uh, and, uh, have a, uh, an institution wide celebration or recognition or a Memorial day.



So when you go to big institutions, I'm sure that has been your experience. You will find the walls adorned with names of all people who have populated, who have populated those wards. Well, just panels of families. So these people live and breathe in these walls you see. So intuition as a, as a, as a, as a Thanksgiving day for a day of thanks or a day of recognition for so many, the life and death struggles of our patients and their families.



So that as, as institution, I think we must reflect on these things and institution must grow beyond its institution to reach out to Kolkata. Engage with general practitioners. That institution has to do. Buildings, using the network of the Tata group to be able to develop these relationships. But that a lone ranger like Dr. Shrikant will not be able to do it requires an institution behind him. But the power institution, I'm sure he will go very far. But the institution has to commit to this. 



Absolutely. You made a very interesting comment about palliative care physician leading by an example. Can you just elaborate bit on that?



So the reason I say that is because, uh, um, in my opinion, a physician imprints the service in his own image. Um. So this is a slightly philosophical point of view. For instance, Dr. Chandy, um, comes to the hospital at eight o'clock, and then at 08:30, he's there prompting his outpatient department. He runs the operation as a dir-, despite being a director's institution, he runs the outpatient department from 08:30 until 7:00 PM 8:00 PM, and, uh, make sure that he is and then come for ward rounds promptly.



So he breeds the discipline that he demands, number one. Number two is that in this, he communicates his ethos, his value. So he lives in ‘b____’ (01:26:32) ethos, which I think is what those ethos have now been diffused and everybody is adopted it. It is not through dictum or not through any edict, but through practice.



And at, at a senior physician level, people then imbibe this, this is the way to be. Security, housekeeping, so, uh, the drivers. The, uh, uh, the, uh, people in the customer care, people in the venepuncture section, the kitchen. So you can see this ethos diffuse and, and it amplifies. So a physician, in my opinion, has to lead, lead by example, but he or she needs to have a critical mass of responding people. Otherwise that example cannot be translated. 



So there must be some people who also respond to to that physician who leads by example and amplifies that. Then I think a service can be truly transformational, a truly transformation. So this is what I meant by being a so, a palliative care physician, in my opinion, is a very, very challenging position.



And, uh, what I'd like about Shrikant is that. Despite it being you, you can never see them. At least in my interactions with, I never see the wards of the world wearing him down or his shoulders slouch. I never see that. I see a physician. So when you engage with them? Yeah. Oh, okay. Oh, okay. So he's constantly, so there's this constant enthusiasm and that I find very positive and this is what our patients want. So it's not about hope. Hope is important, but it's transmitted through this life. Its this, so I feel that this is very important for, so a physician must inhabit that, must communicate that sense of joy in life, which I think then, then families react and respond to. And I see this in Dr. Chandy’s leadership example.



I see this in my boss, Professor Bhaskar Saha. He lives and breathes this. He's one of the most compassionate physicians I've seen. So he told me something deeply moving. So then we had a child with a non-healing ulcer and he was thinking about how to solve this child's non healing ulcer is in the perineal area. We tried various times and he said, no, no, no.



This ulcer is not healing for three months because this also must be having a fistula communicating. So there must be anorectal fistula. So, so the fact that because of the fact that he is now, he's got other duties, he's not been able to engage and direct his child's management, get the GI consultants in and this child's care has been trundling along with some wound care, wound management, various, uh, concoctions of wound applications. But the wound has not healed. So he was saying, ah, this child’s cancer care cannot go ahead because raw wound is there. So he was very distressed. And then on that day of distress, Robin, one of the, our GI consultant surgeon approached. So he felt, ah, you're my answer to my prayer. And he discussed this wound management and said, yes, oh yes, you know what we will do is we will consider defunctioning colostomy, do a exploratory Lay open fistula. We'll do an MRI, do an exploratory laparotomy, ex- exploratory, um, procedure to see whether the fistulas etc. etc.



And that's what has been done. So he made a comment to me at the end of the day, he said, you know, I felt like Fr. Gilligan from W. B. Yates poem. So Fr. Gilligan is a, is a, so the poem goes at Fr. Gilligan is a parishioner and has to administer last confession to his, I mean, he's a priest and to his parishioners.



And on one particular day he was deeply fatigued going to making rounds. And on that last day, he, and one particular day as just as usual, he's came back from, uh, his round and he is resting and a knock came on the door and said somebody else needed was on his deathbed needed last rites. So father was so distressed and said, you know, what is this? I'm not even getting a single. This body is broken. I'm not getting a single day of rest. What is this? What is it? How can fit be so cruel? etc. Just feeling sorry for himself and just dozed stuff. So he did not go to administer. So he woke up in the morning realizing that he hasn't gone to respond to this call for this parishioner.



So he took his horse and rode and when he went there, the parishioner’s wife said that, Oh, you've come again? You were with him the whole mor-, whole night, and you come again, aren’t you tired? After you, after you left, my husband passed away with a smile on his lip. Thank you so much. I'm so grateful to you.



So Fr. Gilligan, immediately after that was so moved that providence has recognized his distress. And so he was saying he who looks after planets, you know, responded to my distress and came and solved it for me. So that to me, that to me embodies compassion, that you are able to feel like that for your patient.



And that distress then was responded to by this Dr. Robin coming. So he said that's how he felt. So when I listened to that, I was deeply moved because I think that that is the ethos of a physician. 



Absolutely. And, um, you mentioned a few highlights of your experience of, uh, referring to palliative care working? Uh, were there any shortcomings in The process of accessing the palliative care? 



Yes. There have been shortcomings. So then one of the biggest shortcomings is that when we have families for whom we, especially young children for whom we want to make personalized, um, palliative care plans, especially when they move away from Kolkata. We have not been able to successfully do this. So we have had situations. So we recently had a situation where a family came to us for internal management of transfusions etc. But at the end we said, please go back to your local hospital, uh, a local hometown. Interestingly, this is also from the Durgapur. I told you previously about another child. This is a different child and w e wanted the child to meet palliative care team. But because transfusions took a long time, the palliative care team couldn't engage. Um, the child went back and, uh, later was admitted to the subdivision hospital in Durgapur and we learned from the father that the last days of the child were spent in pain. Now, that is not acceptable.



So what we want is that, so one of the shortcomings of our palliative care program is not be, to be, to be, to not be able to provide community continuation in the community. There is not a shortcoming. There is an institutional shortcom-, that is, so within the institution I think we have to now, the wherewithal to be able to address and bridge this. Where we are not able to do is continuing in the community. Because of the network is what I alluded to earlier. So this is the shortcoming that, so this is the major shortcoming that I feel now. 



Second is that I feel we still are not working. We are working on a referral mode rather than integrated mode. So it doesn't change. Yeah. So we have met Shrikant and Dr. Nihar and I met Shrikant and Gaurav on behalf of the paediatric oncology team about three weeks ago to try and carve out a plan. So Gaurav and Shrikant are working on a plan and they will come back to us and then we will review. So we need to change the way. So, um, so there are some shortcomings. But I think the biggest shortcoming is the ability to engage in the community, continue care, palliative care in the community. But wherever I made referrals to, those referrals have been handled very well, but they had been on an as need basis. I think a reference sometimes are just the tip of the iceberg in my opinion. 



Absolutely. And uh, working with the palliative care team, has it had a personal impact on you? 



Yes, certainly. So it is, had an impact on me on two levels. It has had an impact on me in one in the skill level to be able to manage symptoms because essentially I've been managing giving medicines, but not focused on symptom management. And the symptom management now, so much so that I'm able to forecast and able to predict and able to preamp. So that is the skill that I've learned by engaging with palliative care physicians. And actually the palliative care approaches are multi-fold that are quite resourceful. So many options that they can do.



And I like it. So I continuously learn from Shrikant andteam. So many options that we can do, which I have not been exposed to, I have not considered or not even thought feasible. Yeah. Number two is resilience. So the second thing I've learned from palliative care physicians is being resilient, um, so there must be, so they have been able to manage, maintain the, uh, uh, the, uh, uh, their focus without necessarily being overwhelmed by.



At least the palliative care physicians I worked with, the pediatric palliative care physicians I've engaged with both in Malaysia, in the UK, and now here. This is something I have found. What mechanisms they have used to develop this resilience? I have not unfortunately explored because maybe in my maturity in those days, I did not have the insight to address.



That's what I have seen. So they are resilient. So there must be some training or there must be some, they are taught certain skills or they may have picked up certain skills which I think they should, uh, which I think allows them to manage all this distressing symptoms, continue to be motivated and provide care.



Thank you. Uh, come to the very important part of the studies. So what are your views about referring a child with advanced cancer to palliative care? 



Okay. My views are, I'm very, very, uh, I'm very, very, uh, to me, palliative medicine and, uh, management go hand in hand because as physicians we are taught, uh, help sometimes. No, we are taught to heal sometimes, help, always. No comfort always we are told. Um, so, and palliation is management of symptoms and, uh, which is, uh, which, which is multidimensional. And therefore to me, that is, it's very important. So, uh, it's not just advanced cancer, even any cancer. Symptom management is important. So at first level one is I have to equip myself with knowledge, how to manage myriad of symptoms that happen, not just beyond the usual lactulose for constipation etc., but also understand and know. Just the management of constipation depends on the nature of the, for instance, stimulant, when to give the stimulant laxative, when to give in, uh, uh, lubricant, went to consider an enema. All this also requires some understanding of physiology and understanding of the disease process and constant reflection.



So, so it's not just advanced cancer. So at level one, I must equip myself with the skills to be able to, but in advanced cancers, uh, palliative management must be my reflex, my reflex uh, action. Unfortunately, having said that, the question is that whether I am practicing it. The answer is no. Why? One is that, um, insight in mind. So the representative for the palliative medicine care must be insight for me to access his or her immediately. So if I think about it somehow. And because of my current now divided the roles somewhat, I do not. I'm not able to immediately action. I said, yes, I must do it. I must, I must take this patient to see Shrikant and discuss.



And then, then after that, I will call, uh, I will call, uh, and then the, then the patient gets referred. But that referral is not satisfactory because I am not there at the time. To discuss. So the patient doesn't see that I am now including Dr. Shrikant in my team and therefore, so that to me is not satisfactory.



So we need to have, so we need to change the way we consult with patients, but that requires time to be carved out, which is mutually suitable. How do we do this? In my opinion, we need to have a point of continuity person who can bridge this gap and who can bring the two services together.



That is what I think we need, needs to happen. So while in theory, I'm saying referral, palliative medicine, absolutely I say this. If you examine me objectively, I would say I have failed. And this is because of this.



When you say hand in hand, what is it that you have in mind?



So when we have advanced cancer and we were looking at treatments that are life-prolonging or symptom managing. I think it is important for us to begin conversations about advanced symptoms, disease related symptoms beyond the ability of this disease directed therapy to manage. So those conversations must be had, in my opinion, it does not necessarily talk about end of life event, but it's important too. So the hand in hand in hand conversations talk about, okay, severe pain happens first line, the second line this. So those conversations must start. In my opinion, as those conversations begin, families start realizing that this is now getting serious. And I think now we are, we are now forced to confront a reality.



How were we distressing, it is the reality of the country. And I think that that is a way of telling families that we are now, we are now faced with this. So that's what I'm saying about the hand in hand conversations. When we had this hand in hand conversations, having end of life event conversations becomes, it becomes, as a matter of course, families themselves sometimes initiate it. This is my experience. Um, so that's what I mean by hand in hand management. 



And you also mentioned about inclusivity of palliative care physician or the member from the team when you make the referral, because certainly we were not there. So how do you think you can make that happen? 



So yeah, so that is a difficult one. Two things is that we are different geographical locations, so we probably, we need to have shared shared space, shared environment. So that we work together, number one, which means we need to have a shared clinic list. Uh, identify patients who require the such consultation medical team from the paediatric side and medical team and the palliative medical team, uh, palliative team makes, make time and we have a joint service.



I think this is very important. Two, two benefits happen to this. I think then, uh, our conversation because how conversations are, first of all, the patient have, have built a relationship with us. So the patients then start including other physicians and other team members in their view. Second is that the conversations are managed because it's easier for the palliative team to see at what stage of the conversations we are in terms of the life of the, of the disease trajectory, and then use that to push along the conversation using the expertise rather than explore and in some in ways which is likely uncomfortable. So ‘Aapka bataya gaya tha ki yeh…’ so that is not the way to, so they can speak up because, uh, from the conversational cues that, okay, we are still very early in our dialogue. Okay, so maybe this is how we need to push the conversation along.



And then at team meetings we need, then we have to have debrief meetings. So we need to have pre-clinic meetings and post clinic meetings to say that, okay. You know, I think guys, I think. Now, what? How are we going to do this? That to me enriches the care for patients and I think that's very important. 



So what are the things you think facilitates a referral to palliative care?



So I think facilitating referral to palliative care, in my opinion, is the most important thing is having the right, having people who are visible so that, so there must be a, in my opinion. A person point planted inside, whether it comes from paediatrics or comes from palliative medicine. That person must be there, that must be a point person.



How do we do this? There are two ways of doing it. One is we develop a module in paediatric, uh, in paediatric medicine training where a physician fellow rotates through paediatric medicine. So we have a point of person there in paediatric medicine discipline. Second is that we have a named nurse specialist or a posting paediatric, uh, palliative medicine fellow posted who becomes a point of continuity. In my opinion, it is better done through a clinical nurse specialist because he or she can provide longevity in terms of continuing to, in my opinion, that is the pivot point on which this shared dialogue then gets sparked.



Otherwise, I find it difficult to bring the two teams together. There must be a pivot. And I think a person has to be pivot because somebody, somebody who is at a nurse level, in my opinion, a nurse has got the especially clinical nurse specialist has got the seniority, the understanding, the maturity and the certain, um, finesse to be able to bring about this.



So there is now this, this lady called, she, she, what’s her name, she, she, Shupa? She, I forget. There was a nurse, a clinical nurse specialist in palliative medicine. She is very good. She, she was previously a senior nurse in the private wards and now she's moved to palliative medicine. She is very good. She can pick up cues very quickly from, she will tell, you know, when you come to the, you know, this patient you know slightly on edge after the conversation yesterday, slightly on edge.



I think you need to go and there is some, some unspoken fear in this family. Yeah, I think you need to go and probe a bit. I am not able to get it. So that makes me, that's very valuable input. And that requires, in my opinion, nurses are better than physicians picking this up. Somehow, nurses have the ability to dig out this. Families are more comfortable. Sometimes they feel a bit, there is a Gulf sometimes imagined or real between physicians and yeah, so, I think physicians and, uh,.



Why do you feel like that?



No, it is, it is, it is, it is self-imposed, in my opinion. The families, uh, there is still this ’Aap Bhagwan hai’, know that kind of, uh, yes. That kind of deification of physicians still happens. Yeah. So that, so, whereas nurses are thought to be more, uh, you know, peers. Professional peers. So that I think, that's why I feel it has to, it has to happen through, uh, and having a very perceptive nurse is as a boon. It can be transformation. So often these transformation happened because of one person.



And, um, are there any other facilitators that you can think of that would facilitate a referral for palliative care? 



I think the second facilitor is training. Training of our fellows. So training of our fellows, so our fellows need to go to the palliative medicine unit and see, pick up skills and understand, see things from the eyes of the reverse, the see the eyes gaze from, the eyes from the view of the palliative medicine physicians and the unit. Then they become very sensitive. So that's a second facilitator in my opinion. So these are the two, in my opinion, strong points, which will then bridge the gulf. 



Do you think are there any factors that hinders a palliative care referral? 



Capacity. In my opinion, the biggest hindrance to this thing is his, uh, it's the, so with the best will in the world, one has been 24 hours a day, and one has only so many people resources at your disposal. So my expectation of a certain sort of a child may have a dynamic, Some abdominal. So often we have had children who've got vincristine associated autonomic neuropathy with severe abdominal which is very colicky. Normally to manage severe intermittent colicky abdominal pain, It's not, it's a big challenge. Sometimes the child screams with paroxisms of pain. Sometimes it becomes quiet. Continuous morphine infusion sometimes doesn't help in that situation because it's a, there's no baseline pain or maybe there's a deli, but then there is sharp spikes. Which adds spike and that causes great distress. And this happens also with this condition called haemorrhagicstitis for severe acute pain happens because the bladder gets distended with blood clots.



So then in such a dynamic situation, I want a palliative medicine unit at my beck and call to help me hold my hand because I don't know how to, I mean, I am myself distressed and I feel helpless now with the best will in the world that that capacity gets limited because that's an expert area, which requests expert, uh, inputs, but not able to, they're not able to provide at the site at the time of need because limited resources only. That much only you can do. So that's when you find that, uh, so it has to be capacity. 



Are there any other factors that may hinder palliative care? 



I don't think so because once we address the problem of awareness and training, I don't think those will be hindrances. Um, awareness and training in my opinion, uh, less, uh, uh, uh, bridges that are easily, uh, uh, you know, uh, gaps that are easily breached. Where I think the problem is, is capacity and institution, the institution must, they must be institutional support for this enterprise. It cannot be it. The institution must think this is very important. I must do. And the institution has done it. That's why the hospice services are there. But that in of itself is still not enough.



The problem is that when you start something, you build something, expectations grow, then you cannot say, okay, I you, I will leave you like a Bonsai at that level. You cannot. Organically, that thing has to grow and mature to its natural potential. So you're encouraged into this, then you cannot withdraw support. You have to continue encouraging. You don't say, I can only give you support until this. Now you've to make it. So the institution was continuing investing because this is a very important area of our care. And increasingly as we age, cancer is going to become a problem, increasing problem. Palliative medicine has to grow hand in hand. Our ability to provide a curative management is limited, and we’re prolonging life more.



So symptom management, it comes even more important to us. So in my opinion, palliative medicine is a very essential service. And palliative medicine is not just management of physical symptoms, it's also management of the emotional symptoms. It is management of spiritual distress. Yeah. And also logistics. For instance, a child or family may want to know how do I settle the resources, will. You know, how do I, uh, so sometimes you may have to provide, you may have to give additional advice on these things also. Yeah. So it must be a comprehensive service and you must network with the people outside, In order for you to do. You may have to provide syringe pumps that can be given subcutaneously to manage pain locally. So all these things must be done. So it is a big enterprise. But, uh, in, for a penny in for a pound. That's what I see. So the institution must feel that way. That is my, that is my hope. 



Absolutely. So what are the, some specific conditions where you think it is important to refer to palliative care? 



So, uh, Specific conditions means symptom conditions? 



It could the symptom, it could be cancer, cancer types. So then, certain population. 



Okay. So the most difficult, uh, end of life or symptom, uh, advanced disease, uh, in my large wounds from soft tumors, this is a particularly distressing. So a solid tumor, which cannot be receptive, which cannot be irradiated, which cannot be chemotherapy managed, and largely fungating.



The child becomes an outcast in the family because it's got maggots and smelly wound. This was a big challenge. In my opinion, even when I think about it, I feel very distressed. It is a terrible way. I would never wish that on any of my. On anybody. So this is an area of great and necessary solid, advanced, solid tumors where curative managements have been exhausted. They can be dis figurative, and they can be, they can, they can cause stigma. 



And, uh, how do you think palliative care helps in these situations? 



So I find palliative medicine, they're very resourceful. So what I find is that palliative medicine and the, because palliative medicine is a family centered discipline, I find, so palliative medicine also strengthens the caregiver in being able to respond to this.



So when the caregiver is strong or when the caregivers, uh, are strengthened, even the, even the person experiencing that particular, the caregivers are able to provide a safety net around this person. And therefore, even though they may not be much, that can be done. From the medical point of view, the experience, the suffering is not there.



Suffering ultimately is an experiential state. Suffering is not there. So, this is how I find palliative medicine strengthens. Also, I find palliative medicine constantly, I find uses many, there are so many things I find, which I continuously read in the, for wound management and another, for instance, using honey, using metronidozole on wounds to try and prevent smelly wounds. So many things that the, which are not taught in routine care, routine, a routine instruction, or in surgical route. Nobody talks to you about these things. So you have to figure out when you, when you join a specialty that actually you have this whole panoply of approaches that you can use. Very creative, very resourceful.



So I find palliative medicine like this, a bit of a ‘jugaad’ science because you constantly are innovating to try and find what is best for your patient. So that I find, and that ‘jugaad’ is unfortunately something that I am insulated from because I don't engage. So this is a, I find palliative medicine, to me, palliative medicine is a very important science. It's a key science. 



And you just mentioned about the word stigma. Do you encounter that quite often in your practice? 



So stigma mainly comes, uh, it's not so often. I find stigma mainly comes from advanced tumors where, um, where, uh, families either become very distressed or the living with that, with that person with becomes impossible. Stigma, you know. Yes. So the other point where stigma happens is ignorance. There is, you will be surprised to hear that there is a fear in the community, even among educated communities, that cancer may be transmit, transmissible. So I have difficulty in rehabilitating in, uh, for physicians, for children who have completed cancer care or ongoing cancer care to return to the schools. Sometimes I am asked by parents to suppress this information, which goes against my ethos. For parents, that is the school that their child desires, and that is the, all the school that they want.



But they want me to use creative language. I have refuse. Now, if I refuse, I'm letting them know. But if I say yes, then I'm not being true to my principles. There's a problem. So if I tell I’ll come and educate, that is not going to happen. Correct. So this is a problem. So in the larger community, there is this unspoken fear. So this is another problem. 



So I feel that as an institution. So what are, how do we address it? I think this will be addressed in institution level. We have to have health education days. We have to have engage with local broadcasters. We have to have open days where we open our hospitals. So when patient, we have so much for footfall. And patients come into  we must have exhibitions. Okay, this is what we can do. Cancers aren't transmissible, cancer is Curable, cancer is treatable, cancer is preventable. See, this is the motto of TMH. Uh, lung cancer is preventable cancer. So those messages have to be transmitted continually, uh, to, uh, we need to go.



So when I went to St. Jude which is a St. Jude Children Research hospital, I find these positive light giving messages constantly saying to the public. So there are exhibitions where people come and see cancer care, but what all can be done, cancer, how it was, and now where is it? So healthy lives can be led. There is an entire wall where children treated through this institution and now gainfully employed in another place with the testimonials, right?



So this at a societal level, we have to make an impact. This maybe drops in the ocean, but there are significant drops. So, for instance, Tata medical center may have to take a slot every month, every three months on the local radio station or write a column in the newspaper saying that you know, cancer care, this is, we need to have probably exhibitions or hospital days around a certain team. So these things, I think this has to happen at an institution level where, so at least within all, we may have to adopt certain schools. Where we go as a team and talk about cancer and early obesity and uh, no, we, we talk about cancer or we take some of our patients along and introduce them. So these are things that can be done. So, yeah, to address what is  destigmatize, but a one, this requires concerted effort. Otherwise, they only becomes aspiration. 



Okay. And are there some conditions that you cannot consider for palliative care?



I cannot think of anything. I can not think of anything. The only situation where I will refer, not consider not referring to palliation is frontline management. That is when I feel that this referral mentality to palliative medicine should be stopped. Palliative medicine must be considered to be an integral part of clinical practice. That means I must have a palliative medicine mindset even as I manage curatively because I must palliate disease  symptoms.



So I must equip myself with knowledge how to manage symptoms. I must not just called up Dr. Shrikant and say, you know, I had this neuropathic pain. I mean, say, you know, I'm not sure whether this neuropathic or I need some expert and know I am struggling. Would you come and have a look? And then when he assesses, I teach myself in CPR. Okay. Ah, okay. So based on this, this is why you say this. Okay, so the next time I will do this, and then I can call him and say, look, you, I've started this patient on this and this medicine. Can you come have a look later? So that must be, so I don't want to have this reflex mentality saying call palliative medicine at any symptom.



So first time I must integrate. So, so then palliative medicine is truly called only for expert management. And symptom management should be an integral part of my armamentarium. That's what I want the mindset to change. 



So when I said the situations when who may find it, uh, difficult to refer in terms of family saying no, or if there are places, I know where institutions have some policy where they do not refer to palliative care?



I have not encountered, encountered that in practice. And normally when I as a physician can recommend this family, families accept unconditionally. 



Okay. So I'm coming to the end of my interview. Can you think of an experience that has been very positive when you refer to palliative care. Any, can you narrate an experience that you have made an effort to palliative care and come out very good?



Yes, certainly. So this is Dr. Gaurav involved in this. We had a boy who was in the midst of curative management for acute lymphoblastic leukaemia. He was supported by his father who was a tailor. And the boy is a cricket player. He's a, he was at that time, 14, 15 years old, strapping young lad, um, and he had been christened, uh, as part of his treatment and experienced severe neuropathy with bilateral foot drop and bilateral wasting of hands.



He had, uh, he, he was, uh, he was completely bed bound. He had to be assisted in activities of daily living to go to the toilet by the physiotherapy team and he had severe disabling, uh, pain because of the neuropathy. So he was in hospital for a long time and he was stick and bones after being a strapping, well-built lad who was playing cricket as a fast bowler.



So palliative medicine is involved in managing his neuropathic pain. Palliative medicine was involved in managing his, uh, in coordinating his physiotherapy. So there was a strong, constant conversation in physiotherapy and on, on how much, because you see, because he had pins and needles, it was difficult to know how much to, how much, how to balance the exercises against his own disability of sensation.



Palliative medicine was involved in teaching the father how, to cause the father started to somatic symptoms lifting this boy cause strong, how to, you know, uh, so coordinating the, coordinating his physical rehabilitation and coordinating his symptom management and, uh, marshalling the psycho-oncology team to provide him emotional support. So Gaurav was there as one of the, so he was a fellow at the time. Big difference. 



One, was this experience is memorable for you? 



Is it memorable for me because at the time it was despair. This father despaired, the boy despaired. He's an adolescent boy. Uh, and uh, so the despair is written on his face and there is this feeling that, you know, this is the end of the road for me, even though he's in curative management and reacting to that, this father who has given up everything. No, to be with this boy, despite such severe resource crunch. He was supported by his teacher. His teacher used to come who used to give him Hindi tuition used to come. Support him in the, uh, what is that in, uh, giving him moral a, I mean, giving him, giving him encouragement.



So this father just stuck to it. So that, in my opinion, was because of this. Again, this father had many opportunities to derive sustenance from, from the ward, nurses, from physiotherapy team, from Dr. Gaurav, from uh, the, uh, Dr. Shrikant and, uh, from the medical team. So he used all those resources to his, and because Gaurav was engaged constantly in addressing the symptoms and giving him feedback. Okay. It's still not good, so do this, do that, using many resources to try. And so there was some things that father could do every time. So rather than being despair, rather than feeling helpless. With the disability, there was something that the father could continuously work towards. It was a very positive experience.



Now he's completely, he's completely, treatment has finished, completely recovered and fully back to full function. What is the remark? I mean, I couldn't believe it with the wisdom of foresight. I mean, which I didn't have at the time. I would have, I would have felt, I thought this boy is going to die of, of, uh, you know, just because being bed bound, getting an infection is going to die. And it's basically, it seemed to have given up on life. It was a very, to me, a very memorable experience of how multidisciplinary care can be transformation. 



I think it's a very moving story actually. But was there any experience that you had was a negative experience?



Yeah, definitely. Palliative care, that has been a very negative experience. Yes. Uh, not so much because of referent, palliative medicine, but because of the entire team dynamics. So I'll tell you this story. So this was in 2015. So this is a child who experienced acute lymphoblastic leukaemia relapse.



Now, in those days, we were not sufficiently, um, focused on trying to have disease directed management for relapsed ALL. Our focus was on curing disease at first presentation, but when relapse happened only palliate. And this is where I find that we had communicated to family that disease has returned. At this point in time, there's very little we can do.



We will focus now on keeping her well and managing the transfusions. The family was not ready for that. The family's not ready, absolutely not ready. That's not the message they want to hear. They are not ready to give up. So at this point in time, what happened is that the referral to palliative medicine was made, but that's not what the family wanted.



So the medical team, so here the fault is not the palliative medicine's fault, but the medical team did not work with the, didn't, did not have sufficient, um, enlightenment or understanding to see that the family is not ready to go down this path and therefore modulated responde. Number two is, in this case, the palliative medicine team uncritically took the viewpoint of the medical team and said, okay, let us now continue manage the symptoms. Rather than saying, okay, I don't think this child is ready. I think you need to rerun. So it is afterall, a partnership. Referral is not just a referral for service, but referral is also to use your, so, so here is what happened is that the child then developed, so the child was not managing the disease directed manner.



So the child was kept in the ward because the family was, to manage, uh, low blood counts and low platelets, very quickly developed an accelerated disease of unknown nature. Whether the child had an, uh, central nervous system infection or a central nervous system leukemia, or whether the child had an Intracranial bleed is uncertain, but very quickly had neurological symptoms and became, uh, consciousness, uh, disordered consciousness and almost lost time.



So at that time, in recognition of the families requesting that, you know, we need to, we started some disease directed management. To me, this was a complete, complete resident whole not to, how, not to manage it, how not to. So when a family is not ready, then there's no point thrusting life limiting or you know, end of, uh, you know, symptom management, symptom management is important, but they want disease directed management as well.



And of course like Shrikant always says disease directed management is the best way to manage symptoms, so that has to be recognized and given to the family, even though even if it's a non-curative mode. Now with the wisdom of hindsight, I would say that that's what I would have done, number one.



Number two is that when reference is made, then there is the most important for the palliative care team to say, look here, I think no, back on, no, I know you made a referral for this line of management, but I think, you know, in my conversation with the family, I think the family is not ready. I think we need to rethink.



Otherwise, I think this is going down. This is, I think we're, I don't think we had the family on the same page. So this critical input is necessary. So referral is not just for service, but electrical source for input on what do you think is right for the child. So that is what I want to say. That was a negative experience, but there was an active experience because I think we were both the medical team and the palliative care team was both in its journey to evolve his own approach. I think now, hopefully this Epic experience will not be repeated. 



Yes. Is there anything that you want to add apart from what I have already asked? 



No, I don't think so. I think you have given me an opportunity to ventilate matters which are very close to my heart. It is often naughty, not, it's not. I don't often have the opportunity to share in many of these deep thoughts in my mind. So I think I'm very grateful for that. Um, in my opinion, uh, I have said all I want to say, my opinion, I think, uh, it is a very privileged position that we as physicians occupy. And every, and therefore, I think we need to be very mindful of this. And somehow in our practice, we need to transmit it to our colleagues. So that it becomes a culture that I think is very important. An institution is not just competence and capacity but also must have the culture of care, very important for an institution to be able to deliver quality. That leads on my sort of closing remarks. 



Thank you so much. It was a wonderful interview that I had. I’ll stop the recording.



-End of recording-
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I start with the first question, so can we talk about your work that involves managing children with cancer? 

I set up the paediatric oncology department in MNJ hospital, right now there are about, 80 beds for children with leukaemia and solid tumours, and also a 10 bed ICU, that's where we started working with the children, it's a 10 year crossed, the department is 10 years old in MNJ. Most of the children and families come from a very poor, Background, and all of them are treating under government insurance scheme. So the hospital, the kind of children there are seen mainly late diagnosis, and those that have been refused by many other hospitals in the state. So it's like the last resort place that they come to, so solid tumours many are in very advanced and even the haematological malignancy that we see are very high risk children. 



So how does a typical day of yours look like in a paediatric oncology practice?



So will be talking about what I did in MNJ. May I would be doing round between 9:00 and 11:30. Uh, where had I have seen all the patients. We have two wards there, so the haematology ward and the solid tumour ward and after that, again, children would be looked at around two o'clock when the blood reports came in, there who needs transfusions and things like that and that's how it was structured. The hospital, even now there are about at list one person, one medical oncologist who sees all the children in the morning, one in the evening, rest of the time  managed by MBBS doctors. 

Oh, and you just mentioned about patients presenting late in their diagnosis and presenting with a very high risk in haematological matter. How do you handle those situations? 



So, in MNJ , what we, um, so the program when we started, and  even now, our cure rates are not very high, which might be different from, and. Established the childhood cancer center. Um, so, um, I would say our cute rate maybe around 30 to 40%, and, uh, the induction mortality rates, also for the leukaemia, will be around 20%, uh, so quite high. We used to have a lot of treatment abandonment where they would stop treatment halfway. The last two or three years, we have not seen a lot of that. So what we do, what we tried to do in MNJ is along with our palliative care team, was to involve the team right at the beginning of the admission so if, uh, especially, uh, usually, traditionally it's like end of life Palliative care but what we we tried to do, there was patients with blood cancers the children who came with blood cancers, usually leukaemia, they have a very high, um, tumour burden and pain also. So, bone pains, children can't stand, um, because of the pain that they're having. So right there we were involving the, palliative team to take care of the pain management for children at the time of presentation, even though it was a curative, uh, treatment. Also for children who were having shortness of breath from pneumonia or from sepsis (4:5) of any cause, because MNJ doesn't have an ICU, uh, which is functional. Again, there we have an active involvement of the palliative team. Uh, so that did, is at least a symptom relief because we have not able to put the children on ventilators, uh, sedate them and manage them that way. So while we are trying the curative part, I think the focus was also to see that their symptoms are not so high. We would take help from the palliative team for wound care. For children if they, uh, because Ewing sarcoma   abdomen sarcoma, especially in the head and neck area, large tumours or brain tumours with paraplegia and, bed sores, so the palliative team was involved right from the beginning to take care of the children for the symptom management and also for some amount of counselling services. So this is at the time presentation. In addition to that, when we see children, um, towards you in a relapsed setting, even if they're getting a treatment or chemotherapy, uh, the, we refer the patient to the palliative team so that they would be involved right from that time. So even though the child is on active treatment in a relapsed setting. The goal was to refer them to the palliative team, so that treatment didn't work, that salvage therapy were giving. The family would be prepared and that would be an end of life plan for them. 



Thank you very much. That was very useful and, one of the things just Take things from what you just mentioned. So you found that the cure rates are low, ranging around 30 to 40%. Uh, you think that, uh, is one of the predictors because low cure rate in an Institute as a predictor for palliative care referral. 



See, I think for children and cancer if, so if you have to begin to do like, AIMS or TATA memorial there are two types of patients who go there. One is patients, who go from smaller cities and there are willing to stay there for the entire eight months, take the treatment. So this is one kind of a patient population was very. Committed and willing to go all the way out and take treatment for their child. And, so when their numbers always look better than our numbers because here we are again, getting those who don't want to go there or who can't go to places like that. Those who are not able to go even to the better centers in Hyderabad. So the type of patient population we get is very different and that is why probably we are seeing a lower cure rate when we wanted to put our palliative and paediatric program together. Uh, and we also have a hospital where the infrastructure is not very great. So we are nurse patient ratios (7:27) like one is two 40 in the afternoon or night time, the daytime one is to 20. There are no DM medical oncology students around the clock. Um, and even the MBBS are very poor trend and they keep leaving every six months. So if I were a doctor for six months, then you will find a PGCT to (7:49) will go, then another person will come. So all of these, I think lead to the low cure it. And I think many of the smaller centers. Which don't have established, uh, children cancer or recognize paediatric oncology is a separate department at a facility, are going to have these low rates in other country. So you will have one, uh, the Rajeev Ghandi or American oncology  Institute where the cure rates will be equal to the Western world you will have your AIMS and Tata Memorial where your cure rates are in the 60 to 70%, or maybe even better. And then you have the MNJ kind of a centers not so well established paediatric centers struggling to exist and they are the curing rate going to be 30 to 40%. So that recognition that even though children have high cure rates in many centers in the country, the cure are not very good, I think is important. And, um, that many childrens are going to die from this, uh, illness. Uh, so integrating palliative care right in the beginning, I strongly feel is, uh. Needed at least the symptoms have to be relieved for the child. What we noticed when, when we did this integrative service at it’s speak right now, it's a different story which we learn in MNJ was that a family came back for treatment better there was also perception from the family side that they were being taken care of better because usually when you do, um, uh, the treatment as a medical oncologist, I'm saying I have to give that antibiotic pressure support ventilator. So I'm discussing treatment and the palliative team is actually discussing quality of life, which is not done so much by the medical oncologist where there is such a high burden of patients. So having the palliative care team or a strong counselling team, where the focus was on symptoms as much as the child getting better. I think helped in the perception that they were being taken care of and it's a place while it's very busy. It's a place that they can come back. Uh, so, uh, I taught that made a difference to the way we were running the program. 



You highlighted this point that they come back. So you felt that integrating palliative care with paediatric oncology, made patients and their families more comfortable that they could come back versus just the paediatric did you fell ?



 That’s what I have felt Because of the focus on symptom care so while I might…..I have some medical oncologist. If I see a child with mucositis and I’m thinking more anti fungus I’m thinking more oral care I’m not thinking so much about pain relief. I'm thinking, okay, the count is 500 now in another four days, it's going to become 12,000  style is going to get better. So my focus is on preventing infections for mucositis and giving the right antibiotics and getting through that four day periods .as the palliative care team, their focuses is on child is not swallowing properly. As a medical oncologist, my focus is, let me put the NG tube and get the feeding in. As a palliative care to get them to focus is how can I get the pain better or the charge. So that perception, that way we look at the same problem is different. If I see a child with leukaemia at three years old who comes in pain and the mother tells me that the child is not able to stand up, right? So my thing is, okay, I'm going to give steroids in four days. It's going to come down. Child will get better. I will write some you know paracetamol syrup or something, whatever I think. Nobody writes, usually more than paracetamol in the medical oncology world. And yes in a week to 10 days as the tumour burden is coming down, the child begins to sit down and stand. But the palliative focus is different. They're trying to see how to get the pain down. You've been doing that, uh, acute phase. So I think that manage works quite well as long as both the teams are speaking to each other. 



You also mentioned involving right at the beginning, so can you elaborate more on that matter?



 So, um, same thing that, uh, at least in our setting, uh, the understanding was that the cure rates are not high . And I don't think beyond the particular point they're going to improve having a palliative team, uh, so that, uh, the patients understand, uh, their prognosis and what is going to happen right at the beginning is important. Second is, like I mentioned, the symptom relief that comes by having palliative right in the beginning. Uh, these are the two places that we, uh, focused on. 



Also you mentioned, uh, they should be referred even when curative treatment is possible can you elaborate more on that? 



So……Traditionally we think of  palliative as end of life. So I finish all my treatment and then I refer the child. And that's what we were taught even in, uh, during our training that palliative care is when you expect the life, uh, to be less than six months. Life expectancy is less than six months. That's when the palliative care services kicking (13:22). Uh, but here, I think that in, uh, involving the palliative care beginning for symptom relief, for counselling services, uh, for, uh being there with the medical oncologist in treating the patients definitely makes a difference both to the treatment abandonment rate.



And probably do the cure rates also. We never looked at the numbers, but I feel that it has to be done right in the beginning. Um, especially in these kinds of settings. Now, I don't know in, uh, um. The well of centers, how, uh, how it would apply to them, but in, uh, an MNJ kind of a center, I think involving them in the beginning makes a big difference to the quality of life of, children.



Okay. And you mentioned about in your training, you've been taught about the traditional model and at your work place like MNJ you're following an integrated model and the manager's working quite, better (14:28)  can you explained bit more how the transition took place in  you, 



in me? . So for me, I have always been a believer in palliative care. And I think the main reason for the transition was the symptoms that the children were having and again, saying the same thing that our, um, modalities were quite high so in fact, in the beginning in MNJ , the first thing that we did for our  paediatric program was to take a palliative care nurse because we didn't even have a paediatric program in the cancer hospital, the children were being treated in the children's hospital and they would come here to get their chemotherapy written and the paediatricians would administer it. So we saw that a lot of children were not getting better. So one of the things that we did was to have hire a nurse for paediatric palliative care. So that's how the paediatric programming in MNJ started and it is also probably because we had a very good MNJ palliative team. Uh, so. That's where the transition, um, began. Uh, and then, from there, it, it was kind of an automatic decision that whatever we are doing, we will be doing it, together so making sure that, uh. Bring down the treatment abandonment rate. Families are to feel that they were being taken care of. And in that setting, that could happen only with the curative and palliative teams working together. So for me, as a medical oncologist, I think the _________(16:05) treatment abandonment rate would come down and with time I realized that it does make a difference. So, uh, and that it is also safe. Uh, so that perception is different for different, uh, oncologists. But, uh, I was quite a shock when they were giving morphine to two year old or eight month old or one year old on how can give morphine? How can we monitor these children? But it has been, uh, very safe to do that. To see the Symptom relief I think that was the most gratifying thing that you were making that child better and the learning that not just pain, but another symptom was shortness of breath and I didn't know that there could be an effective treatment for shortness of breath with the help of the palliative team in an established set up, these children probably on ventilator care or NIV and even there I think you need some kind of a help for symptom control. But in this set up with, uh, they were having so much sharpness of breath, having that morphine and a little bit of steroid to bring the symptom down. I, I think that's where it changed. Um, the effectiveness of their pain control and the shortness of breath and dyspnea (17:25) control was something that I was not aware of and I found it very helpful for the check. And also for mucositis. Now when we are giving high dose methotrexate to children and they have this mucositis, uh, I feel that they do a much better job than the oncology team doesn't taking care of those symptoms. 



Excellent. Thank you. So you mentioned. The next question was about the scope of palliative care for a child with cancer. And you mentioned a few things like symptom management, like pain, shortness of breath, mucositis, Wound care also you mentioned about family coming back and less frequent abandonment. Are there any other things that you would like to think about the scope of palliative care for the child with cancer?

 I think other than this, we also use them for, children with brine tumours. Uh, so, uh. Their where families needed to be taught how to take care of the child at home, if they are having any neurological deficits, uh, children with para paresis. Uh, so even there, um, I have  find that the palliative team was more effective than the medical oncology team was in terms was in terms of that kind of care.



Okay. Okay. And are there any, uh, role of, uh, palliative care for the families of the children? The parents do you think how the palliative care preserve over their lives?



 So, uh, again, like I said, the perception that the child is being taken care of and, uh, the perception that they are also being, uh, taken care of. So for some time in MNJ we couldn't because of lack of resources with the help of the with the help of palliative team, we did play therapy for the children, and we also did a lot of sessions for the parents, support group sessions for the parents. Um, and, uh, I think that that was a helpful, but as such, we didn't focus so much on the parents in on therapy  children (19:45). 



So can you please talk about some challenges that you face when looking after the children that advanced cancer? 



So, with respect to palliative care?



 As in your practice, when you are looking after a child advance cancer what are the common challenges?



In MNJ the major challenges, lack of infrastructure and lack of staff. So, uh, we, our program there is about eight years or now and to start with, we didn't even have a machine to check electrolytes for the child. So from there we have to start the leukaemia and immunohistochemistry. So there is nothing in the hospital. So each thing had to be developed to, uh, holistically treat both from a curative perspective and from a palliative perspective. So I think the lack of infrastructure was a major challenge. Lack of specialized nursing care. So in hospitals where the nursing staff is always rotating, so every three months and other staff comes in again, you have to teach them from the beginning or does curative or does palliative that they should do both at the child has to be taken care of. And then again. A new, and even today, the problem is they so that changing in nursing staff. So it's a, I feel that even if the doctors are oppression is high, if you have a trained group of nurses who will stay there for at least a year  or two. Then there is so much more that you can do for the palliative side. Also, we have the same challenge is that they would take a nurse, they would stay for six months, eight months, and then they would go and other nurse would come, all sudden. Paediatric palliative is different from adult palliative care. So the doctors’ adult palliative doctors are not so comfortable treating, uh, children. So because almost six years to find a palliative care physician who would stay with the hospital, with the program, now spandana is there for the last two years, um, and be comfortable treating children. If not, it would always be, they would be asked. Narrows as viewer with the morphine's and the doses and oh the baby you know it’s a small how am I going to take care of? So finding that staff that will, that is trained and will stay is, I think the biggest challenge that we have faced. And we continue to face today. Um, the, and even the staff that we have. The patient, the doctor, spry the nurse patient ratio is so high. I know. For one nurse, you're having 30 children. Uh, we tried to do a checking pain score for the recharge and to have some kind of an automated thing where if your score is more than seven, there'll will be an automatic reference to the palliative teams who gave it back to get our nurses to do the pain score very challenging, and they would say, so many patients where when can we do the pain score? And we can't do that. So, um, that I think was staff is the specialized staff trained staff who will stay is the biggest challenge. 



Thank you. Other than the child specific challenges that you have seen or looking after the child with advanced cancer.

Pardon me?



Any child specific challenges like barrios? Is that coming from the child? 



From the chart I think. Younger children in a way easier to treat because of their lack of autonomy more than anything else, so they're not really asking their approval when we are doing treatment. Um, with adolescents it was very difficult in our setting to treat and to make them come back for treatment. If you had a 13 to 21 age group. Um, children that we were treating, the challenge was to get them to stick to the treatment in an environment like that. Uh, so like I said, the eight year old doesn't have much choice to parents, but a 14 year old when he says. I'd rather die than take treatment. I don't want it. It's very difficult to do convince them for the treatment. So, uh, where we don't have the clients. So every third day we are pricking them for a blood test. You are in general ward setting where you have about 30 children in the same room and the child you are talking to for the last one month to suddenly no more. You know, these things have a greater effect on. That age group, so the 10 to 15 year olds …... so that with the adolescents, that was a challenge and we did not have, and I don't think even now we have the capacity to. Come to them or talk to them, that kind of training that is needed, uh, to talk to them. I don't think we do. So that was a challenge. Abandonment rates are always higher in adolescence compared to the younger children with younger children the problem, um, uh, has been, um. To give them a pain free experience in terms of drawing blood and doing procedures. Uh, again, because of the staff challenges where we are not communicating with the child, we are always communicating with parents. So you're going on rounds. Uh, you're asking the mother diarrhoea, vomiting, pain, and then you're telling something and many doctors don't even say hello to the child. You know, you examine the child and talk to the parent. So that was something which we, we tried to change, but found very difficult to change with the staff. 



And one of the things that you just mentioned is. There's a difference between probably the adult palliative care physicians taking care of the children, compared to a paediatrician, the palliative care experience taking care of children. Do you think that has an impact on referral  or impact on how palliative care is providing (26:31)? 



Definitely. Um, because. I need the palliative physician to be confident about what he is doing. So if both here and there groping in the dark about the morphine dose and wondering if it is going to be okay or not, then it is going to be difficult. So, uh, as it is, many of the centers, uh, who are treating children. Are adult oncologists who are doing paediatrics, this kind of centers and talking about, so, uh, if we have to integrate palliative care, the palliative physician has to be an extremely confident physician who needs to know the treatment, that he is giving the fluid challenges, that he has to do the morphine and he needs to be, uh, the person has to be strong in saying that this particular side effect is not from morphine. So, because that is the perception is that, uh, that constipation is from morphine and that will cause some anal Fisher and then an infection later on for the, uh, child, or they'll be an altered mental status or that the respiratory depression will be there because of morphine. So you need to have a doctor who is comfortable giving their dose and knowing what the side effects will be and managing them. And, uh, if that paediatric training background is not there, then it becomes difficult for palliative physicians also. Because they are also, um, most of them are anaesthesia doing palliative care in our country. Uh, so it that strong medicine background is also lacking. So with that, it becomes a very difficult. 



Okay. And also you mentioned about having an automatic trigger, like it pain go more than ________(28:17). You just explained bit more about how does it as an_________ (28:22)



 So we wanted to do that and when I was there it worked, but it was very difficult to convince my colleagues to do it. Even now, they remain skeptical about the role of palliative during the curative setting because the worry is that, uh, that morphine is interfering with the, uh, with the ability to detect symptoms so that the abdominal pain is going to be most because of the morphine. And I don’t know if the child is getting worse, or there's going to be respiratory depression and then the child will die because of that. So to convince my colleagues to do palliative care has been really appeal, uh, task. Some are a little more convinced than the others, but everybody has their, uh, apprehensions. I don't think, uh, I know even the best colleague that I can think of in MNJ has had apprehension, support, uh, the integration. So, uh. So I think that is being the major thing now coming to this what I felt was that there should be certain criteria which would have an automatic referral to the palliative team. So if you felt that a child is on a curative treatment, but the prognosis, the outlook looks grim because of sepsis or whatever the reason is, uh, are the time has gone with the WBC count of five blacks right at the time in the beginning, then the mortality rate is going to be very high in the first two weeks.



So that should probably be an automatic trigger to call the palliative team in. I also thought that and still think that nurses who are no more in tune with what is happening to the child because they are seeing the child every two, three hours. And they should also be… They should have that. Uh, uh, well, a permission to call for a palliative referral Uh, this, I think is because of my, maybe my training in USA where the nurses are the biggest advocates for the patients. So if I went for rounds and if a child or adult was in pain for more than 24 hours, I would have it from the nurse the next day. You know, be like, doctor, what are you doing? How come this child is not getting better? How come this this person still in so much pain, you know, all like he was moaning and groaning and you guys did nothing. So that would be how the nurses would demand that that particular symptom be taken care of. So that nurses have to be taught to be advocates for the patient's pain and symptoms, and maybe at least have the autonomy to talk to the medical oncologist or to the physician to say, Hey, the symptom is not being taken care of. Also, if we have an automatic trigger for referral for a particular pain, then we are taking care of that symptom we are also wondering why that symptom is still existing. So if you have a symptom of a pain score of four and below. Then at least there should be a trigger where you at least paracetamol should be there for the child between four and seven you wanted to Tramadol more than seven. You want to do morphine or you have to at least start thinking about what am I going to do about this pain? Yes, I'm treating the infection, I’m whatever I have to treat but what am I going to do about that symptom that the child is having? So that trigger should be to for a referral for the curative team, for the palliative care team It should be a trigger to discuss with the curative team on what is safe to give for that child. So they should be talking if a child is having severe abdominal pain, some eight out of 10 and I am suspecting _______ (32:26) and I have started on antibiotics, the palliative care team should be able to discuss with the curative team on can I give this medication for pain relief?

And they should be able to talk about that. 



Absolutely thank you very much so you have been referring to palliative care in their manager, so can you just explain your experience of referring or making a referral there. 



Hmm so we, in the MNJ for the past five, six years, we've a paediatric team where there is a nurse and a counsellor and a doctor who make rounds in all the wards in the paediatric ward in MNJ .



So I think that referral was for most part when I was there and automatic. thing (33:20) what I will talk to you about is the change in the referral pattern that has happened in the last two years, two to two and half years after I have left MNJ. So for the last three years, I've not been doing so much palliative care their and it has, again, gone back to mainly seeing children who are terminally ill rather than the children who are in the beginning. I think so because the perception is that morphine interferes with treatment and that it might cause respiratory depression and the child will have a bad outcome. I don’t think any way there is a fear of addiction of morphine among physicians, but that it can, do something back to the child and interfere with whatever little chance of cure is there is quite high. In the current treatment team with the palliative team, the difficulty we have always found is the changing in the deep. So every few months the nurse will change or the counsellor will change. Uh, there is only one doctor if she goes on leave. And another doctor comes, then, uh, they're not so comfortable treating children. So spandana went for two months for training somewhere that domains, everything kind of comes down. So if there is no continuity in the expertise that is being offered, then it becomes difficult to accept it and but develop that continuity I think, when you talk to the palliative team you will know. Has been very challenging for them, so that lack of continuity. There has been a big challenge in integrating the services to have that paediatric person trained in palliative care and who will, um, who is able to talk to the medical oncologist and an equally Right? So we are always a little more one level below when you're talking. So as a it's a shared care that you're doing of the child, that, concept has not, come in. It's more like I'm referring a patient to you and you do what I want you to do and take care of them but, um, because of the difference in, uh, seniority and also in one is DM, the other one is a DCH. So to have that kind of a discussion where we are able to say let's do this for the child as not happened in a metric. 



Okay. Um, how easy or difficult it was to access the palliative care service in MNJ?



Not at all difficult MNJ palliative care services very easy to access. That has never been an issue 



Did you had any challenges in accessing palliative care services?

No….. Never 



What was the main highlights of the team that you were the referring? What were the good things that you found in the team?



 The palliative team?



 Yeah. 



Um, I think their counselling services with exceptional wound care was very good. Um, and, um, pain relief also. So it was good. Oh. In fact some things that we incorporated was because of the palliative care team idea was for__________ (37:5) treatment that we gave. Now every child____________, you know, beforehand, and then get sort of not to do as the, we are painful and radical. Each diamonds and all the children refuse to get the entire article done without the bylaws. So that was an initiative of the. 22 . So I think these are the main, main challenges. 



Some of the things that, go from your, you talked about expertise and having, a continue to the expertise of the palliative care members very important thing and the second thing you mentioned about the qualification, the difference in the qualification. Do you think this has an impact on the referral how it how it impacts? 



Definitely it does. So if you have a paediatrician who is a palliative care specialists then, uh, who is able to talk us and equal to the medical oncologist took meds differently Makes a _______ us . Yes. So that difference we see even today is, like when Gayathri is able to convince. Somebody about how to take care of a child, but Spandana might not be able to do all . When Vikrath comes, he's not able to do that because he feels that he always has to listen to what the medical oncologist is saying. So you will not fight or argue so much for that, 



Hierarchy or the power balance in competency and qualification always it’s an impact 



Right, right. As it is I think even if you have equal, you have an equally qualified, uh, even if you have a Dr Naveen under Dr Sudha Sinha , you will be listing to the  medical oncologist in a curative setup. That is how it is set up, right? So as it is, it's not a balanced treatment. So when you're trying to integrate it somewhere, the focus has to be. Both have to understand each other's role and the importance of the other person. And I think that is really lacking. 



Yes. And you mentioned about shared care, and that's very important for making it.



Yes



Were there any challenges when making a referral to the palliative care team that you've worked with that MNJ?  



No, no



 No, specific challenges?



No specific challenge in making a referral like I said, the main thing has been the changing in the staff. So, uh, that we found was, uh, that was the challenge for us is that by the time we would get used to one staff member, there will be another person and both ways. By the time the palliative team got used to one medical oncologists, that person would go and another person will come and again, you have to start from the beginning explaining to them. So I think that challenges existed both side



 Now coming to the very important question. So what are your views about referring a child with advance cancer?



I am, as would have guessing but I know a very strong proponent of a palliative care. So I believe that it has to be integrated from the beginning for treatment of children with cancer. So they should not be or the team that is taking care of the children has to be, has to have a certain level of training in palliative care So, uh, even if you are in the best center that, uh, tuning of your mind to do that kind of a care like I was telling you the difference between my approach to mucositis and their approach to mucositis. So that kind of tuning has to be there for all the staff. If you don't need to have an Exclusive palliative unit. You can say, we will offer palliative care service only after this particular level, but until that level. The current staff that is there, their mind has to be tuned to that symptom relief. It might be by a different team and might be by the same team, but that has to, that has to be integrated, what we call palliative care.



That service either by a different department or the same department that exists has to be integrated into the care of the child.



So from your perspective, what are the things that would facilitate a referral to palliative care?



As in which conditions or..



Conditions or situation that facilitate a referral to palliative care 



 I think having a strong palliative team is the most important thing having Strong, consistent palliative team. 



That is the most important 

Ya that is main thing. 



Are there any other factors that would facilitate, uh, making a referral?

And there is always a worry that the palliative team focuses too much on the prognosis discussion. So far as an example, um, our palliative team in MNJ has counsellors, our curative team also has counsellors. And when it came to a sick child who is on curative therapy, they would always be an argument between both the counsellors. My curative counsellors would come and tell me, Madam Child is sick, but don't let the palliative counsellor anywhere near this child. So let them do their symptoms relieves, but don't let the counsellor close by and the reason for that is that they explained the prognosis so well. Then they will say, God laake jayenge, will take the child Home. Child is not doing well it's all over why my child through all this suffering? Do whatever you have to do either didn't want to take the child home then focusing too much on symptoms and not on the curative backed up so that, uh. Or something that I always found very interesting and I'm using probably both the teams were doing their job a little too well. So that the, this counsellor when the child was sick let the team come, let them do their, uh, pain relief, and then do whatever they want to do. But the counselling will be done by us. We don't want the palliative care to do the counselling in a curative setting. In the palliative setting, it would always be the other way around. These counsellors won't, they would say we will take care but we can't do that kind of counselling. Let them a day care... (43:47) It was difficult to give away the child to the palliative team, but they're that work even better. So I think that was, uh, so having, um, that, uh, it's good in a way. But that was one of the challenges that we have. 



Yeah when you say strong palliative care team you meant in terms of competencies?



Competencies yeah. 



Yeah.  Are there any other attributes?



No competency and also, yeah, if you're competent, automatically you will be more, uh, confident when you discuss with the consultant what you are doing. So it's mainly competence 



And also counselling that’s good. Are there any, uh, factors that would hinder a palliative care referral? Or stop you from making a palliative care? 



So right now, uh, the way it is in MNJ there are, a lot of factors that are, I think the main factor that could hinder is my Fear that it will somehow interfere with the curative treatment that I'm giving the child, and that the morphine is, like I said, it's going to mask symptoms and it's going to cost respiratory   depression, and it is going to hasten death in the child. That is the   perception and that is the most of,



Are there would be any other factor that hindered making you referral?

 No, no 

No nothing can think of. Yeah. So other than the specific conditions in oncology that you would definitely think of making a referral within oncological conditions?



 The same that we then discussed. 



Okay any specific illnesses that you would think of making a referral or would not think of making a referral?



 I don't think it's a specific diagnosis for me palliative referral is more for symptoms.



Okay. So, uh, I'm coming to the end of my interview. So can you, uh, give, uh, one memorable experience of making a palliative care better? 

There are so many,

But one that you can recall, uh, itchy. 



I think for me, the main thing like I was telling you is I can't think of one. I mean, I can think of so many children who have come in severe pain and who have got better after the morphine. I mean, uh, I can, I’ve had so many mothers were for days they were carrying the child in an upright position because of pain, like a child with hepatoblastoma. And, then giving that little, but that seven month old baby giving those two two drops of  morphine and both the mother and sleeping after so many weeks of not having any sleep and looking next day that relief on their face that. It's going to be okay. One of the first children that I treated who is now you said 14 years, actually has been admitted in MNJ with some seizures now. So this was a boy, uh, in, in the first year that we started this program, paediatric program _______ (47:02) Hardly a place where you would call a palliative care because it's a very deep Rocky kind of promyelocytic leukaemia where we were giving blood transfusions does that. So this child had come from Vijayavada  had been in the hospital for almost four or five days there and, uh, they came towards the fag end of the day, around 3:30 or so, to the hospital again MNJ  there's a place where there is no emergency services.  And the child was brought directly to the palliative care department. Um. Oh, bleeding from all artifices in severe pain, the family looked extremely tired and, we didn't know what was happening and we just, he was in nine year , old but  hardly being, you know, 15, 16 kilos immediately the entire lit of teamwork and cleaning the child, taking care of the symptoms and, um, I remember that the mother told me that day. And we are doing our curative workup at the same time. We rushed to the pathology got the bone marrow done to taking care of the symptoms here, and he spoke to the family and the palliative team did a lot of speaking to the family about the child and how he's doing and how they're going to focus on the symptoms and the mother told me that it's okay if he dies, Because at least I have got somebody to listen to me and to my child. So that was the first time I realized that we don't really speak to the children because when he came, both the palliative nurse and myself, we had spoken to the child and said, how are you doing? and the mother said, nobody's asked my child in the last five days how he is doing. They're all asking me, and I think its okay even if he dies. So I feel that somebody scared for him. So that was one of the first children that we treated. Now he is doing well.



 Thank you for that. I think that explains why it made a way did you recall that experience? What is that made experience most memorable?

 These things. I think that we were able to make a difference. Uh, and the same thing that the mother felt. Even we felt that it's okay if you don't cure, but at least you have to care for that child. And I think that made a, uh, that was one of the first children that we treated. And from then onwards that symptom thing has been there. 



And can I ask you, is it any negative experience of making a palliative care referral that you can think of.

No Yeah.



Thank you very much for your time the interview. Yeah, I haven't, uh, pause it. It was 15 minutes.
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So thank you so much for agreeing to be part of this interview. Thank you so much. So, I start the interview with the first question. So can you just talk about your work that involves managing children with cancer? 



Yeah. I work in paediatric haemato oncology as well as, uh. Treating solid cancers also, but major part of my work is in paediatric haemato oncology like treating patients with ALL and AML and other lymphoid malignancies like kids, any DE cell, lymphoblastic lymphoma,  (0:42) so, my major part is towards leukaemias and lymphomas.



So, what does a difficult day of yours look like when you come in the morning to see the patient? What, how is your typical day looks like?

 

Difficult day actually, we start working morning at 9:00 AM like we do ICU rounds were like on sick patients, febrile neutropenia, and all patients who have sepsis after that, we come to this ALL and AML leukaemia ward. Then after that, we have to go to solid mal, like RMS, neuroblastoma, everything. Now to take care of that after that I go to OPD so obviously still 3 clock it’s completely packed after that, we'll have lunch and if you have any cases in just see and up to five we'll wind up the work.



So how has been your experience of looking after children with cancer being your personal experience? 



It's not very easy it’s bit tough but if we expect certain things like, when is patient going to the neutropenic when we have are because if we take precautions and if you follow certain protocols, we can avoid model most of the mortality. But in spite of doing everything. Sometimes we can't do much to the child. That's where I feel very, I mean, not doing something has to be done still research and all has to be done because some tumours doesn't respond to any kind of chemotherapy and we have early relapses like AML It's okay, but ALL also we are seeing quite a few relapse and seeing the labs (2:39) and what is the toll it takes from the parents and what are the, I mean, emotionally, how they are discharged. And that's where I feel very helpless. 



And just mentioned that, a feeling of not able to do very much and a feeling of helplessness and just explain a bit more about it. So,



In spite of doing everything according to the protocols, giving chemotherapy and we see early relapses and Sometimes if you're treating, and if some time treating a fibrile  neutropenia patient, so in spite of having all the data, microbiological, imaging protocol and the verdicts according to protocols, still the tail is sinking and, some bugs are resistant to all antibiotics. Even though in that cases I feel that maybe our research or science is not enough, or some where we are lagging or something is not…... yeah 



Thank you. So can we talk about some of the challenges that you face. Well, managing children with cancer. What are the kinds of challenges that you face?



Especially it depends on the setup, which we are working. In the government set up we have few lacunae (04:16) in flows, regarding the, lab investigations or imaging why is…? We don't have all the I mean the infrastructure and everything, we need to develop as Institute and less like because the tumour is heterogeneous thing and in spite of giving, all the, I mean, chemotherapy drugs. Sometimes to more men or to respond.



We are talking about challenges that you facing



Especially in this setup we don't have enough, you know, manpower. Like, there are few number of doctors here, like only three are there, like medical oncologist, myself, dr chethanya , and dr Radika. And, there are around 200 beds in this hospital. During paediatric and adult ward that case, It is very difficult for you to examine each and everything and of course we do maximum whatever we can, but sometimes chemotherapy side effects. , we need to monitor and the proper care which we need I think the faculty, I mean, the faculty we have and, residents or duty medical officers there in sufficient actually action needs to be…

Thank you for mentioning some of the infrastructure and logistics, are there any child specific challenges you see so?



Yeah, like child I mean, as we know, a child is not a__________ (6:32) they have different physiologically and other things this adult like, the, I mean, whatever, chemotherapy we give and all the side effects profile and we expect, but in children of course they tolerate chemotherapy, the doses better than the adult but unexpected outcomes will be there sudden collapse in that part, like we need a person intense wish who look after the child day and night like we should have a dedicated ICU where in the all the sick children, like just now, we had a call from the ICU sister. There is no DMR present there Like I should, now, I should I got a call and the saturation is dropping now I should attend that There is no DMR three, four words, only one and they can't. I think if one person got to justice.



And again this again come back to the system related challenges from but the children that you see are there any challenges specifically arising from the children when you are managing those patients Are there any difficulties there? 



Obviously like in children compliance part adult you can explain him, he will understand and Children I mean we can tell and they also like very small. They don't understand the nature of the disease, the treatment and everything. In that part, when we tried to cannulate or draw some sample or Sand for a imaging techniques there, you don't have that competence part and all and the sepsis hygiene. What we seen, other parts like, other institutions, like so many nursing staff will be there and here we have only, two parents who are an educated and especially children, we don't expect that kind of, and children are also more, emotionally parents are more attached whatever interventions we do they're more sceptical. And certain religious beliefs are also there. Which becomes a hurdle in the treatment. 



And how are you able to manage the emotional problems that children are having or how you are handling them? (9:06)



 We have a good amount of counsellors here different NGO they support counsellors. They usually, we tell them the nature of the disease, the course of the treatment and prognosis and what are the side effects, everything we tell them, but other emotionally what social needs or spiritual. I mean there are a few number of councillors. Hmm. They usually, they address their concerns in spite of that. We see a lot of, parents, they don't understand the disease and then there is a few abandonment rates, so like, they do four (09:41) percent of, in spite of achieving remission few not come up for consolidation. So that is also a major concern. 



And how are you managing the families. Is managing families also challenging?

Yes. What a bit of silence because we have like in the hospital we have, we don't have all the antibiotics or we have maximum like 80, 90%, like 10 to 15% where we need extra financial support, there I think, we lost few patients that, um, I mean, because we don't have the platelet support or anything like infusions. So single donor, platelet costs around 10,000. So they will not have that, I mean, there are few societies are supporting but every time we don't get that support. 



Other than any other family's specific challenges that your encountering while managing. You mentioned some religious and cultural beliefs. Are there any other specific family that you come across in your practice? 



Specifically sometimes they feel that, after inductiion, everything is fine and god is there. He take care of that and child is healthy now. Just I'll go, I go to my home avoid the treatment (11:09). In spite of giving proper advice, they have that strong belief. A faith, something supernatural will come and cure the child. I have seen few families doing that.



 And how are you addressing those issues?



 We counsel them the maximum level. We have counsellors, and we do also tell them that, yes. There is some supernatural power not doubt of it, but we should do what we have to do after we fulfil our duties or fulfil our commitments, then that will be an extra thing. But just say, putting a lamp in just air and it doesn't work. We tell them not all families are keen on continuing the treatment. Yeah. And then few children I've seen they are very poor socioeconomic status and they just if don't work here, I mean they don't work outside. They can't stay with the children like so in those cases also, some related will be coming. He'll be staying for one or two ward weeks. Then they'll be replacing after everything like every other support is when they just abundant cell or just take this child away. 



Thank you. So, what do you feel about the scope of palliative care in a child with an advance cancer?



Yeah it plays a major role because, it starts from the diagnosis what I (12:50)  so in that case, like they have various issues, not only due to the pain, but like the counselling part also I have seen our palliative are doing a good job in counselling the parents and as well as the child. And during I mean that sick phase where, um, we expect the patient to recover from their illness. They are also giving comfort to the patient that point of care and yeah does have a lot of potential. But, I think we need to explore and, extend the gear to the benefit of maximum number of Zipcar (13.42) Yeah. 



Thank you just you mentioned couple of things about Jane and counselling. Are there any specific benefits do you feel that child will get when they refers to palliative care?



They do get like after you are exhausted with all your, chemotherapeutic regimens in the palliative setting m telling. I mean, the palliative care, after metastatic disease I'm telling in that case at least, they'll have that, that some treatment is going on and patient is relatively good quality of life in spite of having the disease provision, The pain part, taking care of and, families the parents or bit you know, not anxious like they're at, um, patient is not suffering and at least they'll have some comfort in that, of course, patient is going to die, but they'll have that thing that is not suffering from pain. And all, is having a relatively quality of life. 



And you just mentioned that, the sense of some treatment is going on? 



Yeah. 



Can you explain that a bit? What exactly you meant by that? 



Yeah. See all the patients, they want treatment at all the point of time. Till the death dead till the child stops breathing they want. Because he's having a cancer, which sometimes is curable, which is not curable sometimes, but they don't want to leave the child  alone like they want treatment, whatever it is like sometimes we active to chemotherapy, then prove this is, then we'll try second, third, fourth line after that also Tumour is progressing and if we think that this, whatever treatment we are giving doesn't benefit more and it does come cause harm to the patient, then at that point we stop all the chemotherapy. And, then at that point of times, suppose they think that, I mean it is some kind of treatment is going on. Maybe it is beneficial for the tumour as well as the general condition of the patient. I mean, patients, relatives tend to think like that. 



So that feeling is important?



 That feeling is important because someone is taking care child is not left alone some doctor is taking care of that plays important because they'll have that “Okay” child is being taking care of …



Some form of reassurance!

Yeah, yeah



And you just mentioned about, when you make a decision about stopping a treatment, you look at the benefit versus, can you just talk a little bit more about it, about, how do you look at it and how do you make the decision and what are the challenges that you have that making a decision ?

Actually, when we give chemotherapy, we have re-assessment scans and, the general condition of the patient and the lab, um, general laboratory things. So depending on that, we see how the performance is the performance increasing or the disease, like whatever visible tumour we are seeing ___________ (17:12)So after. If we think that, , even after giving chemotherapy for two or three lines and it is causing more of chemo toxicity, like maybe end organ function or visibly the tumour is enlarging and ulceration, and patient is in a poor performance state that this nutrition is impaired and his, performance score we calculate in landscape is falling. So in that case, like we say, like this is like, we can't give more even, even if it's metronomic chemotherapy. Also, when after giving any fit progresses, then I, we think that, so at least whatever life he has it should not, we know not push the patient and we should not nail the patient with chemotherapy more and more.  So at least we should give some comfort, some care, some overall things, whatever needs have, like pain, like any nutritional support or any question is having abstraction that NG tube or any peg. So in that, in that case, like we feel that chemotherapy is not causing any good to the patient. Then we feel……



Also sir you mentioned about, improvement in quality of life is very important. So according to what do you understand or mean by quality of life. 



Yeah First thing is like in all the cancer patient, pain is a primary and major concern, so that needs to be taken care of and apart from that, suppose we have osteosarcoma or Ewing sarcoma who have a limb disarticulation, (19:06) or any limb surgery, so giving some kind of support to them and, immediate concern, like nutrition and a social concern and patient wants family to be with them and emotionally also the, they get drained off due to multiple invasive procedures and multiple chemotherapeutic procedure. So that emotional support is that the major parts, if you see adults like they are more spiritually. They want like Yeah. Because the children, that kind of thing is more…..



So moving on to the next question. So can you, describe your experience of accessing palliative care, this Institute or making an effort to palliative care your experience?



 Here we have a good relation with the palliative care and they come to our rescue many of the times. So apart from this pain and everything there, I mean, they help in like, we have,________ (21:03)  or plural tapping sometimes, like, putting your eyes too for the child and in various other aspects also the like counselling and they're readily accessible, easily accessible at any point of time. And whatever issues we have, like, regarding the management part also.  I mean like, we have a very good and very, what do you call it? Collaboration. It's very nice.



Sir you mentioned, good relationship, can you bit elaborate good relationship what do you mean by good relationship?  



Yeah, whenever we have a referral. They're very prompt in addressing that. And, if at all the patient is on other medications, they usually see what all medication we give also, is there any, what do you call, cross , I mean interactions are there so they always discuss the treatment, what they are giving and what we are doing. So is there any dose adjustments we need to take and, they're not hesitant or not elected for any kind of resists. Sometimes we are very busy seeing that patient, so we need a emergency plural tab or ascetic tab. In that case, when we need any riots tube placement (22:33). So they're always ready to help and very excellent.



And you said, easily accessible. Is it something very important or what, do you explain this?



 Yes it is very important. Like, suppose I'm treating a child. We have a child in ICU, she's complaining of intractable pain, so I can just call her in spite of, most of the institutions, what we see is, we, what we say is like, um, we have to write proper referral that is there anyways, like, when I feel that the child is having very intractable or very excruciating pain. Just a phone call away. I can call up Dr. spandana, maybe I can speak to Dr. Guyatri madam also so one call then just come and address the needs of the child and have a prompt, a treatment protocol everything and the supporting staff also you know very helpful. Sometimes we have drug extravasations, you have thrombophlebitis some dressing, magnesium, self- addressing things (23:31) . They don't think that it is not our domain. Whatever the needs of the patient and the situation. If the situation demands they just  this do, yeah in that way I feel them they're very helpful for the doctor as well more for the patient. 



Yeah and you also mentioned about collaboration between the two services. Do you think that' something very important?



It  is very important because we cannot treat the patient piecemeal like it has to be multidisciplinary kind of thing. One I should know like what Dr. spandana is doing and she should be also sure that what are the medications I'm giving. So, in that case it is very helpful. 



So you just mentioned a lot of positive things about making a refer  are there any shortcomings or challenges that you have while making a referral to palliative car?



As I said, I don't feel any, sin (24:51) but sometimes the availability. Most of the times, doctors are easily accessible on few occasions, like only the supporting staff will be there. So the palliative care doctor will not be there few occasions and that’s it and counselling most of the time do proper counselling and everything, but in few cases, sometimes maybe. That counselling part, I think that is lacking. And, one more, I don't know whether I'm scientifically correct or not, in patient who's having saturation is on the lower part of course there's a pain, sometimes morphine, I feel it cause respiratory depression because we don't have a proper ventilatory setup here. That may also further aggregate respiratory depression of that concern I have. I have address or express my concern with palliative care people they also come out with few studies they told that actually in Disneyland, (26:11) everything Morphine does help the patient recover from that palmeredima sometimes I feel that a Morphine may cause still respiratory depression.



And you mentioned about availability being challenge? Is it something that is a very important factor that determines the referral? 



Actually, not because most of the times they are available only very, very, very handful. Like I can count in numbers very few times. Availability is an issue. But most of the times they are available.



 And a certain challenge that you mentioned was about, their view about using morphine versus your view about using Morphine for a child. How did you address that challenge? 



I often discuss with them, like if the child is having. Very less respiratory reserve. And, he was very sick and very, you know, it's altered sodium or decreased mentation, I usually tell them to just see the dose of the morphine. So how does the patient respond? Like, um, the depression part has to be taken care. Already Patient is already in semi-comatose state. In that situation, how, how can we best manage them. Yeah



 So, if I ask what was it's an overall experience of working with the palliative care team here? What was your overall experience? How do you feel about your experience? 



Yeah, it is a very good to have a palliative team for the patients in all. And because most of the cancer patients have a lot of problems in globe (28:11) pain, everything. If we have a particular team, because as a I mean practicing oncologist, we know we may not be highly specialized in treating all the pain kind of pains different of course we do read, but that specialty care is more essential. Yeah, yeah. In treating the patients. And, this has been a good, very good experience because as the, as we see the patients a day in and out and their comfort levels after being, treated by a palliative care physician. They're pretty much comfortable and then happy yeah. 



And what have been the highlights of that experience, which you can think of that working closely with the team you told about collaboration. What are we in the highlights of working together a setting?



Yeah highlights like if you see overall patient care, suppose, I mean, if I refer a patient, like _________________________ (29:19) thereby the emotional part and everything, the pain part, and they have better overall confidence in the I mean, overall treatment, like whatever we give and whatever, balance everything, the patient confidents increases, like whatever I see and the comfort levels increases, there will be better, , nutritional uptake and everything. The patient also feels that there are many doctors who are being taken care of me and in that way it’s very… . yeah.



And you said that immediate response, is that something very important? 



Yeah, it is very important because I, whenever I see sick child crying, I cannot stand actually, because I just want that to be, that pain should be I mean gone then and there. Yeah. So it is a very important, because a patient, the crying patient and everything, and what I was seeing from my earlier practice also the patient who are disoriented or continuously in pain they do not well with chemo therapy also. What I was seen patients who are comfortable, they're at peace with themselves. Even in that patient. I've seen chemotherapy working well. I mean, this is my general this thing I've seen.



 And, why do you think that, in patients whose pain is well controlled or their distress is managed ___________ (31:04)? Why do you think chemotherapy works well in them? 



Maybe some pathophysiological thing, better maybe the immune system works well in that, anti-tumour antibodies, or maybe we need to do a study for that. But what I feel I've seen quite a bit, especially in children, what I've seen who are at peace or  who are calm and who, you know, and the thing is, the patients who are continuously in pain, they don't want to take any kind of therapy also. So, like, if, we tell them to get some investigations done or any for better treatment complaints also, sometimes they'll pull out there I.V cannulation and better hygiene controls suppose they, anyway, they can't do their own hygiene control, but they're resist Parents or any health care staff doing that. That also plays important part because all patients are neutropenic. You don't control infections and maintain proper hygiene. That also adds to the mortality. 



So, from an oncologist perspective, a child being pain free, not crying at the same time, the family. Not being distressed is an important thing?



It is very important as we have spoken also because I play a major role in the prognosis of the disease and further management and everything. So that is more important. And apart from pain control, the counselling part should go hand in hand more so because just, giving some driving (32:51) the patient and making them sleep. Because at the end of the day, again, he come up and say irrelevant things so both like a counselling the parents would the management, everything being controlled. 

So just taking one from (33:11)  what you just said is the patients who are pain free, calm, not distress they do well with chemotherapy so what do you think about them having the palliative care also during curative therapy? What do you think about it?



Yeah it is beneficial for the patient where it adds to the synergistically. We can combine this both treatments.



 Has working with the palliative care team, did it have any personal influence on you, on your, practice or viewpoint you had had? Did it make any change in your life or in your practice? 



Made a lot of difference to the, frankly like a we can’t see a child crying, crying dying so at least whatever time he has, whatever time he has left. So in that case, also, he should pass off like pain free and in complete comfort and solace. Otherwise, there's no point giving so many drugs and making the child cry and, it actually takes a toll on the family members does make a difference, child  is passing off in comfort and the child is passing off distress and very pain. So that makes some lot of difference.



 And that is, had an impact on you?



yeah, like we tend to have a lot of burnouts, like morning and evening like we see a lot of patients and our field is so, um, having a cancer's very unfortunate thing and explaining the prognosis and it involves a lot of emotional burnout. I mean, whatever we say at the end of the day, we're completely exhausted emotionally in. We need to deal with empathetically we have to work with them. In that case, like emotionally, we are very much drained at the end of the day, so having palliative care, at least that draining part is still being taken care of. Some kind of relief and comfort to the patients.



You just mentioned about feeling exhausted, emotionally drained in the end of the day how do you manage take care of yourself? 



Yeah it is as usual I don’t do anything extra, but, like every day make a point  I will go for a short run and spend some time with my child otherwise, like every time my, our minds are like completely, you know, fill up with all this diagnosis and what is the status of what might be the state of the child now everything we are running or playing everything, but that thing will be there in mind all the time. 



Having your own child at the same time, managing children here, has it been difficult for you? 

Yeah. With time. I feel like when I'm seeing a child if this would have been my child, how would I feel. That's been a challenge, like we tend to explain them in proper language then we think, but it's very, you know, very tough job basically I mean, having child and treating a same child of this kind because emotionally you tend to go late. What would I have been thinking for then in this, for this place in the child father's place? It's a bit of a tough job, but we'll try to manage somehow.



So yeah, you also mentioned about a child crying and dying that’s has been distress for you?



Yeah, its very distress because we can actually imagine someone dying like that. Most of the times we have a good palliative care team. They address that need and we'll try to comfort the child as much as possible. And depending on the, like the respiratory state as a depression, we try to balance them. Most of the time. Sometimes not been able to do much.



So, we're not to the next question. So, what are your views about referring a child with advanced cancer to palliative care? What are your personal view?



Yeah two kinds of reference we tend to make. One is like, when patient is having. Some symptomatic pain or any immediate __________ (39:38), like any drainage, plural flued as headache, other is complete, will, take over the child give a take-over to palliative care too.  So, for giving any pain referral or any symptomatic relief. So, we don’t have any problem regarding that and we just write a Call and, they're very prompt in addressing that one problem we have in, giving referral for takeover. In that case, like if we are giving any chemotherapy or any metronomic chemotherapy, sometimes we feel that like, can we do anything more to this child or just giving a take-over can we try new modalities, new research data? We have or just hand over the child to the palliative care team, or we should try any, some other that chemotherapy. Yeah 



So, you talked about various methods of making referral.  Either you take over or give what are your views on that? What do you, what do you personally feel about making it palliative care referral?



Yeah. My views are like a patient anyway benefit from the, the treatment palliative care team has to offer I don't feel any, discomfort or hindrance towards that. Yeah. Obviously, we'll do good to the child only when I'm giving a complete takeover what I feel that, maybe the child has may not come back again. And, he like if you have to intervene and treat again, in that case, we may face any difficulty in that yeah.



And, are there some things that facilitate, a palliative care referral things that you see if think you feel that, okay, these are the things that would make me referring a patient, child easy or these are the things that would make referring a child definitely, so want to know what are the things that could facilitate or hinder. facility make it easy, hinder blocker a referral do you think factors that?



so, as of now here, I don't think we have any, you mean to say the factors from the patient's perspective?



Patient and your perspective or the system perspective? Anything that could facilitate it. What do you think could that block or hinder it? 



Okay, so first coming to ward facilitates, so actually depending on the patient's, status, like he's in the curative thing or in the complete Palliative setting complete metastatic disease. So I'm happy to send all the metastatic disease who are having a multiple comorbidities or any end organ dysfunction is there, so all those cases, there's no, nothing which hinders me from a referring and I'm in the patients who are, receiving chemotherapy or any kind of treatment for, in the curative setting. In, that case, sometimes we feel that pain is not adequately can to buy some local barbecue (43:31) like NSA or anything. It's a minor pain. So, so often, that part, like if we feel that. Okay. It's a small thing and it may not require that kind of specialized care. That’s where we, we are in also some time dilemma___________ (43:51) yeah. Only concern if we send a to the palliative care is sometimes, they due to the polypharmacy, like so many medications they tend to take and sometimes some families, they tend to think there is a, the end of the treatment or some miscommunication. So my patient may end up being, lost to follow. So that's only cause of concern. 



So, are they mentioned about when you do a complete takeover? I’m not coming back. What do, can you explain in bit for? 



Yeah, I suppose, usually what we do when we give a takeover, or when we think of giving the child completely to the palliative care department, we might, at that point of time, we might have exhausted multiple lines of chemotherapy. So, by the time, like when we put them on metronomic treatment. So sometimes we expect good response from the metronomic treatment and resuming the active chemotherapy that a resumption of the activity chemotherapy we may not be able to do. Okay. Yeah. That is the concern 



 And also, you mentioned about family perception that referring end of life. What do you? How do you handle that part?



Yeah, like, if, I'm able to send a patient, um, so the family part, they, they will think that the patient has a man. The doctor has a completely, you know, abandoned this patient and just referring to other departments so that, , they want active chemotherapy all the time. So, what we say is we, we tend to see like what is a risk benefit ratio.



Accordingly, we plan so that that objection or that thing comes from the family side, the patient's family side, so that you are not taking adequate. 



And you said, you mentioned about family feeling abandoned. How do you handled that family tells you when they refer to palliative care, they feel abandoned how do you handle that?



 We tell them all the pros and cons of the chemotherapy and all and what all the benefits of palliative care, what they have got to offer. And, and we give them the option. It's not like that. We completely oppose them. We tell them this is the effect of chemotherapy it is the effect of further chemotherapy if Take it? What are the side effects and the quality of life and what is the quality of life? If you take a  palliative care.



 So, going further, what are the situation that you would definitely consider referring to palliative care?



Like, if the patient has exhausted all forms of chemotherapy, all the modalities, and even Patient is not exhausted. And if patient is hails from a low socioeconomic and he cannot effort further treatment and elderly whose diseases very aggressive and, any form of treatment would cause multiple comorbidities and leads to mortality of the patient in the early mortality. Then all those patients.

Do you think so affordability should be a criteria for palliative care reference?



 Strictly affordable should not be a criteria, but going to the socioeconomic status of and, kind of support we get from the government is not that adequate. So actually NGOs and government should take up all those things but. 



And, can you, tell about, coming to the end of my interview, can you tell about some of the situations when you would not consider referring to palliative care?



Patient is asymptomatic and only has mild symptoms and patient has a curative disease. So we tend to limit the patients to minimum number of drugs and the, if we have like a good, counselling part also, so sometimes we may not do justice regarding the counselling. If you have done adequate counselling for more counsellors so in that part. 



And do you feel that referring these patients who are asymptomatic, would be a disadvantage for the making referral for the patient and the family? 



If patient has a good prognosis and minimally symptomatic. I don't think so. 

One of the things just carrying from earlier thing you talked about palliative care and poly-pharmacy. Can you just explain on thar (49:16)?


Like already cancer patients will be on multiple number of drugs and adding a greater number of drugs without any possible benefit. That's something that you have. Yeah, look into, yeah. 



So, coming to the end of my interview, so can you just think of a recall of a memorable experience making a palliative care referral?



Like, now  also, I have a child in ICU she is in day nine of inaction. She has been crying for four or five days. , but, after getting a palliative reference, at least that symptomatic part, of course, she might be harbouring some disease in the chest and elsewhere, but she has a good performance and her nutritional uptake is more, and she's, she was not complained to the treatment earlier, like whatever samples we had to draw. Whatever investigations we had to do on it. She was not complaining, at least now she has an ultrasound yesterday and she had at least adequate caloric intake and complained to what are chemotherapy drugs, oral drug otherwise, she was just disoriented and she was shouting here and there. It causes a lot of distress to the family as well as the doctor as well as the patients who in the same world, so that part has been taken care of at least some.



Why this experience is memorable?



Seeing the patients happy and seeing the smile of the patient. Something, you know, it's very valuable and that is what we all work for day and night. Having treated the diseases something different and seeing the patient happy. At that point of time is also very important. So that part I feel very great and proud to have a palliative care in my department making the patients happy. 



Yeah last question Can you think of any negative experiences reffering to palliative care? 



There may be some miscommunication, some procedures we what to take care or do a specific…..



Any incident, which is come as a negative experience?



 Not so many. The only concern, which I haven't mentioned that a respiratory depression is, are we pushing the patient too much into the. Respiratory depression part or it is making more comatose, in patients who have, obstruction and all already in subacute intestinal obstruction or any patients who are in that patients are we Making that situation more difficult that part. 



You also mentioned about miscommunication. Just explain elaborate on that?

Miscommunication in the sense like what are treatment we are giving and that, that part of the treatment sometimes we may overlap the treatment, given by the palliative care team and they may overlap what we are doing already, or the what the general condition is, is he having any, decreased mentation due to any IC or IC bleed or any condition which is causing acute spread_____ (53:02) on top of that, we are doing anything more to that. Yeah. Or any VCR induced gastroparesis there, are we doing more to them? 



That is a miscommunication you are talking about?



 Yeah. Yes. 



Is there anything else that you want tell that I have not asked? 



Mostly, you covered all the question and, um, I think its fine yeah you almost covered 



Thank you so much for time



I think it's fine. Thank you so much for your time. I'm sorry. I go, am I this? Quite a few times about that.
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So thanks again. And I will start the research interview. I have set some set of questions. I need not go in the order it is there. And lot of things that, uh, I may ask, may come from the answers that you give. So, uh, can you talk about your work that involves managing children with cancer? 



So basically, uh, I deal with, uh, entire paediatric oncology. Basically, I do both adult and paediatric oncology. So paediatric oncology, I do both, all solids as well as, uh, leukaemia. So basically it’s a, more like a community level oncology set up. So you are treating every kid who walks in with cancer. And there are a few certain haematology, benign haematology cases also. Paediatric haematology cases also which we see.



So what would be a typical day look like? 



Uh, with kids?



Yeah with kids when you come to the hospital. 



So most of the time, you know, because I see a quite a mixed population. So there is always a couple of kids, not more than that, who are admitted. Most of the time it is leukaemia, and if they are solid tumors, so I do the rounds, talk to the parents, talk to the kids, try to interact with the kid, and then you just go about the treatment.



Most, uh, uh, it's always a. Uh, you know, English, because most of the tumors are leukaemia, so you always try to be on a positive note because in kids it's most of the curable cancers. So, but again, you know, it depends upon what kind of cancer you're dealing as well. So, if you're dealing with a really bad cancer, paediatric cancer, then the, the focus of, uh, the, uh, you know, the comfort as well as the realistic goals becomes more very important. You know, you, you stress on those things, uh, always, you know, the intent of the treatment and, uh, as well as the comfort of the child, which takes more importance than that, that the completion of the treatment part.



So, sir you mentioned about positive note. Can you just elaborate more on that?



So, I mean, when you say positive notes in the sense, then the survival is high. So despite, uh, you know, after the initial assessment of the patient, uh, I mean, initial discussion about the treatment, nature, toxicities. And this one. Um, you, you tried to reinforce that. See, there is a good hope that your child will be a long-term survivor. So that's the positiveness you try to keep it, keep you try to keep up because, uh, especially ALL inpatient it’s a lengthy treatment, there's a lot of caretaker fatigue which happens, going in and out of the hospital, multiple visits to the doctor and seeing multiple times the child being pricked for the sampling, for the administration of drugs and all these things. So… you need to just reinforce that, you know… see, we are moving probably in the right direction, especially, you know, two to three months into the treatment and things are going fine and they are, we feel that the caretaker might get a bit of fatigue. So, you try to reinforce so that okay with this probably we are through,



Yes



That’s very important.



And you mentioned about reinforcing hope, but at the same time you also mentioned about focusing on the realistic goals. How do you balance that part? 



So, so the, the reinforcing hopes helps the patient through to go through the treatment, then keeping the goals realistic. Suppose, I mean it, it depends on a case to case, like I said, you know, someone who's a solid having Metastatic Ewing Sarcoma. So, you want to keep it realistic. See, the chance of cure is very less so we are going in the right direction. But if the treatment toxicities are too bad, probably we should know when to stop because a, it's not a good chasing something which we can't cure, and you know, that needs to be reinforced because, uh, what happens in metastatic diseases, it's, it's the other way around. The, uh, the, the, the, there is always a good amount of patients who feel we are putting so much effort. So, there is a guaranteed result. In a curable cancer the cha, the something like Luke's, it is, you know, it's a prolonged treatment. There is fatigue. So is it necessarily, so you need reinforcement there and you need to be realistic on the other other, In the other case, you know, it's not that we are doing so much, it means it's going to produce a result. That's realistic, keeping it realistic.



Very well said actually, so, you mentioned about, uh, uh, intent of treatment and also chasing something that we cannot cure. How do you handle this or manage this? 



So, uh, it's always, uh, you know, when you say you can't cure this disease, well, you know, the chance or likelihood of relapse is very high. You treat as long as the kid can take it. You know, the problem is most of the kids, There are a lot of psychological issues with kids. I mean, there are even with adults, but the problem is the, those psychological issues are expressed in a different way in a kid, as compared to a, uh, and especially if the kid is an adolescent or you know, some nine year old, ten year old who has a lot of insight. You know, he, he, he, he has a mobile phone. He searches his diagnosis and he has some idea of it. Those issues are there. So, uh, when, when you actually, when these issues are, uh, there, uh, you need to keep them on, uh, uh, saying that, you know, it's apart from whatever you feel it's how your body feeds and responds the treatment will be going in the direction you don't want to physically try to be too hard with the drugs so that you know, it brings them down and bed ridden, because psychologically they are already affected. So adding a physical component to it and worsening it, you should know where to, you shouldn't be chasing, you know, the kid cant.



Most of the kids tolerate chemotherapy well by having said that, but most of the time it's the disease which overtakes their ability to fight. So, at that time, you don't want to push too hard for the treatment. And even if the parent pushes too hard. See, you should understand that probably most of the time. I don't know. I mean, it's in the culture. We are brought in this one. So the parents, uh, the parents want treatment. They want to push hard for the treatment despite the child's physical suffering sometimes versus the child’s, uh, ability to take the trauma of the treatment. So, it's a very tricky situation. So, we, the, the discussion what you have to do is, that if the child is an adolescent, his psyche and his physical condition, the patient's wishes and the physician's goal of treatment, should we be on the same page. You've can’t have a different expectation at a different, these things, that will actually worsen the situation even though they are child until and uh… the common misconception as a child as a miniature adult. I think it's a really wrong misconception. They don't understand and they don't have the insight into things, so you have to also keep in mind what the, what goes through the child's mind when you're subjecting him to so much of this one. It's not that if he's not ready to take treatment, we'll just leave him if he's physically fit. It's only that physically, if he's not able to take it. You don't want to add to all the already the psychological stress which he’s in. So that point needs to be well communicated to the patient and the patient  and the parents should also be in the same page as the physician, so it's a very fine.



Thank you. And you mentioned about three stakeholders, the child, the parent, and the physician. 



Absolutely. 



All of them to be on the coherence. 



The coherence. 



That uh, in in the same page, how easy or difficult to achieve this one? 



I tell you, I, I, there is a big factor in it. It is a direct proportion to the child’s age, a three year old or a four year old or a six year old kid with leukaemia I think it’s only to make the child pain less and make him happy, because this insight into the disease, what’s going to happen is practically, generally not there or even if it is there we try to hide it from him, 



Hm, Hm. 



No, you're not going to tell the child see it’s an incurable cancer that time it's easy. Problem comes is when they start attaining the age of nine, ten, eleven, twelve, that's the age and once they are adolescents, it's difficult, especially I find this eleven, twelve to fifteen, sixteen years old kids, very difficult, very difficult



All right.



I have a 13-year-old boy, with a living sarcoma of the forearm, and he's a localized disease. So, 60% chance of cure, but it was an under stateable so, we just get radiation and he's getting chemotherapy. So, he has a difficult venous access sometimes. And sometimes, uh, he, he's generally an obedient child when he comes to the OPD but after the day, one day, two of the chemotherapy, he really becomes disobedient, and he wants a do... So, it really becomes difficult. So, she's a, her mother is a single mother, so it's really, he doesn't listen to his mother. He comes violent. So again, you know controlling the kid saying see, with this there is a problem, I understand It's okay. I'll try to palliate, I mean, I’ll give you a good drug so you don't suffer but. This is important so that you don't run away from treatment, that’s the biggest risk, don't turn away from the treatment, see, it’s going to get better see you also have a good chance of this. So they don't understand completely at the same time they are, they don't, uh, they are not completely ignorant. So it's a very difficult, so it's proportional to the child’s age. The older the child, the more the time you've to sit with the child and parent, the younger the child again, it becomes, I think it's most of the parents and the, this one.



That’s right.



That’s right. it's a very difficult.



Also mentioned about psychological issues in the kids. Some of the things that you mentioned. Are there any specific things that were there in your mind when you said that?



So, uh, this is a new problem, which we are actually facing, when there was no access to the internet or the social media everything, so the first piece of information he gets is from his parents and the caretakers or the physician. The caretaker, parent, and the physician. So there was a chance to conceal some amount of information. But that's not there, Oh, we lost, I wouldn't say it's an advantage, but that, uh, that made the life of the physician and caretaker easy by not telling the complete truth to the child, to a teenager, but now that has changed. You have kids as young as nine years, ten years, who could just google and read and understand the disease. So now you have to take them into this thing. They don't understand whatever is written, but they do understand this is all they’re, they understand what they are going to be put through. So now, having said that, now you have to deal with that kid and saying see, it's going to happen and this thing. Even though the legally the guardian is the parent, you should actually talk to the child and say, these are the things and. Then, uh, take, take him on board. Okay. He, he, he, the, the doc knows much more than more than what the net says. You should be really convincing to that, and I find that most doctors don't really have that time. Okay. Don't find the time to do that. But I think that is work that should be done. Uh, honestly, sometimes I also, uh. Depending upon my busy schedule, skip that part. And sometimes, uh, it my own biosis intact. I take care of that. No, for this fellow I have to tell this thing.



That’s very important.



Very important.



And Sir, you mentioned about caregiver fatigue, uh, especially when the treatment is very prolonged in acute leukaemia’s. How are you managing that caregiver fatigue? 



So, so, uh. The caregiver's fatigue, again, the, the most of the time, uh, if it's the mother, generally the fatigue is less. I don't know why, it’s probably the cultural thing, but if it is the father, sometimes you need to say and reinforce. I mean they; they are really good parents who actually irrespective of the gender take care well, so you deal them again by, again and again counselling. There is no other way. Yes, I have to sit down, talk to them. Reinforce the same thing, which you have spoken to them in the first, first time when you're diagnosed and you told the treatment again and again and again, you have to go repeat it, I, that's the, I don't think there is another solution to it or there is no other thing that you can outsource it. So, suppose if I hired a social worker or a counsellor, I don't think he’ll uh, the parent at least is satisfied. You would still be want the doctor who is treating to reinforce that one, so it is, you have to take out time. 



Yes, absolutely.



There is nothing more.



You have mentioned some of the challenges that you're facing when dealing with children with cancer. Are there any specific child specific or parents specific, or your work list specific challenges that you encounter while managing children with cancer.



See…work place is, right now I'm in a corporate hospital. So cost of the treatment sometimes becomes very, prohibitive. And, uh, some of the treatment related things is, you know, this some drugs, provide a kind of relief to the adults, you know, this drug is not tried in kid, kids. So weather, should we use it or not use it or those kinds of side effects, those things are there. Of course, data is something that you will be getting on and on. And the, uh, the other child related thing is, I think kids have a lot of anticipatory vomiting. That's a big issue. Okay. So taking care that, you know, the first time when they take chemotherapy or they don't have any emesis.



It’s very important



Hitting it hard. It's very important because once they get that anticipatory emesis, sometimes you know, just just the look of a syringe they might just vomit. So that's another very important issue, which we see with kids. So yeah, dealing with the side effects. That is a this thing, and you said more other important thing is the, uh, the access to, the access to supportive to care, and to go in and out of the hospital. Suppose, in our system, we don't have a separate ER for a kid, not even a paediatric ER separately, we tend to get emergency, unlike in the Institute where we had a paediatric emergency completely different. And second thing is when the, when they need to come. So someone has an Afebrile neutropenia, they need to immediately come to the hospital, take the first sort of antibiotics, these are certain practical issues, which you find it difficult to handle, especially now private sector because the entire specialty or these things are not tuned to it. You can do that in a dedicated cancer center, but not in a multispecialty hospital. I mean it takes time, you need to put that extra effort to go to the, uh, ER, tell the guy, see, these things you have to do, these things you have to do, these things you have to do. 



Very Important



Very Important



Are there any parent specific challenges that you see in managing?



Off late in, in government. In the private setup I haven't seen much. because most of the parents who come here, they do have the affordability and they have that will to treat the child, so not much. But these issues we have seen in a government set up when I was in (___19:09) where, When you know, when you don't give that a guarantee that we may or may not cure the child and they expect you to do everything. I mean, they expect that, you know, if, if the chances of so low. Why not take away the child. So we had this interesting child who, and I was in MNJ, so was there a 10 year old who came with the Pancytopenia. We evaluated, he had a leukaemia, we were about to start treatment, so we counselled the father saying these are the options. He was a daily wager, he said, see, I can stay so long, I’m a daily wage labourer, my, this is our last. And you're anyways you're not giving your 100% guarantee that the child will get cured. I can’t say I will take him home, I'll get him treated in a nearby town. Then specifically in your head the, in that town, there is no, place do treat paediatric leukaemia.



Okay. Then, uh, and the, the child wanted treatment. I mean, we were really moved by that because, uh, the child, the wife wanted the treatment. The father was a daily wager. He wanted to take away the child, and the child came to us, he was a very bright child, he came to us and he said, sir, I want treatment. I'm having a lot of weakness and I'm having a lot of fever. I'm getting fever and this thing. I want treatment. I don't want to go home. That's when we had to call someone from the Woman and Child Welfare and Social Welfare departments, so probably the, they came, they said the, I think they somehow got out some scheme which was already existing, They said, see, this child is going to get some two thousand thirty thousand rupees per month.



And he's going to stay here. You can continue. We had to intervene at that time because the father's decision was endangering the child's life because there are some up potential therapy. So these, this was a very unique challenge to take face that time. So sometimes a reluctance to take treatment, especially if if the, uh, the social and economic conditions are not so, this is the most, but otherwise.



Coming to corporate sector most of the parents are willing to take treatment. Not much, they're only anxious. They're quite anxious. The anxiety levels of the parents who seek treatment is very high. So they all want, they always, uh, uh, like I said, you need to, again, keep the goal to realistic with them.



Correct.



You know. Sometimes they might have very…



You know most of the time anxiety is related to to,



treatment outcomes,



treatment outcomes, 



not treatment, unlike in adults who fear the side effects of treatments more than this one. The anxiety is because of the disease outcome and the longterm this thing. If it’s a girl child they are worried about the recurrence this thing and whether she can go, she can, can she get married?



Will she get married, will she get child? Still that is there. 



Okay. Fertility issues.



Fertility issues.



Sir we will move to the next questions. So what do you feel about the scope of palliative care in a charity in a child with advance cancer.



I think more importantly, I think more importantly, it is same as in the yards.



But unfortunately, what happens is a child with advanced cancer is still..ah.., child with advanced cancer is still perceived to have a chance of cure. That's where the problem of paediatric palliative care comes in. The conception. It is same as in the adult. So someone a 70 year old elder with a stage four cancer for a metastatic Ewing Sarcoma. Where you know the chance of cure, or you know a metastatic neuroblastoma, where you know the chance of cure is just 15 to 20% and metastatic (___23:42)  you don’t. Practically no cure.



So you hear this, 15 20% drives the physician to delay the initiation of the valid care. It happens and it happens at a subconscious level. It doesn't happen consciously. It happens at the subconscious level. Okay. So because what happens in most of the paediatric tumours, you start the initial treatment, they respond beautifully.



They respond very well. So it's after that multiple lines of treatment and this thing the child really starts going down, you want to send him to the palliative care, and then it becomes very difficult for the palliative care physician to give that care.



Because any cancer patient should be exposed to the entire team in the initial phase of treatment.



If he's not exposed, the chance of likelihood to seed the treatment is also less, that’s what the adult care have seen. If a stage four metastatic lung cancer, he comes with some pain or everything and any kind of this thing, if I don't start him sending to our pain and palliative physician in the first two months, the end of treatment the entire palliative care is to be (___25:08). He is not going to go home, to our hand, before normal before his death.



So the same is true, that is why most of the time they don't get referred, I feel. But it is seen, stage four neuroblastoma, the overall survival is  25… 20 - 25% and stage four lung cancer is zero. So this 20 - 25% makes him, that, and the conception and the problem see it's very important to have palliative care right from the beginning. There is, uh, even though, uh, there is a very, I think another misconception of palliative care equates to end of life care. That's where the problem, You're subjecting child to more pain. Without actually addressing. 

 

Okay. 



So for me, paediatric palliative care involves lot of psychosocial issues to be there. So, there was this child when I was doing my residency who ran away from AIG because of the alascogenous injection. She ran away from her home. So it was a busy center we were all focussed on completion of therapies, side effects, toxicities, we never address that social issue, the psychological issue of the child fearing that injection. That was not addressed and I feel that is also a pain and palliative kind of thing. It's not, you don’t equate palliative equates to end of life care.



So I think that's that where the problem. So it should be right from the beginning. It should every time when you're inflicting some kind of pain and trauma to the child. There should be. 



Okay. 



Okay understand this.



Okay Thank you. 



So few of the things that you had just mentioned just take it forward. One of the things is about the chance of cure. Even if its remote, very small, that subconsciously hinders the referral. Can you just explain about it a bit more?



So, So the point is, like I said, you know, uh, you, you, you feel, you don't know which patient is going to be in that 20% hmm So again, the mindset, if you are a positive mind set guy, or I think every doctor wants his patient to be in that 20% so you say see. And you know that everyone will have some initial response, some initial response to some drug, any chemotherapy drug.



So yes, assumed that with the drugs, the palliation, whatever symptoms the child is having, gets treated. So, and as, and when he goes on, uh, uh, getting, uh, treatment, uh, you assume that probably he will into that 20-25%. Okay. That actually delays, but you don't understand that he may not get cured or he, they, there is also some amount of pain inflicted on the child. Uh, with the therapy as well. Okay. So that's how it goes. 



But most of the time we see that the. Uh, you start a neuroblastoma, who came to, say you started with some chemotherapy after three weeks the child is okay. But you know, You know you see pain, he is not eating well, then he starts eating well and everything. You see those kinds of things.



Okay. 



So you, now initial kids have symptoms because of cancer. Adults do have lot of comorbidities, which add to their problems, but kids don't have. So, so the thing that, you know, once I treat the cancer. I start treating the cancer so the symptoms would go down, that, and the assumption that you know probably if he and once the child responds you feel that probably he will go into that way.



These are all, uh, these are all, uh, they, they create a bias in the treating physician's mind. In sending a referral. 



Correct, Okay. Also, you just mentioned about a need to be exposed early. Can you just elaborate a bit on that.



See the problem. The point is why I said exposed early is, the palliative care physician is the part of the oncological team who's treating the patient. So if he's not part of the treatment. The patient, when he starts progressing and the therapies are exhausted and he's not fit for therapy. All his one year, two years, I am treating and the, and in the end of it I’m sending him to other physician, he's not going to accept it. He will never accept it.



He will come back with the same prescription. He send it to pain and palliative care physician then he will come back with a prescription saying sir “Doctor Sab ne yeh lika hai, what should I do?”



So, and and you know that, even though I get that certification of that pain management with that step ladder kind of thing. I’m actually have a lot of other patients who I need to cater and all these kinds of things. So in a team, if, if, if the patients parents know that they are part of the team right from the beginning. 



Yeah. It's more acceptable to them. That's even true for adult oncology. It's accepted. That's what we learnt on adult oncology. You have to be, he has to be the part of the team, right from the beginning. You don’t express them, and in the end they are not going to come. Very few will go. You write it down saying that no problem. No best supportive care.



The benefit of treatment is nil, toxicity is high. You know, it's only giving symptomatic care all this time to the patient. He will not, he's not going to, uh, he will accept it, he will accept the outcome and everything. But for all this pain and palliation. He will come to you. He’s not going to palliative care. So that needs to come very early.



Absolutely, Okay. 



And also there is a general perception which you talked about palliative equals to end of life care or death. How.. can you explain bit on that?



That's the observation which I've seen among the most of the practicing oncologists. It's not from the patient side. Of course, the patient doesn't know who we play which role, but it's the role of the uh, this one. I think that comes with the problem comes with the training, training of the oncologist



Where you are told that, you know, best supportive care equals giving pain medications, giving these things and you refer to a palliative care physician. Most of these programs are in the patient are in centres where high volume cancer centers. So that in that that is what is carries forward in the your private practice.



It's not when the patient is patient might been BMT, might be having pain because, sever pain because mucositis. So relieving that pain and palliation of that pain has nothing to do with the outcome. Correct. So I think that is how it's, it's, it's a typical physicians arrogance. At the places of, at the places where these degrees are given, oncologists are doing it is just bad practice.



I think if you change the training there, I think that most of the problems in the..



Ya it will trickle down actually.



It will trickle down. Because I had our HOD for every patient with sever mucositis in BMT he used to tell, call.. did the anaesthesia guy see? I mean did the pain and palliative team see. Start he would say, starting on the infusion and colour and learn from that. Because if you don’t have pain and palliative physician at your place, you should be at least able to handle it. Absolutely. So, I think that that's the key.



Thanks, thankyou it was really useful. So now you have referred to palliative care before when you are in MNJ. I don’t know whether you have a palliative care here in this hospital



We have a pain and palliative physician



Physician. So what has been your past and present experience of accessing a palliative care service?



Luckily I’ve always been in a center where there is pain and palliative, so... I think MNJ, we, we were involving quite early, and more than that they were more proactive, they were doing, they were doing the ward rounds by themselves, and… you know, we were at a sync. Hear the issues is we need to send the patient to the palliative care physician. And here the issue is every time i send them, they need to pay. Cost becomes an issue. So if the patient is inpatient and, uh. I get, I admit the patient under me the obviously, like i told you know. I admit the patient under me, and every time I need to call, the cost. You know, every consultation, they’ll charge her fees, its not that she shouldn’t be charged, but the whole point again, cost, that comes down. but I think it's a... That is one thing. And you don’t; here. We don't have a full-fledged team, we don’t have a ward, the cost of palliative care in hospital is very high. I tried to discourage; we don’t have outside. The government palliative centers are not acceptable, acceptable to the people who are paying, so they ended up spending more and the home-based palliative thing is at least not there in the private practice or they need to just go to MNJ, register themselves and you know, they have it but again, I don't know how well they'll be funded in the long run. They are doing a reasonably good job, but again, that's an issue. So I find that home-based treatment and coming and this one. So, and that counselling part it, it's, um, I think in, in private practice you're just crippled, for a good palliative care, most of the time the referrals are for the pain, which you are unable to manage, honesty. It's not a proactive team management. 



And, um, uh, from your past experiences of accessing palliative care at MNJ, what were the highlights of those experience? Positives.



See, I’ve, The Positive is they are more proactive proactive and, uh, the, the good part was, uh, they had these centres in home-based care, which was really a good thing. And, uh, you know, because, uh, in the same ward, both of us are seeing for a good number of times before sending the child home, they kind of develop a rapport with the palliative care team, and if the child is doing well, you again get back a referral, Is there anything which we can do for this child, because he's reasonably relieved of his pain and he’s doing his daily activity. Is there something which we can do? 



So, uh, whether the shortcomings of, uh, making or accessing, when you're accessing palliative, was there any disadvantages or shortcomings that you noticed?



The shortcomings? Uh, I think, uh, just like the clinician only the oncologist needed a one to two weeks of engagement with the palliative care physicians. I think the palliative care physicians also need to have, 



Really important 



Need to have the insight into the disease. what you're dealing with and this one. So… that really helps to predict the…



Prognosis



Prognosis and the issues, where, where can there be issues? Issues with the child having problems, at what point of treatment is likely to face which kind of inconvenience. 



Absolutely. So, uh, you just mentioned a couple of times proactive. Uh, the team was proactive. What, what you meant by being proactive? 



In the proactive. We never, they never waited for our referral from the branch they used to do this ward rounds and find out any child is having any kind of pain and or any kind of suffering and any kind of, you know, they used to see all these thrombophlebitis related pains and all kinds of things and they used to just point it out and suggest treatment that way it was good that was being brought to the, they, they, never waited for a referral.



And also, uh, one of the things that you spoke about was developing a rapport. why do you think that is an important thing?



It’s, it’s, simple, oncology, once a patient or a child is diagnosed with cancer. He's always with his primary, with his oncologist until death. If he really trusts that guy, if he really trusts his oncologists, he is going to be there with him, obviously if he, even if he's a survivor, that’s what, that's what happens, so, that happens because of the treatment and the trust kind of honest you have been. So, why this rapport is important in a patient with advanced cancer, and which is incurable is, if that kind of rapport is not developed, they’ll be very reluctant to go to a palliative care physician. The palliative care physician might be good, they might be to this, but they still wanted everything to be done by this one because you saw my child you know how he has a faired through the chemo he had this, when this drug was given, he suffered like this and this drug was given he suffered like this. So, you, so there is, there is this understanding in the public, you know, you know my… body, constitution more than any other physician so, if he's having pain, even though it is incurable, why don't you give the medicines kind of thing. They don't say it, but that's how they behave. So that's why the rapport is involved, that's what I'm saying. You know, the palliative care physician should be part of the treating team from the beginning, or at least didn't cancer centres. If you feel, if they feel that they are not part of the team absolutely, you will be ending up with a lot of treatment discontinuations lot of, uh, end of life care issues. That is what is happening. More than at least 50% of the patients with cancer die in hospital. They don't die at home. That's the whole reason. Incurable cancers. Why should someone die in an ICU?



And, uh, taking it forward. You also mentioned about palliative care physician, needing to have an…palliative care provider having an insight into oncology. You think how it can develop? or why it is a…



No, it, it, It, only helps you to predict things, predict things, and at no in a child with cancer. see in adults it's different. In adults it's different, in adults, because they always come with the problem, they can communicate but in kids, the most of the treatment regiments you see, they are long, have reaching, six months to one year at least. long. So if you have a basic idea about the basic disease and the protocols which they follow, you know, when is his likelihood of facing a problem.



Correct.



So that's the overall idea. 



Okay. And you mentioned about importance of home-based palliative care and dying at home, child dying at home instead of ICU can just elaborate a little bit more on this? 



So the point is, most of the time you start from day one, you counsel , every time the child progresses on any therapy you tell see, the intent is to prolong life and provide good quality of life so, there will come a point where the child goes down, he starts having symptoms and everything. It just becomes inacceptable to the parents. And then to be. to say that, uh, to see the child dying at home, they want to bring him to the hospital, they want to put on oxygen. They want to do so they generally accept if they have seen the child suffer more. after multiple admissions for sup, supportive care and all these things. Then they come, okay if I take him to the hospital, this is only going to happen. But someone who's rapidly prog, someone who has very rapidly progressing cancer and you are signed off the patient. And saying, see, there is no treatment available, there is no way to cure this child. It's only palliative care and you should give only good supportive care. And this one, the acceptability of that parent to see his child at home is very low. So, the one they want to bring the patient, the patient to the hospital, keep them in the room and do everything, and sometimes you know, everyone goes through that pathway of, you know, breathless and all those things and at that time they want intensive monitoring.



Correct.



And that just, and that just adds to the cost.	 it's not about the cost. It’s about, I feel a patient dying in ICU, can, advanced stage four cancer patients dying in a ICU, he is dying without dignity, okay. You know, the diseases incurable, you know, the intent is to give him good supportive care, painless, whatever, supportive care you have to give, and when someone dies, being around with all his own people is the most easeful way to deal with everything. Someone dying in an ICU on a ventilator, stage four cancer. It's horrible. It's dying without dignity. The patient goes to unnecessary suffering. He doesn't have that feeling of being with his loved ones at those final moments. The loved ones don't have the opportunity to see the patient till his, this one, they died in something, in their absence, or kind of thing and the kind of traumatic stress they feel they go through after coming. 



Yes. 



It’s not that if they see the patient dying, they don't have any post-traumatic stress, but dealing with that acceptance, bereavement becomes easy.



Absolutely. 



These are the issues. You know. It's, it's really waste of resource, it’s not waste of resource. It's, it's uh, wrong way to use the resources. Correct. Its not the right, these ICU’s are not meant for this uh, 



Yes yes fully 100% support that.



I find it very difficult for patients to allow the patients with the advanced cancer to die at home. That's because, we don't have this, uh, in involving the palliative care physicians, right since the diagnosis. Rapport doesn't develop. Absolutely, even if tell 100%, this one is thing.



The moment I read about supportive and then they go, they don't develop that rapport. They keep coming back. What else you can do What else you can do. 



Absolutely. Thank you for that. So what has been your overall experience of working in the palliative care team? From as many years.



Experience in the sense, again, it's place to place. It was AIIMS, MNJ and then in corporate. In private its non-existent, practically non-existent. The palliative need a pain physician. That's it. Patient has pain go to him. That's it.



Or like I said these misconceptions in a cyclic (_47:09). Yes. They do do a lot of things and the names again it is an integral kind of thing. So much needed. Underutilized service.



And, uh, has it had any personal impact on your working with palliative care impact on your clinical practice? Or impact on you as a person? 



No, I think when palliative team is not involved my emotional this thing is there that actually increases. You know, Any cancer patient with when I do all the palliation and some other young adult also dies in this, it also takes an emotional toll on me.



So I actually happen to see HIV die with, was the only child of a couple. When I was a resident, I was still unmarried. Dying of relapsed DLL. So that made me think I will never have a single kid, I will have two kids. So I mean, this is one of those emotional issues, but. Yes. It really burdens the physician. 



Having a palliative care physician will actually bring down your stress, your stress of working. You are trained to do oncology, medical oncology. I mean, you'll see the patient as holistically, but this aspect of this thing is too much burden on already existing work which I have, and also it's sometimes emotionally draining. You need to have a, so a palliative, having a palliative care physician will obviously take care of certain things, certain part of the care that you give to the patient that actually is decreases some amount of your stress. 



So, uh, what is your, uh, use on, uh, referring a child with advanced cancer to palliative acre?



I tell you what I feel, but what I do, actually too. What I feel is, like I said, you know, you have to keep them involved at every phases right from the diagnosis. And then as and when the childs progresses, less of treatment, more of palliation.



You know, those ratios changing. Then they initially come. It's less of palliation more of this one. You know the roles and by the time they end you know it’s a role reversal. That should happen. But what actually I am doing is I'm doing the entire thing. Because of the problems with the access in the private sector, that’s the issue. 



So what are the things that you feel that would facilitate a palliative care referral?



I think, uh, that's a move, which, uh, most corporates are not going to invest in. Because most of the corporates are run by the private equity firms. So they always look off, even though there is a need for service in it, they always look at the profitability aspect. But most of the time even there are, there are lot of patients and parents who are ready to pay some reasonable amount for these kinds of services.



So. Even on on pay basis. If, if we have individual palliative centers, where more people come in and start things, you know, not-for-profit, I wouldn't say , but at least you know where they make reasonable decent to run that setup. The economic viability of the centres is taken care of, at least if the patient pays off something.



I think. That would really great. Because it would help that home based palliative care to increase more and more. Until and unless they see that a hospice and these things, these services are increased. Not in a commercial way, but in a way which they're economically viable. Even if the Government cannot spent so much amount in this. They should be economically viable. And if these sectors increase, I think that's a no senate in the private sector, which still informs the large chunk of providing services. And I think a lot of hospice and palliative centres in the places where a lot of cancer patients seem to be there. I would personally love to see that happening. Where these all these (___51:53) plural taps, pain blocks, all of these are done and access to these procedures. They're not a nominal cost and you know. 



Apart from this what you just mentioned, maybe (__52:09) and corporate, generally fit, maybe MNJ or any other place, this place. What are the any other features factor that facilitate, uh, making a referral from an oncology side?



Like I said, the train, the problem starts with the training. I think the perception should go. They need to be reinforced again and again and again, reinforcement. See if you will send your patient late and likely to be with us, more likely to be with you. If your patient, if you send the patient early more likely to be with you at the end of life, more likely to be the palliative team at their doctor. Correct.



So this point needs to be stressed. Hm Hm. Hm. In all the centres. Then the referrals, then I mean the right kind of treatment happens. I think that is what. 



Do you think there are any factors that could hinder the palliative care?



I think most of the time it’s the misconceptions. Hmm. And the subconscious, feeling of the treating physician, they'd probably find a long-term survival against all odds. More than that, I think people tested, more commonly people just tend to forget that aspect of care.



It’s a very important aspect.



I think more that's more common. This is less common subconsciously this one. Then the third thing is the, it should be a habit of the oncological practice. It's not a thing which needs to be strategic it should be a habit. Until and unless you imbibe that habit, you're not going to practice it. And the habits are formed in the training days and you should catch them early. Should be imbibed since the training days.



Absolutely. And, uh, what are the situations when you would consider referring to palliative care in your practice? 



I think, uh, my first thing starts with pain. So upfront any patient who comes with pain and all these kinds of things. I would… I’d, say you need to see a pain physician first thing to have an adequate control of your pain and make him understand, saying that you know, the pain escalation de-escalation is not so simple that if you have a pain, take this. If you don’t have, stop this, it's a… there is a scientific way to do it, and my treatment is going to take time, especially where I feed the situations where the treatment is going to take some time to improve his symptoms, I tried to send them early. Or, where there is a feeling that it's a curable cancer. The, the kind of, uh, initial treatment will decrease his, uh, uh, symptoms drastically at a rapid pace. Probably the referral goes a bit late, that is what happens. But in an incurable cancer, we generally try to, I generally try to involve early, off late I have been conjur… up, I'm just one year into this corporate practice, so I have gone through a lot of. Uh, this one year, this one. So right now, I've started doing this right, be with adults at least I’ve started doing this thing, but otherwise most of the time… we are pain,



You are pain. Apart from pain, are there other time that you make a referral to palliative care? Or this situation, that you think it's apt for palliative care referral? 



Uh, I think, uh, when the intent is, itself palliative, most of the time it happens in geriatric patients. Where the intent is palliative and you feel that support care might be there from the important part, right from the day one. And there is a feeling that the chances of his responding to any kind of therapy will be low, you start involving from the day one, because you know, valuation forms the backbone of his treatment. That's not true is ca… I mean, that generally doesn't happen in a kid because most of the kids are symptomatic only because of disease not because of the age and the comorbidities. So, at that time, you always have the short of getting treatment. But yes, in a kid, I would send when, especially when there is a, when I feel the treatment would take some time to respond. Very important.



Are there some situation where you are not considered that thing, 



End of treatment of a curative patient, a few cancers after the initial scans is done and their you know, treatment is simple but going to be much painful to the child or the patient probably I would.



Going to the very far end of my interview can you please think about a little on the memorable experience of palliative care referral? 



Yeah. So there was this child, a, neuro blastoma uh, the father was from BITS Pilani, he was a very nice. very loving family. So she was relapsed. He gave her chemotherapy. She responded well and then she relapsed very fast. Then there was no treatment left for us. He involved the palliative team and we started her on pain medications and some oral chemotherapy drugs. just as a metronomic therapy and, uh, she got good home-based treatment, home based palliative care and the, the father, the child expired at home. She was a five year old child, and she could, she received all the kind of palliative care, and she was a ideal patient who died at home and the father came back, gave a donation to the paediatric hospital and thanked.



Okay. 



She was taken care well till the last moment she got, she received all the care she could receive. 



And why, uh, that, uh, this incident did you quote? Why it made it so memorable for you?



See when a patient or a child gets cured always the parent thanks the doctor, you know, despite a negative outcome. Giving a sense to the parent that everything was being, everything has been done. it's just a bad disease. No one could have done anything. Uh, I think uh, that gave us a satisfaction. 



Yeah, fair enough. 



That the father felt that everything was done, there is  nothing much anyone could have done.



So, the last question is, is there any negative experience of palliative care referral that you can think of? 



Yeah, there was this child with osteosarcoma whom we sent back; we gave her two cycles of chemotherapy she had a huge limb swelling. She was not fit for any therapy after two cycles, disease was not responding. We sent her off, we sent, she was taken to a hospice. The look of just dying people there. The father couldn't digest, he brought her back. You said you'll do anything you don’t give chemo; you can give pain relief you give her. I just can’t keep my child in a center where people are dying around, and feel… have a feeling that nothing can be done. I would rather die under your care, my child die under your care or ill take her home finally I kept her under a couple of days, for under my care, then I sent them home. They took the child home. 



It was a negative experience because?



it was a negative experience because the child came from, back, from, hospice. The, it was a negative experience because, the father and the child couldn't, uh, they didn't have a pleasant experience. 



Mm mm, and um, 



They know the disease is incurable, but it was on the face. See, this is the outcome you’re going to face, like I said you know, it should be. That's why I feel home based palliative care. Any advanced cancer patient dying in their home is the best form, I don't know I might be biased, but I feel that's the best form. 



Absolutely. Absolutely. 



Even in a hospice, the problem happens is when they see a lot of people dying, they’re crying and all these things, you know, there is a sense of helplessness in some. So, that was again a point, so, I, I, feel that hospice should be a transition from hospital to hospice to home



Mm, mm,



It acts as an intermediary. It doesn't, it’s not again a place where you would love a patient, I mean patient where, place where you would like a patient to die it's a place where you actually do this one.



Is there a anything that you want to tell me that I have not asked? 



Nothing, I think we covered pretty much covered everything. 



Thank you so much. I will stop.



-End of recording-
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So, um, thank you for participating in this research and consenting to be audio recorded. So, uh. Can we talk about your work that involves managing children with cancer? 



I'm supposed to give a brief of what patients we see?



What you see? What you do?



As a part of team in Tata Memorial hospital of the paediatric oncology department, uh, we see around 2800 new paediatric cancer patients every year. And, uh, uh, apart from this there is, there are bone and soft tissue patients and neuro oncology patients. So, uh, the main component of my work is service, providing them the standard of care, whatever is feasible.



Second component is education training of, uh, paediatric oncology residents. And the third component is research. So these are the three components of my work. 



So what is your typical day looks like when you come to the hospital? 



Uh, so I begin my day at around 08:00/08:15. And it begins with the ward rounds. Then usually there is some or the other meeting like there will be a IRV meeting or a DSMSC meeting or something, or some other academic or administrative meeting. Then it goes to the OPD, uh, and then the OPD goes on till around 04:00/05:00. Then again, you have some other academic work going on. And finish my day around 05:330/06:00.



Okay. And what’s your experience of treating children with cancer, how do you feel?



That's a very broad question. So it's been, uh, now, uh, 14 years. And, uh, initially as a student myself and then as a fraternity since last 10 years and my experience of paediatric oncology. It's difficult to put in words, but I would say it's been very rewarding. In a way that, uh, fortunately, or unfortunately for me, my training of three years in Tata also involved a lot of adult medical oncology. So I know the differences between adult oncology and paediatric oncology. And why I said paediatric oncology is really rewarding is because the tumours are inherently more treatable. Majority of them can be cured if properly treated.



So that said, you're right. That's a pleasure. And now, after 15 almost 15 years, now in those, uh uh, children who are now, actually grown up and they come and meet you, the kind of pleasure which they give is un-describable. So yeah. 

  	

Okay, So you just mentioned about, um, it has been a rewarding experience because most of the paediatric cancers are curable. Can you just tell, talk a little bit more about it?



So you’re right, we need to qualify that statement because, uh, when I said most of the paediatric patients are curable is on an average. But then you have a broad range of, uh, diseases, disorders, uh, like standard risk scale where you have cure rates of 80%, 90%. Even in India, we can now achieve at least 80% cure rates. On the other hand, you have high risk neuroblastoma where you have cure rates of less than 20%. Realistically, even because number one, some modalities of therapy are not available, or if available, they're logistically not feasible. So when you say 10% or 20% cure rates, that means four out of every five patients you see of the high risk neuroblastoma are not going to make it. So you have a very broad range. And, uh, uh, unfortunately neuroblastoma is one of the most common. Uh, paediatric tumours, it's the second most common solid tumour in paediatrics, or you see a lot of those cases. 



And, uh, how, uh, do you handle, uh, how do you see some of the situations in paediatric cancer when they're not curable? The, like the list. Some of the conditions that you're mentioned. How?



Uh, How do I see as in how do I.. 



feel about it or experience it? 



Just cause it is a disheartening, but you need to understand of course, you do understand, but my perspective on it is that, uh, here you're not primarily concerned with the emotions of the patient. Here you're concerned with the emotions of the parents.



And as a parent uh, it is extremely difficult, if not possible, to fathom how, what pain they go through when they realize that the condition is, uh, incurable. So to convince them that we do not have any further treat- curative treatment options is very difficult. The way I do it is, uh, my, one of my teachers in there, uh, he's considered the father of medical oncology. He always said that you should never use the word said, I cannot do anything for you. There's always something that you can do for the patient and the nature I to explain it to them in  in a way that even if we cannot cure the disease, we can at least take care of whatever the child is going through. It's, uh, extremely difficult for parents to understand it in one go. You know, it takes maybe one sitting, two sitting, three sittings for them to accept. That they are going to deal with the mortality of a child. So in a busy OPD it is, uh, I, I mean, just because I'm giving an interview and supposed to do give ideal question answers, but I'm not going to do that. I'm going to give you realistic answers.



So ideally, as I said, it should be done within, not in the first go that we cannot do. We cannot cure your child, but yeah, they need to understand that all of us are mortal uh, eventual mortality is not in our hands. What is in our hands is to see that whatever time he have is a good quality time. For a 60 year old to let go or to understand. It's probably easier, but for a 30 year old parent to let go of a two year old child, it's, I mean, our culture has not taught this to accept mortality.



So, uh, it's difficult, but they have had many, many different kinds of experiences. Like some parents take it very well. They understand. And they, uh, accept and then they look forward to making the child as comfortable as possible. On the other extreme, we have had situations where the parents would completely refuse. They're in denial. Absolutely. And, uh, the key, they have cried. They create scenes. They beg you. “Kuch tho kar sakthe hai doctor sab? kuch tho karo? Hum aapke paas ithne door se aaye, yahan se, ye karke aaye hai, woh karke aaya hai, aisa kaise ho sakta hai?” Those kind of reactions. So you have the whole range in between. 



Thank you, Sir. So, so you just mentioned a word, uh, take care of child, what the child is going through. Can you explain it a bit more? 



It's uh, a even before I mentioned to that, uh, I’ll answer that question. But before I go there, I want to say something which has been in my mind for quite a long, quite long time now.



It's, uh. It's the fear of the word palliation which is in the minds of a lot of us. Also, of course, in the minds of people, parents, patients, everybody. So people always associate palliation as the end of life care or end-of-life, uh, comfort. But what they need to understand is that cancer itself is like an alarm kind of a thing, which is reminding you of your possible mortality if not probable.



And when disease like cancer happens there are many, many, many associated symptoms which make the journey of treatment equally devastating as the result, whatever it may be, patient may get cure patient well. If the journey can be made, more comfortable more peaceful that itself is an achievement. 



Thank you, Sir. And also, you mentioned about letting go, especially by the parents, uh, and accepting mortality is difficult. How do you manage those situations? 



I don't know, honestly. Uh, it's made difficult. Okay. How do I manage is, mmm. I guide them to the right people and then It may not be the right answer or the perfect answer, but then I feel that I've done my job, but then sometimes when at the end of the day you think about it, you feel like. Is that all? If I have sent them to say, a palliative care consultant, is that all that can be done by me or could I have done something more?



Um, but to qualify my answer, I would say that there are certain situations where, you know, what problems the family's going to face in situations where we do not have curative intent treatment. So, for example, a child with abdominal neuroblastoma or incurable hepatoblastoma where you know that he will have abdominal distention, discomfort, pain. Patient will eventually go into the hepatic failures. So there you know, what symptoms are going to be present. And there you can give them symptomatic care and benefits. But I really have always wondered, and I think we have discussed this previously, also, that I understand and know what happens as a terminal event, what kills a patient with incurable cancer.



So it may be metabolic reasons, it maybe, uh, uh, extensive lung metastasis causing shortness of breath causing hypoxia. I have even tried to look at literature, but the eventual final cause of that, you know, what you write in your, uh death certificate. I am yet to come across a study which talks about that and how do we make a person or patient, for that matter a paediatric patient, comfortable in that situation. I don’t know.



Thank you sir. You just mentioned about the fear of word palliation and palliation being associated with end of life. Can you explain? 



Absolutely, so, uh, and I want to be more vocal about it. Even today when we are discussing in the NCE meet, I mean I wanted to but it was not the place or the platform to talk about.

But, uh, so I mean, having worked in this, uh, in this, uh, field for such a long time. I have realized that uh, in curative intent treatment also, there is a role of supportive care. There is a role of, uh, accepting the possibility of failure, you know. But for a patient who has say, 70 80% chance of cure, if I talk about palliation, the world “palliation” to them at the beginning of treatment.



So now the feedbacks which I have got is that they feel that, does the doctor not have any hope? Is he talking about palliation? Why is he not giving us positive, uh, reinforcement? Why is he talking about the possibility of failure? Why is he talking about..? of course we need to tell them that there is a possibility of failure, but to emphasize on it and the word palliation itself, if you take the literally, the, uh, translation, I don't know if I'm wrong, correct me if I'm wrong, but it implies taking care of symptoms and, uh, it's elevating pain basically. So, uh, that association needs to be dissociated. Is what I feel. Right. 



Absolutely. Thankyou. So you also just mentioned, uh, about your, uh, search to know what is the terminal event, why that is important? 



To, the the, many a times I faced the situation where they, even if they accept that, okay, we cannot do anything they ask questions. Questions like How much time does my child have? What will happen in eventually? What are the further problems that will happen to my child? I do not have answers to those questions in majority of the situations. In some, like I gave you examples before I may pre-empt or I may guess, but do I have any study or do I have any data to tell me? Please correct me if I’m wrong again. But, I could not find any instance. Say for a patient with a metastatic Ewing sarcoma with lung liver bone mets. And I tell them that, uh, the patient, we cannot cure the child. What will happen after a few days. Will the bone meds flair up? What is the probability of the liver causing liver failure? What is the probability of lung metastasis causing respiratory failure? I don't know, wouldn't it be worthwhile to know in what percentage of patients eventually what leads to what complication in the what death? 



Definitely. Yes. Thankyou sir. You mentioned some of the challenges that you face while seeing, uh, children and their families with advanced cancer. Are there any other challenges that are there? 



So tertiary cancer care center, one of the major, uh, I name two of them. One is the sheer volumes because, uh, I've mentioned it before also that Talking about palliation, talking about, uh, uh, non-cognitive intent treatment is, should never be a onetime affair. You should always go gradually. You should have multiple, they should give the family time to accept, which is sometimes very difficult in a busy scenario, in a tertiary care center. Probably because of the uh uh, the dearth of enough qualified people, enough manpower to do that, and the amount of time that you need to give to each family situation. 



The second major problem is, uh, India is a very diverse country. And when patients come from regions where language is a barrier. There to communicate such a sensitive matter becomes very difficult. But sometimes you do rely on the interpreters and the interpreter may not share the same sensibility and the sensitivity, which you want to be conveyed. 



Correct.  



You know, it's, I mean you and me are conversing in English, we understand each other very well. But if the same situation was, I have to talk in English to an interpreter who then talks in Bangla. I don't think it would convey the same message. So, so that's a major challenge. 



So some of the institution related challenges regarding volume and language, are there any child specific challenges you can think of?



So, uh, sorry I didn’t understand the question. 



So challenges that originating from the child? Could be because of the age or other factors?



So, uh, yeah. Um, the, my experience tells me that I, uh, Indian scenario and Indian parents actually underestimate the, uh, the mental capabilities of their children to a great extent.



So families want to kind of, uh, hide, or not hide, but not let their kids even, uh, I would say teenagers know about the real situation. And in instances when I have been able to talk to teenagers, they have been able to accept it much better than what the parents would have expected. So that's one Uh, possible problem. Second, I feel is, uh. Again, I'll keep on saying the same thing. The time and the efforts required to do that kind of convincing is a challenge. 



Any parents or family related challenges that you face?



Parents or family related challenges umm.. I mean the obvious being that. I really cannot ever understand or cannot say that I can understand how a parent would feel to let their child go. But so that's a big problem. But that's obviously the whole situation where we are talking, having this conversation. Second reason is or second issue is sometimes is the presence and the interference of the so called well-wishers.



You know, it's, uh, in my experience it becomes difficult. Uh, it becomes easier to, to talk to the parents or their primary caregivers. But when you have four other people around them, the so called well-wishers who want to interfere and who want to prove that they're doing something good for the patient and for the family, it becomes a little more difficult because, uh, of course in India there are a lot of, uh, uh, alternative therapies which are going on people have faith in those and, A problem also occurs when again, I might be putting myself into trouble but, uh, when your own colleagues outside the Institute give patients and relatives false hopes. 



Correct. 



So you made them counsel them and convince them that curative intent treatment is not possible, but then.. 



Your peers tells them something.. 



Somebody don’t want to name but says that whatever cure is 100% guaranteed, becomes difficult.



Thankyou Sir. So I will move to the next question. So, uh, what do you feel about the scope of palliative care for a child within advanced cancer? Child and their family.



The scope is tremendous because the current situation, we are lacking a lot of things. Uh, I have worked, uh, in three different institutions and majorly only in Tata Memorial hospital and here itself. If you see and has been discussed before, uh, ideally around 30% of patients

will be treated with non-curative intent. And unfortunately, due to logistic reasons uh, uh, we do have to send them off. Uh, maybe within a day or within a week from where they have come. 



Now it's a challenge to convey this acceptance of failure to the family or the relative who has come from long distances with hopes, with high hopes. So that's a challenge. The second is, uh, I mean, if there is a more firm presence of the department, so infrastructure, logistics, manpower, it would, uh, and my understanding is that we are trying to increase the scope of palliative care.  



But if you, uh, honestly answer my question, if today every single deserving patient is sent to the department of palliative care in my hospital, it will be completely overwhelmed. So do I have enough people to handle that kind of a load? Yeah, Seeking and asking for more referrals. But suddenly tomorrow everybody decides that a deserving patient needs will be sent to the department. I don't think would be feasible. Another very important challenge which I face is that, and this is not a criticism, so please don't take it that way. 



No no. 



But, uh, the recruitment of, uh, MD in palliative care is immediately after the MBBS.



And uh. Those are kids, not kids, I mean students who do not have any clinical experience. So to expect them to understand the workings of the physiology of a child. Forget about palliation, the normal physiology of a child, how the kidney functions, how the drug is excreted, how cancer affects all that physiology to make it a pathology and how your drugs will have an impact to relieve that pathology, it becomes very difficult.



So probably Uh, no, I'm in no position to change that, but those are my thoughts that. Uh, probably a MD, a person who has then moved clinical work. I'm not saying only MD, but a person with a little more clinical experience who has a physician's capabilities will be a better recruit for a MD palliative care job. 



Okay, that's, that's very useful. So you just mentioned about one third Walter treated with non curative intent.



Eventually, yes. 



So what do you feel about the role of palliative care in these patients? 



Absolutely essential, but now again, it might be a counterproductive to the kind of discussion that I've had but I am also of the firm believer that then, okay, let me begin to answer this question by criticizing one of the uh, recent famous publications in a, not very recent. It's been there for many years where we have tried, the people have tried to show that palliative care increases the overall survival. Now I understand completely that this is very important in a 60 year old or a 65 year old. But when I'm talking about it, three year old or five year old, I'm not looking at increase in the survival by a few months or a few days or a few weeks.



I mean, that is not what I'm trying to achieve. So even if in oncology today, we run after overall survival as a gold standard. I think paediatric oncology should be made an exception and should not be the gold standard. What I am trying to achieve is giving the absolute comfort to the child. In a way that the family is convinced that my child is at peace. 



Absolutely.



It may be institution based, it may be home-based, it may be at whatever level, but taking care of the symptoms cause it's the most devastating experience for a parent to see their child gasping at the end of life. And you know that air hunger, which happens, and those memories are going to stay with them for their entire lives. 



Absolutely. 



So it's not only about the child, it's about you're scarring the lives of the parents for the rest of their lives. 



Absolutely. Thankyou Sir. You just also mentioned about suppose, uh, if you refer all the patients who deserved palliative care to the palliative care, they will be probably overwhelmed. So, do you think lack of capacity to provide palliative care from the palliative care department? Won’t be a barrier for the palliative care referral?



Yes, I do believe that. Uh, it, it, it's again, a question of balance, I would say, because. Uh, in an ideal situation, they also would require time and efforts to deal with each patient and each family, you know, and, uh, I don't think currently we have enough, man hours or working hours as a manpower to deal with that situation. So increasing the, uh, strength of the department would help. 



In, uh probably may facilitate more referral. 



Absolutely. 



Okay. 



Also may be I missed it, I can go back and... 

Yes yes. 



Uh, also again, coming back to the point where, uh, MD palliative care is immediately a *inaudible* (30:54) base. So probably a better understanding of the diseases also will help. 



Absolutely.



Because if you don't know what is the root cause of the suffering, just taking care of the suffering is not going to be helpful. So either somebody with a little more experience or making, uh, uh, integrating, uh in part of that curriculum and understanding of on oncology is also required, which I feel is lacking at present from my interactions with the current scenario. 



I was the actually the only voice who wanted it to be DM. I got trained after my medicine. That's perfectly understood. So move to the next question. Um, can you describe your experience or making a referral or accessing palliative care services in your hospital?



I'm not going to get kicked out. Right?



Absolutely. As I said absolutely everything is kept confidential.



Right! So, uh, it's not been great. Let me be honest about it. It's nothing to do with you and talking to you, or, anything with that, even when you were here, it was not to my satisfaction. It's not been great after you have left also. Let me honest about it. Why I have multiple things to check in point out.

 

Number one is, again, it may not be the fault of the department or the fault of the system, but there is tremendous scope of improvement. Why I tell you, I'll give you a hypothetical situation. So a family comes on Monday to Tata Memorial hospital and by, uh, on the 1st of September, and by the 8th of September, the next Monday, they have all the investigations.

And uh, unfortunately it's me telling them that, look, we cannot do much. I'll be referring you to my colleague, uh, uh, who will tell you what more can be done in the best possible way that I can. I am not using the words palliation here. I'm trying to avoid using the word palliation here. I am trying to tell them that disease we cannot take care of, but we can take care of the symptoms or the suffering.



The then maybe like killing (33:34) in my department or my field of work also… because you asked me specific about my interaction with palliation so I will be citing from that endpoint. So the first problem, occurs in that situation, you need to understand that the family requires urgent attention. They have received news that nothing can be done.



They have been sent to a person who just tells them today there is no OPD come tomorrow or day after. What is going on in their minds for two days. It maybe that today's a paediatric day, tomorrow is a thoracic day, day after tomorrow is a gynaeic day. I completely understand it's a fault of the system. But that's not an ideal situation. So that's the first point. 



Second point is sometimes, uh, uh, the empathy with which the situation needs to be dealt with. I found it lacking. Just giving Tramadol and Uh, Morphine and the fentanyl patches. It's not palliation. Not at all. How do they extend it? Sometimes I only refer to the department for a referral Uh uh, I mean for getting contact details of referrals to different parts in India. 



I only tell them, look, go to this OPD and only take their name and address of the doctor whom you can contact at your home. Don't do any, don't wait for any counselling or anything. I'll do the counselling myself, but just do that because I don't know your contact list. If I at least that much can be streamlined it can be put on a broader scale, because we are not talking about uh, internet survey people here, we are not talking about people who can go under Google and find a palliative care center around then. You're talking about people who are absolutely dependent on your recommendations, on your word of mouth. You can see. 



So these are the things. But I also have to, uh, point out, if I said so many negative things. I also have to point out that. My good interactions with the palliative care department has been mostly with the volunteers other than anybody else. You know because those are dedicated people who probably understand the situation and are able to deal with it in a more, much more empathetic and a much more dedicated mind.



Thank you so much for that. So, uh, one very pertinent point that you brought out was, uh, non-availability of the service when the patient needs it. Maybe because of the schedules or the OPD and for other reasons, which is completely wrong. Uh, can you, uh, so do you think that that's an important barrier or, uh, uh, any, not you, but any other Paediatric oncologist in the, when they think about it? 



I may not be able to talk about anybody else, but for me, this definitely the single most important reason. Because when a mother or father is crying in front of me and I tell them, I explain to them, I sit with them for half an hour and I tell them that, look. My colleague will take care of things from now on. I'm handing over the responsibility of handling that situation entirely on my and if that colleague is not available at that time, it becomes deterrent for me. And I am sure it becomes a deterrent for my other colleagues also. Because uh, I mean, just imagine, heaven forbid if there’s no continuity in something, which is happening to us. 



Correct.



So if I am told that my leg has to be amputated. Going with the surgeon. The surgeon meets me after three days. What do, what is going on in my mind for three days? 



Uncertainty is very challenging. 



Uncertainty is absolute, it’s the worse killer than the death itself. 



That’s true. And uh other point that also mentioned about a lack of empathy that, uh, you think that's very important. Empathy, the, the providers being, having empathy is important in determining. 



Actually, and again, I would not name anybody, but probably this session. I'll give you an example and you may take a corollary from it. And, um, if, let me know if I'm not able to understand, am not able to make you understand it completely. But in acute lymphoblastic leukaemia, the first lumbar puncture that is done is absolutely critical. When you check the CSF for the presence of blast, because at that time there are blast circulating in the peripheral blood and if inadvertently you do a haemorrhage tip, you are actually introducing the disease into the CSF.



So all textbooks, all guidelines say that the first lumbar puncture has to be done by the most experienced person available in the Institute. To they extend to Dr. Puri who is considered the greatest soul alive today in the treatment of A.L.L. He does himself. He doesn't give it to any office consultants, any of his residents, any of his trainees.



So I'm giving you this example because when I come into the situation of counselling for palliation, you know, the first contact if that is done by, I wouldn't say uh, not well intentioned, but a not well experienced person. It creates a negative impact. That is where the fear of the word palliation starts because, uh, even I was probably the same 15 years back. I learned my way to deal with this kind of a situation. How do I expect somebody who's 15 years younger to me to have the same insight and experiences I have or the way I talk with the parents or patient or relatives? If not, then they should not expect him to do the same job is I can do. So that first contact needs to be by a senior person. 



Absolutely. 



It may not be feasible in a busy scenario, but it's important.



So, uh, the experience of the palliative care provider, uh, is probably one of the important determinant. 



The first contact.



First contact. 



I’m saying, because, that determines the relationship with that entire path of care. If that is, in that first contact, my palliative care colleague, whoever it is, is able to establish a rapport with the family with the patient, they'll come back to them. It's not because of a bad intention, but for whatever reasons if that rapport is not there then they will be scared for that.

 

Correct. And do you have mentioned some of the shortcomings about, uh, making a referral or accessing, are there any other shortcomings that you would think of? 



Infrastructure. So, so many situations which we have faced together that there are no beds for admission. There are no separate ward for palliation. There's no, uh, I, I mean, there is 24*7 service available, but when you don't have the logistics for it then becomes very difficult to avail off those services. So, infrastructure. 



To provide palliative care. Are there any highlights of positives that you can think of when you made a referral to palliative care?



So highlights uh, I firmly believe that palliative care is an integral part of oncology. Cause I say, as I said previously the diagnosis of cancers, like an alarm that goes off reminding you that mortality is imminent. If not now sometime later, or maybe later. So and so making that transition or the journey is very, very important. And we as a paediatric oncology training, medical oncology training, probably lacks that emphasis on that part. So we have been trained to always look for cure. First line, second line, third line, fourth line, and never say die, but never say die, but possibly change your goals of treatment. That training, in our training is a sort of probably not as much as I wanted to be. So that was about the highlights. 



What was the other part you asked? 



Highlights means positive, uh, things that you noticed when you made a referral.



Yeah, so positive things, which I noticed was that. Uh, if they circumvent this initial hesitation and this initial barriers to care, once that happens, then they're very comfortable. Then this symptom control is quite well and their acceptance of, uh accepting the situation and going back to their place of origin is good. That's much better. 



Thank you. So I just asked you, the previous question was about your experience of making a referral. What has been your experience of working with the palliative care team?



It's difficult to answer that question objectively with you sitting here.



Like I said absolutely confidential.



No no, its not a question of confidentiality. You know how it colours your conversation. But so, uh, working with the palliative care team, so it's been good. It could have been better. It's been good in a way that there are, uh, there is a lot of emphasis on research, there’s a lot of emphasis on, uh, uh, delivery of care. But uh very, lacks is clarity. Is what I feel. Again, I’m being honest. And one of your points of disclaimers says that it's not going to affect anything. So probably, or it's a problem with me. Because I, in my interactions, I have not been able to grasp the clarity of thoughts, which should be conveyed from my palliative care colleagues.

 

So I'll give you an example. If you are talking about a proposal, if you're talking about a project. Me as a clinician and trained to, uh, that’s the reason I said maybe it’s a fault with us, we are trained to look at objective things that, uh, uh, the response rate is 56% versus 63%. Uh, uh, overall survival is 90% versus 95%. Even if it's not the same language that is used in palliative care, probably that clarity of thoughts is not present. It's been my crux but I have had a lot of positive interaction also as I said previously.



So when you say could have been better. Apart from clarity of those? Are there any other things that you think of? 



Again, I go for the same things. Infrastructure, timings, manpower. Uh, it's not only their department, it’s a hospital admin which has to look into a lot of those things. And just like the DMG concept, you know that there's a counsellor in the DMG, probably a palliative care person for individually assigned for each DMG. That would be a better. 



Better. 



Because currently what we have is being shared across 13 DMGs and I don't know how somebody can actually focus on incurring. 



Absolutely. And, uh, working with the palliative care team has any way influenced your practice? 



It has influenced my own way of living, first of all. Because, as I said, 15 years back when I finished my training in, uh, paediatrics, uh, I was not at all conversant, or uh I would say very limitedly conversant with this field, but, uh, having interacted with the palliative care team overall this year is, I feel that, uh, we are all going to die. Yeah. And so technically speaking, all of us are palliative. I mean it is that kind of positive sense, which has to be associated with the word palliation. If I go for jogging in the morning, why do I do it? If I go for a gymming in the evening, go for swimming, or go for a walk in a park. Why do I do it? To make each day better. But a similar sense of positivity should come from palliation. 



Absolutely.



Which is lacking I'm sorry to say, but it is lacking in the current scenario. 



Agreed.



You know, I even feel that the not only the department, the field of palliative medicine has to work on a national and international level to change this conception. 



Absolutely. 



And it maybe that you're dealing with stupid people like me who might have grained that palliation is end of life, but you are dealing with that. It's the situation. Now deal with it. Go there, change their perception. Whatever you need to do? Do it. 



Yes. These interviews will definitely help in those things. So come to the main question of this. So what are your views about referring a child with cancer to palliative care? 



In the sense of?



I mean, what are your personal views about referring a child with advanced cancer in palliative care? You saw the NCG, different people. What are your personal views?



So of course, it hurts. Of course. I, uh, hurts. And I don't want to say this because, uh, I mean, I want to be humble enough to not say that because I’m a good human being, it hurts, but it hurts. And, uh. As a clinician or a medical oncologists, paediatric oncologist, we have always been trained to cure, and then you have to accept your own failure.



That is a part of the feeling, you know, it's a different dimension and that is where egos come in. Which is something which we haven't talked about, but so to answer your question, even before dealing with the family, I had to first deal with myself and accept that I have limitations before telling the family like that we have limitations in treatment and options. I have to deal with myself. And that convincing maybe takes some years to, or some years to exist. And once you get that and then convincing the family comes and there again, the way you do it is much more important than Uh, anything else. 



Okay, so can you just elaborate, it hurts?



So you know, it, I mean I always say this and again, you can use it in any of your PowerPoint slides, but I always believe that Uh, surgery is like a one nightstand, radiation therapy is like a one month affair but medical oncology is like a relationship. So, why because it lasts for minimum six months to at least when you sometimes has two years, two and a half years.



So you invest a lot into a patient. And when that fails, it hurts as much as any relationship fails. You know about the care you know about the family; you know about the siblings, you know how chirpy the child is. You know how, uh, uh, I mean what he likes? Does he paint, does he sing, does he dance? And then you do let it go, so it hurts. Apart from the previous things I said, the acceptance of my, my ego to accept that I had failed. 



So you just mentioned the you're all trained to cure and sometimes it is, uh, accepting your own failure. Do you feel that referring to palliative care means it's a failure on your part?



It's the perception. It's a perception. And I will be lying if I see that. I don't believe it. But it is changing in my mind too. It is changing. And I don't know whether this is appropriate or not. I may be saying things which are really.. 



No no, its okay. Its very appropriate. 



So, no, I was going to direct a personal incident in my life, so, uh, you know how we deal with death. We have talked about patients. We talk about paediatric patients. 



A couple of months back on June sixth, uh, I got a call uh, my father was alone in Ahmedabad.

And my mother was here with me in Bombay and, uh, we came to know that he had a expired suddenly without any cause, without. He was supposed to come the same day, evening, uh, to Mumbai, and he was sitting, having his tea and just kept sitting. Nothing else. Now the way I reacted to it. And this. I mean, I cannot say that it is in any way in relation to what we are talking about, but probably my reaction was much more moulded by all my experiences of all these years.



Eh, of course. I was extremely sad. Cause I felt the loss and because it was unexpected. But a part of me also said that it was going to happen someday. I see it every day in my life, I see it with my family.  Probably uh, someone who is very close to me. So, but is there something which I can do about it? No. 



Then let's take care of whatever else we can take care of. Okay, let's say its nicer. I may not be completely appropriate by saying all of this. But what I'm trying to say is that, and they use this a, uh, not the incident and not the example of my father, but I use this, uh, when I counsel patients about palliative care also. Look, not everything is in our hands. To treat or not to treat is in our hands, if the treatment will be successful, we are the most happiest. But if it is not successful, let us see what more we can do. 



There may come a time when I'm talking to a neuroblastoma patient high risk. When I tell them I actually draw this. Uh, forget, and I tell them that if they're 10 patients in it, if I treat all 10 of them with the same disease only two of them will be completely cured. Rest of the eight, the disease would have come back. Unfortunately, I mean, there's a more probability that will be in this eight. Currently when I'm starting treatment, I don't have any tests to say whether they'll be in the eight or they’ll be in the two. So patient is just 50 50, but because eight out of 10 will not respond there is a high probability that we will be in this eight and when that time comes, we should not feel that we cannot do anything further. We should probably accept that we cannot do anything further about the disease, but we can have the best quality of time with the child possible given the circumstances. 



And that is something which probably helps when you put it across in this way. But, I don’t know. Right? I mean, I see an objective way of seeing the impact of or the success or the failure of what counselling we do. I don't know, but hmmm. 



Thank you for that. So what are the conditions that you consider referring a child with advanced cancer to palliative care?



So uh again, it would have to be honest answer to make it meaningful. I in paediatric oncology, I would refer a patient to palliative care, only when I have exhausted the options of curative intent treatment.



Now again, I'm talking from the experience of a person who has, uh, treated both adults as well as paediatric patients. When I was treating adult patients, say you're head and neck cancer patient with advanced head and neck squamous cell carcinoma. I know that the median survival, even after cure intent treatment will be two years, three years, four years.



There I would unhesitatingly, refer them for palliative care at the time of diagnosis because inadvertently they either because of age or comorbidities or because of recurrences. They will end up with uh, a situation where, uh, it will be required. But talking about my paediatric oncology, sorry, again, I have to be honest. So when I say that on average, the cure rates are 70% depending on the disease history to each and everything is. I do not want to make them uncomfortable during my, I mean, I want to make it as positive in their minds as possible during the treatment of a curative intent patient. I would not refer the patient of say, a non-metastatic ewing sarcoma presenting for the first thing when he comes to me, I would not.



Yes. If the patient relapses within one year of completing treatment with metastatic, the labs, I would refer them definitively. If that patient relapses after two years with metastatic relapse, I would treat him with curative intent, but would still consider referring him for palliative counselling and care.



Because, uh, in the first, I mean, the first situation, there's a 70% chance of cure if that patient relapses within one year, there's 0% chance of cure. So I don't have any option but to refer to palliative care. In the third situation, if the patient relapses after two years of completing treatment, this a 50-50% chance of cure.



So there's a high probability that the curative intent treatment will fail. That is when I would refer to palliative care. But that goes against the principles of viewing palliative care as a supportive to, you know? I mean, that's what I keep telling you, that the concept or the perception that palliative care is, uh, when uhh, there’s no other option has to change. 



Even this, in the first scenario, which I told you about where non-metastatic ewing sarcoma patient comes to me. If I know that, uh, symptom control is better with better palliative care counselling. Because these patients are going to go through a hell lot of treatment. They're going to have mucositis, they are going to have a lot of puking, nausea. They are going to have hair loss. They're going to have, and these are teenagers. So uh, that again is an entirely different topic *inaudible* (01:02:59) population. But lets not go there. But if those symptoms can be taken care of, and palliative care is projected as a ancillary or a supportive case system, rather than an end-of-life care system it would change my practice. But before that, I have no. 



Really useful answer. Thankyou. I'm coming to the far end of my interview. Can you just narrate a memorable experience of making a palliative care referral? Think of something that you thought was memorable.



Memorable for me? Or memorable… 



What you felt was memorable? Definitely from your perspective.



So I am just trying to understand that question because memorable in the way of interaction?  



That you felt good after, okay you made a referral for this patient and you felt good and there may be reasons why you felt good about it? Can be current. If its not there, its okay.



No, t's not that. And of course, there are instances where, uh, uh, I mean, then I'm glad that I referred for palliative care, counselling and the, uh, referrals. But overall the hesitation or the time which I have taken answers your question number one. Number two. Uh, an instance is, uh, you know, there was this, uh, there was a patient of mine who, uh, was a case of A.L.L.,   who had multiple relapses.



We give multiple lines of treatment, very enterprising, very enthusiastic person. Uh, won’t name him, uh, better. You know what they call? Verve of life. So what do we call him, in my language “chichi visha”, we share, which is like, wants to live. Um, we all knew that it's not going to work out. So when I referred, when we started referring him, initially, it made me because, I was putting in extra efforts, but, taking extra pains to get the person to go to palliative care and, uh, consult the right people and have further interactions. 



So it was a very good experience because till the, two weeks before he finally succumbed to the disease. He, uh, I mean established contact with an open university so he could enrol in it and get some courses done. I mean, who would think of it two weeks before. When he knew that things are going to go bad, he may not be able to finish the course, but to be able to achieve that was in itself an accomplishment. that was something very good. But why I’m, why I took so much time to narrate this incident or to say this, is because I’m really sorry that such pleasurable incidents are so few.



Okay.



And if I say that, I see 2,800 patients every year, 2,800 new patients every year. Shouldn't be many, many, many more such incidences. 



Absolutely. The last question is can you think of a negative experience of making a palliative care?



Yes. And did I want? No, I don’t want to hesitate.  I don’t know. It's a human nature. Right? Uh, you always remember the bad things more than the good things, but uh, bad experience has been when, uh, see under no conditions where see ours is a field under no conditions, rudeness should be allowed. Especially in situations relating to palliative care. 



And then absolute, that’s what Dr. Bhadwe also always says. Absolute intolerance to any kind of intolerance, and when you refer a patient for a very good care counselling, and when the person does not get at least in decent reply or is pressed off from there it kind of then prevents you from sending again, you know, and that has happened. Let me be honest. I hope you are not hiding any guns. 



Is there anything that you want to see more than what I have asked? 



I think, I think we have covered pretty much a lot of it. I hope some of it is useful for you. 



It was very, very useful.



-End of recording-
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So, thank you sir. So for a being part of this research process, and thank you for consenting to be interviewed as they're making, jotting a few notes as I'm talking to you. 



Sure. 



Uh, so, to go and start the first question, so can we talk about your work that involves managing children with cancer. 



Okay. So basically, I've been in the hospital for the last one and a half years, and, we see around a, 180 to 250 patients in a day. It's managed by around five to eight people, including one or two consultants, with, around four or five, fellows. The paediatric DM candidates who come for their fellowship. Uh, so it, it involves a fast management outpatient basis, decision making. And, we don't get a lot of time to spend with the patients. Quality of time spent with the patient is very minimum. And, this comes, and then for the patient, it is, waiting for the entire day to see me just for three minutes. Uh, it is very satisfying. Because at the end of the day, you have just finished a day without realizing that it has gone by and, it keeps you busy, so you don't have to think about, any other things that might bother you. You're not worried about the traffic or you don't have time to complaint to anyone about it. So then day passes by end I have not realized that one and a half years has passed by so quickly. 



So what a typical day looks like for you?



So typically home to hospital travel was around one hour in the morning, and, we start round 8:30 and we finished rounds by 9:30 quarter to 10 in a 15 minute break for breakfast. We start OP by around 10 or 10:30 and um, we take another half an hour break for lunch, 15 minutes  to half an hour, and then, it's anybody's guess what time the OPD, anywhere between 6:30 might be the earliest. On most days.

Um, and it might finish to 7:30 where even been here up to 8 o'clock in the evening. 



Okay. So, can we talk about, your experience of working in the field of paediatric oncology? 



So, my background is basically, I'm a clinician scientist, so I have done lab based research. I'm interested in cell based therapies, developing newer therapies skirting it therapies. That is where my experience comes from. And I also deal with paediatric oncology. Uh, so in the U S uh, and that was there, it was mostly the service component is, uh. Minor part of your job description, while research or administration offer a teaching becomes part of your major or job description mostly. Uh, but then when I moved to Singapore, it was mostly, service-based and little bit of research, but there was still  protected (3:18) time for research while here it is purely service based. There is no time for research and team above and after 8 “o” easier time to do whatever you want to. Uh, so, I enjoy the, patient part of it because one of the, most satisfying experiences is, when I see a child that I have treated outside the hospital, and he just shakes his hand and says hi to me and then he tells all his friends you know I met Dr. Chetan  on the street, and I shook hands with him, which is a sort of  celebrity feel but, not to be a celebrity, but it gives a satisfaction that you brought about a smile to somebody else's face. And it made his day mean my day. 



Excellent thank you. So can you talk about some of the challenges that are involved in managing children, have their families with advanced cancer? 



So, for, challenges, we can talk about challenges for the physician and challenges for the patient. Yes. So in the current setting, that challenges for the, uh. Family are numerous. One is the financial constraints. One is the major the part of, I feel is the distress between two siblings, where one needs more attention and other, that they cannot stay with the family. So the child sibling is away and the patient is being treated here. So sometimes both the parents have to stay here and the other sibling who is, uh, healthy is being taken care of by grandparents or some relatives. So that is a major distress, especially I see with the mothers who come with their children, the clinic financial distress we are be able alleviate the housing distress, they are not able to stay in one place. So that has been taken care of at the hospital. That was taught of by _________________,(5:05) they have brought in the housing system so that the patients can stay in bomby  before the intensive phase of treatment. So that has been taken care of. But even then, it is a foreign place for them. They have to get around, they have to know the hospital. So it brings a lot of distress. And, then the strain of waiting when you know your child is sick, you pay extra attention to every minor detail of that child and then she cries you want to jump the queue and try to get your child seen first. And that again, creates more problems for the patient and the family. So that is from the patient perspective, what to feed them, because we tell them that they should eat only freshly cooked food, and they're waiting in the line for the whole day just to see the physician for three minutes and so where are they going to get that food from and how are they going to cook. So that is another challenge that the families face. So many patterns just go back, cook can come back and, feed the child. So I think that is one of the major challenges that some of our families might be facing the other thing is that, the parents have to leave their job and come and there's no guarantee that they go back their going to get back their job. I've seen many parents who come to Mumbai and they start they somewhat find a job around want to stay back in Mumbai. So many parents just, settle in around Mumbai they've completed treatment. So many parents, we send them back for maintenance, but then they prefer to just stay back and then they come every week every two weeks for their maintenance check-ups. So those are some other challenges and I feel quite a lot of hardships. They can as I tell you that, these parents, they have nothing to lose sort of attitudes, or they will go that extra mile without him thinking to get things done for the child. Uh, whereas, educated parents, you have to tell them 10 times. How to go to the CT or MRI because they are afraid to ask how to go about these things. Well, these people will just ask her a hundred people on the way, but they will reach that spot while the educated parents they will come back again and again to ask you because they don't trust anybody else and they'll come and ask the physician where to go and how to go. So sometimes they get more lost than these patients who. Cannot read or write because they will find their way out. Uh, physician challenges the physician basically has very little time and, I feel that, personally I feel we are not doing justice to the patient because we give him hardly one or two minutes, there's not enough space for the parent to sit It's just a child is sitting. This is particularly for TMH but, we just see them quickly and make a quick assessment. Uh, that of course, enhances our clinical skills. But, at the expense of the, patient's discomfort. So that is something that I feel guilty about whenever a child comes and I have missed a finding or I have not been able to give him enough time. Most of the times it so happens that because it's such a busy opening, you just tend to postpone decisions to maybe, okay I will just check that again when he comes for the next visit. And, that is something that, again, I feel guilty about. So that guilt is always there. Whenever you spot your own mistake, that guilt stays on and you become overly cautious and over instigate some patients for a few days, then that feeling goes away. So that's something that, experienced. Um, in patients rounds is something that, we have do very quickly because again, we have so many patients and just a short period of time. So, things get missed there. So then you realize that, Oh, I should have done this. See, be more careful, but then that time does not permit you. So you tend to forget a lot of things that, to learn from your mistakes is something that you should do. But then again, you learn from your mistake, but then again, you don't have the time to make sure you don't repeat that mistake. So that is another feeling that I have. And that makes me feel guilty sometimes. I feel that I should have more time to move into the depth of each patient pages, particularly 40 image (09:38). 



How do you cope with all these terrible many distresses that you mentioned coming from the families and from the physician's perspective? How do manage these challenges? 



Um, I think. We are become so, thick skin that, we just are focused on the patient management. I mean the medical management, but not, the holistic management of the patient. So the emotion is taken away. So I think that is not a coping mechanism, but that is you can just call it a coping mechanism. You just take away the emotion and just tend to focus on the medical problems and not dealing with anything else. Uh, but definitely when in the previous settings where I was in Singapore where we had more time with the patient, then definitely we, uh  tried  to have a lot of other things like, um, whenever a patient had a relapse. So it took one or two sittings to tell the patient that patient is relapsed. So once I know the patient has relapsed I would go and discuss with my colleague that, you know, this patient, um so and so has happened in this patient has relapsed. So then they will share their experiences that, yeah, that formed the supporting structure for me, that they will say, this is how things go. And then you share that experience about their relapses and say that, yeah, this happens, or it's just that, it becomes a shared decision or you don't feel as guilty because everybody has contributed to the care, it’s a tumour board decision, or it's a shared decision to go on that plan. So that makes you feel less guilty about, or you don't take it that hard when you have a supporting system, so it's not a, you have solely take decision of treating that patient.  Then of course you realize that it is not your mistake. It is just that the disease is so bad or your chemotherapy has not worked as well. And the back of your mind, you still find it figure to face that family because you have formed the warm with that family and then once you discuss it with your colleagues, then you go back to the patient and say, I'm sorry. It's a relapse. So that does happen. But speaking to your colleagues who are in the same boat helps. So always these cases are discussed as every week we had case discussion on joint clinic, what you can or what you say in DMS. So they're used to discuss all the relapses. So once you have discussed it, people are taught of other things, and come to a conclusion that there would not have been anything else that you could do differently or maybe the next patient you will do this differently. So that helps take that guilt or that, negative feeling and that helps you to face the patient better. 



So, I understand constraint of time is one of the important challenges that you're facing. And, uh, you just talked about, how the decisions are made in the joint clinic where you are not the one person who was deciding for the patient, there are other providers and it's a more efficient platform where the decision. And that helps in coping?



 I think that definitely helps because I personally, I still, if I have treated a patient, formed a bond with the patient, I'm still not comfortable, telling the patient that he has relapsed. So, that shared decision making, was certainly helpful because whenever I had a relapse, I used to at least share it with one or two colleagues that, you know, this patient has relapsed and they're like, Ooh. What would have been different, but this is the standard of chemotherapy have given, just a bad disease. So that little bit of you, it just reassures you subconsciously that, okay, it's bumped relapse and there's nothing else. So then it becomes a little easier, not very easy, but still a little bit easier to go and face the family when there's a relapse. A new diagnosis is still easier than a relapse. 

Okay. So, you found communicating the relapse to the family, it's been a challenge how do you manage that challenge?



So, I just, you just have to go emotional less just tell them. But in the background, you have thought about it at least, uh. 15, 20 minutes. I spend as to knowing the family dynamics, whom to call during the meeting, how to tell them that this patient does relapsed. Or sometimes you just have to say that there's nothing else that we can offer so that it takes time to really formulate and in my mind, I have formulate a plan as to how I’m going to deal with that family, that particular family, that particular parent, I know who is the more emotional one, who is the less emotional one and then I'm just go ahead and still with that I'm block in mind. I will just go and tell the family. 



Okay. So, at this I’m going to the other question are there any child specific challenges that you encountered?



So, sometimes I feel that, the patients with positive attitude tend to do better than the ones who are negative attitude. So the ones who are negative attitude and they keep on telling you every miner thing and keep on coming back to you. You feel that, this child you tend to ignore or want to avoid that child. So I think that is one thing, parents are also sometimes very, they will come with every dose. They will tell you that, Oh, this is 0.25 and it should be 0.24 that minor thing. So, that sometimes comes up with problem, children who are smiling or you can sense that, they will put up a brave face. So you tend to support such children.  And, those who are whining all the time for the little-little things you tend to have, sort of a negative feeling that tends to happen. 



So, go to the next question. What do you feel about the scope of palliative care for a child with advance cancer?



 Okay. So I think palliative care will help in scenarios where, even in Singapore, I felt like, the palliative team, was very helpful because they have more time to spend with the patients, here its family out (16:34) because what the family want they know that, it's cancer. It's not going to be cured at some point. That denial to acceptance phase is where the palliative care team can best bridge that gap. Because they have more time to spend with the patient in which the physician might not have. And sometimes it helps that a third person gives you an opinion that, you know, this is normal to be cured and you just need to take it as it is and accept truth. So definitely palliative care is helpful in such situations. 



So apart from, uh. It's spending time and helping them, accepting the diagnosis. Do you think, is there any other scope of palliative care for children with advanced cancer? 



So one of the things that, we were, doing is that the palliative team care, care team can go home and help them with, symptom management. So that I found was very helpful. 



Okay 



And I also visited families, when we knew that, this child is very sick terminal.  So I've gone home and visited that child and the families feel very grateful to you that you had made that extra effort to go and visit the patient at home. And, I have had two, three experiences where I'd gone seeing the family and after seeing the family, then the patient passed away. So it’s Sort of, you give them permission to stop fighting and say accept that they are the terminal. So I think that is something that I have realised 



That experience of going home, seeing a terminally sick child and talking. How, what was your experience of that? 



So, I tell you one child, who was a teenager who had metastatic osteosarcoma, and, he had bilateral pleural effusions (18:48). So we knew that, it's about time for him. Uh, so I went with, our palliative care, person, dr________ , who had been visiting the family on a regular basis, managing his symptoms. So, when they knew that I was coming their entire family, uh relatives, friends all had come there. They wanted to listen to what I said and when I told them entire issue that he has fought bravely but we know that we cannot treated any more. Then they were sort of reassured that, they are not guilty of bringing him late. So they also have a guilt that why did this happen to my child? And, what can, what else could they have done? And when you reassure them that, you know, you did the right things, when you reassure the child that, you know, you fought bravely, but, it's not you it is a disease. So all those things help them settle a lot of, uh, questions in their mind. And once they're answered, they feel very reassured and think they are very grateful to you because whenever you meet them again. Um, it's the patients who I have gone and visited or had this discussion with the family. Uh, it wasn't much, I was very much comfortable when I saw them in the hospital again, but those patients whom I have not had this conversation or I have not had this end or closing the loop sort of meetings those patients, if I see them, then sort of you want to avoid them or because you want to go and console them, but you don't know how far they have come out of that. So once you have that closure meeting, you are comfortable that you have answered all their questions. They are comfortable talking to you. Uh, so that communication gap is closed. That's what I feel. 



So, you had mentioned various routes. Uh, one was about, helping them to accept the diagnosis symptoms, uh, Homebase care, and also communicating about the last phase of life. Is there anything else other than that? The scope that you can think of both for patients and for families’ palliative care can?



Symptom management is, that is the most important thing because, again they have, when they're on narcotics, they have constipation. So all that, you, your priorities are mostly medical care. This is medical care, but this is more of symptom management and that can be closely monitored if you get a feedback. Twice or three times a day. So unless the patient is admitted, you will not know all these things. So it certainly helps for a palliative care person to be closely associated and getting that regular feedback once or twice a day. Yeah. If they require _platelets transmission (21:44)  a , then the palliative care person can send them to the hospital knowing that this patient has just come for a platelets transmission  so when they go to the emergency room, they are not questioned or what was your diagnosis and what is your…. So just get that platelets transfusion. And so that coordination is something that can help the patient a lot. So they need just a prescription for narcotics. Then they don't have to go through the hassle of, coming to the hospital and getting the prescription going back. 



So, how is or how was your experience of accessing palliative care both here and in your past experience? 



So here I'm not actually seeing the palliative care team. We just refer, but I'm not personally met.



Yeah so when you make referral how easy or difficult it was to make a referral?



So, there it was quite easy because, during our weekly meetings, we had the palliative care. So whenever there is a difficult case, even if it was for, a new diagnosis patient to for them to adjust, we had the palliative care people, help them to adjusting to the diagnosis. So their role came even at diagnosis, which was __________ (23:6) palliative care at that time.



We just tell them that, okay, this family's very anxious. Can we help them cope? So that was something that they helped us that is another role.



So your experience of making a referral or accessing was easy? 



It was quite easy because they joined daily or our weekly meetings. 



Yeah. And do you think it's important for the palliative care team to be part of the joint meetings so that?



Yes, definitely 



Can you just tell why sir? (23:38)



So, because then you can present them the entire history. They know the family dynamics. They can ask you for certain questions. They know. Uh, exactly, where the patient is hearing how the patient is going to, what the patient is going to be experienced. Whether it's three months, six months, it's very difficult to say, but at least they know from the physician's perspective, what are the major things then they need to manage. So that is another communication that is done very well, if it's in a joint clinic or insurance discussion. So they can also, approach the family, knowing who is the person who takes decisions, who is the person who will, talk a lot but do nothing. Uh, so you can just pass on that information so it helps them.



And, you said that their involvement is right from the diagnosis? 



Yes. Some patients, 



 Can elaborate bit more of on that? 



So sometimes we had, patients, who of course are adjusting to a new environment. So if the palliative care people are there, they have the skills to, listen to the patient and give them some advice and they can give them time which might not always be possible for the physician. So getting them involved right in the beginning for mostly the anxious patients are their more difficult patients is quite easy. And they know patients, or if the patient has come in end, we know that this patient is not going to make it or has a very poor prognosis, then they can follow to, and the patient also knows that this person is the part of the medical team. So he knows that we can trust this person. It's not some third person intruding and stacking up some questions until last moment. 



Okay. So you also mentioned that you introduce them but not as a palliative care team can you just tell about it bit more?



 So there we used to just call them or by the bedside, the team would accompany us for the bedside and saying that, this is a part of our medical team and they will have, they will spend some more time with you, try to understand what you’re your problems and communicate with us. 



Also, you mentioned about, involving them early, help them to develop trust and the rapport can you just elaborate little bit?



So again the same thing that, once you, they trust you as a physician and, if you endorse that person saying that this is a part of my team and, will communicate to me all the things that you tell him. Then they're more open to speaking to that person _________ (26:38)



And what were the positives of making a referral there in terms of what are the highlights of the, the accessing the service?



So I think, the best part was that they knew all the patients because all the patients used to be discussed even though they are not palliative. So they know sort of, who is the, patient who's doing well, so they can always make that connection. Singapore being a very small place, it was very, easy to know that these all these patients live in the same area or they come from the same community. So, for the palliative care team, it was very easy to make family support groups. Seeing that you help them or get messages through other people, through their friends or relatives or other patients who live in the same area as to what is happening with the patient. So that is one thing. Introducing them early. Also help them understand the dynamics of the patient so they can also tell about the positives. They don't have the palliative care team also feels empowered. That they're not only seeing patients who are, end of life. They can also see patients who are well, but anxious. So they felt that they're contributing positively to the team. So they also actively engaged in helping the medical team rather than just being called an ad hoc. Then you have asses or dumping patients. That is not something that they feel so, they feel empowered that they are part of the regular team and they will take care of the patients where their skill are serve the best.



Thank you sir were there shortcomings challenges in making a referral?



 I don’t think any shortcoming challenges it was very easy because they were all, we saw them every week. So it is not that a palliative care team is, alien to us. So they were part of our team. So we felt very. We had a good point. 

Yeah, 



Good rapport among the team members. 



Okay. So, I understand you worked very closely with the palliative care team.



Uh, I, previous question was about, ease of making a referral now I would want to know, what is, what's your experience of working. With the palliative care team closely?



It’s so very fulfilling experience. So, I could bank upon them to just make sure, once I tell them that this is a patient, I want them to take care of. Then I knew that the patient is in good hands, so they will not call me unless it is required or they will just update me about the patient and I would update them all the medical progress or path of the patient. 





So you said fulfilling experience in what way you can?



Fulfilling in the sense it was a close bond. They were like friends. So, it was always just a phone call away, or they used to be just a call away for us. And, um. It's good to have feedback from the patient of the patient when the patient is not coming to the hospital because you were stick yourself to the hospital when the patient is away, out of sight of mind. Um, so suddenly you don't get a message saying that ho the patient has passed away. You gets regular updates. And then if you want to pass on any message, that please feel free to come or ask us for anything it used to, I used to know well in advance that this patient is, progressing very rapidly and that would help. So then that was something that I knew. 

So just, I'm understanding that working in lost quarters, being friendly and being available, you think that's a really important factor that would Influence reference?



Certainly, especially when the palliative team was out, then we were stuck as to whom to call or just wait for them to come. So we have develop that sort of bond like we miss them when they were not there. Okay. 



And has that working closely with the palliative care team had any influence on your clinical practice or on your right?



So when you reduces the burden on the physician because then you don't have to, uh, face the family, very often. So the symptom management is done and, um. The family knows and you know that you are in touch with each other. Through the palliative care team. So, I also know what is happening with the patient and the patient knows that I'm being told what is happening. So if there is an intervention that request to be done, it can be done immediately. It's not that, the family feels left out. Neither do I feel that, my, contact with the patient is lost. So that contact is still maintained with the patient 



And over all did it had any influence on your life in your….. (32:25)



Yes it reduces that a burden. Especially when a patient is not going well, then you are worried about that patient what is happening and you don't know. So that is one less stress. On your mind as to what is happening with the patient. So certainly it makes my life easier. And, reduces the stress and the burden of, again, sharing it relapse or giving a bad news is_________ (32:53), the palliative care team is there whenever we went to this conversation where  the patient is not doing well, we took the palliative person with us where they were presenting the meetings and then they know exactly what I'm talking. And they don't get mixed signals on mixed messages. So that was an important aspect. 



Thank you and, what are your views about referring a child with advanced cancer to palliative care? Your personal views.



  So I think, again, um. If I think of that in the Indian setting, either they have to be part of the medical team, so that they're interviews (33:35) as a medical team. So that value trust the team, the palliative care team, and, they are not seen as anybody for And, in India it is more of a personal relationship with the physician. So they still want to see the physician, but if the palliative care team is there in the clinic and sitting with you and they recognize you as one of the physicians, it will be easier for them to manage the patient, especially in difficult situations because the difficult situation might not be just end of life. It might also be even the when patient goes ICU. That also adds a lot of burden to the family. And, at that time, if you are around, if the palliative care team can spend a lot of time explaining as to our understanding their challenges, then it becomes easier for the family and it also becomes easier for the physician. 



So you're, telling in terms of joint consultation?



Joint consolidation



So, are there other things you feel that would facilitate a referral to palliative care a referral of a child with cancer to palliative care? Apart from the thing that you mentioned about being part of the same team, you think, any other things that would facilitate making referral from your perspective? 



Uh, so I think, as in the west there are palliative care fellowship so medical oncologists, are we getting oncologists who palliative care person. So that person, as soon as the medical, history and management. So once you know that the person is qualified and not just________________(35:22) a social worker who's a managing then, that. Certainly helps because you know, that, the medical management to also be factored in, it's not just in the symptom management because, I feel that many of people who refer to palliative care are the general understanding of palliative care team is  end of life care that is what they tend to associate with them. And that is mostly about, um. Talking to the patient rather than medical management. But if the medical management also, you're sure that the team is well trained in medical, then you're not worried that’s it. SoI think I digressed from your question.



No…no It's very important. I'll come back to the question again. So, you. Feel that the qualification of the palliative care physicians and prior training probably has a bearing on the oncologist making a referral.



Yes 



Okay and just picking on the thing about general perception of palliative care is end of life care. Can you just elaborate bit on that sir?



So, basically palliative care team is called in only when there is end life. That is the general perception. And even I had that perception, or even, in Singapore because they attended the, weekly meetings, it was much easier. Um, but, I also see here that, we don't refer to palliative care or the palliative care person is not, know anyway and referral to palliative care is only when you know that this patient is good to go on (37:20) supportive care or no active intervention only then is the time for referring to palliative care. So as I told you, I have not, I don't know anybody in palliative care. So it becomes, again. And I did wall in between me and the palliative care team, because I do know them. It is difficult for me to call them and find or refer a patient to them, but if I know that this anxious parents might benefit from the palliative care team and I know the team personally, so then I can just make a phone call and say, can you help this child rather than referring. We don't know where that patient is going to go. He's going to go 74 or 75 and just get lost in the crowd. (38:02) If I am, if I knew the person, I can give a personal call, phone call and just make that happen. 



So knowing that palliative care provide very important to facilitate _________________ (38:15). Are there any factors that from may oncologist perspective that would hinder a referral to palliative care?



Mostly it is the understanding of palliative care, once that is sorted out and you know, and I think it is, that Bilson because now when  join Singapore, initially I will use to refer only with difficult or end of life cases, but when I knew the team, I know their skill sets. And see how they're managing the patient, then I can get them on board earlier. It is not going to happen the first day that I start referring to palliative care for difficult patients or even I have that experience with them that, they, in addition to talking to the families, they can do symptom management. They can manage a difficult child and they can managing a child who is in a lot of pain. Once I know that, then I will call them early but that has to, there has to be a time. Till I develop that bond and see their work. 



So, not knowing about the person and not knowing about the skill, and the what they could deliver, what they can contribute, is one of the... 



So once you know that they can contribute so much, then obviously I'm going to



Refer more. 



Next question sir so what are the various situations in your paediatric oncology or hemato oncology practice that you consider referring to palliative care?



Uh,I told you earlier that it begins with end of life care. It then goes down to a patient who's going through get read of difficulty in accepting the relapse their and then it, further comes to a patient who, is very anxious and, might have one person who can speak to them and explain to them, that apart from your primary physician, there's another physician who can tell you the same things, but give you more time, give you a patient hearing 



And uh, are there some conditions that you would not consider making a referral?



It's because the patient is doing fine. Then I will not going to refer anybody, only if the patient has a difficulty. And I don't have enough time to deal with that. So right now I have a patient, and he has transform into AML while was being planned for transplant. So now he has a younger sibling, which they had conceived after difficulty because there's a genetic mutation __________ (41:9) that is going on. So now they don't want, the child to die immediately after the new-born. It's coming to the future, but, I cannot spend time with him. They want to come and speak to me and, see how I can extend the life of the child so that at least three months. Uh, pass by till they are able settled the new baby and then take care of him or his end-of-life. So, I just can’t manage it so I have to send to palliative care but if I had a team that I knew, I would just explain to them the situation. And then, I know that, okay, this child and this family will be taken care of. And what I see now is that the patient comes to me and says that, how can I belong the life?



And I say that it's not in my hands. We already exhausted, all our resources, all the options. Then the patient goes from the physician and sees he can do something else and then he will goes to another physician. So I can see that and I can see that they want that child to live for at least three months after the new child is born. So, I find it helpless and don’t know how to deal with the situation. So I have referred him to palliative care, but I have not got any feedback. So I have not closed the loop. So don’t know what is happening with that child. So when I think of it, it troubles me. But, because of the busy practice, I don't get time to think of it. As soon as I sit in the car to go home, then I'm thinking of what is going to happen when I go home. And when I sit in the car to come home, come to work, I start thinking about what, how am I going to the OPD and going to. Um, what is the schedule is there? Is there any teaching? Any patient I have to read about so that I can manage him better? So that's also, I don't get time to think about these things, but certainly if I have free time, I would have had more time than I would be thinking about these things, which would stress me out. But I don't have the time to be stressed out or get these thoughts my mind, which is again wrong thing.



Coming to the end part of my interview. So can you recall a memorable experience of making a palliative care referral?



 So, certainly I have, multiple experiences. But one of the things, one of the experiences I had is, when the palliative care physician was going and seeing the patient with osteosarcoma, with preliminary meats. Uh, so we knew that this child is going to not make it more than a few days from now. Uh, and the family had many questions. So every time the palliative care person told me that, you know. Are the different family members who is some of them asked the same question, but he was very good. So he used to answer, but that is what came across to me.



So I said, okay, I will come and visit the child because uh, many a times you used to go for the weak up the child most of the primary care physician always goes for the weak up (44:14) the tele because that is the customer in Singapore. So, I said, OK, we, there is no weak in the Muslim families. So once the child is dead, you don't go and see them again. So they don't want to be reminded of it. That's the customs. So we felt that we will go ahead before the child passes away we will go and meet them. When I went, there was this whole family around 20 members of the family who are waiting for me to come. And then, I when I went there though they knew that child is very sick. I was the person who got most attention and the patient was ignored for that one hour that I spent in the house. And, everybody was very grateful to me for making that extra effort to come and visit. So that is one of the most executed. 



Why you ________ (45:00) this experience? What made you to most memorable?



It's just that satisfaction that you get when you see that. Um, the family knows that this child is going to pass away but you see that satisfaction on their face that the doctor has come and visited us, addressed all our questions and they have questions of afterlife. So when this child passes away, a distant relative, will ask you that, do you think I should be careful about something? So these are unanswered questions that you are able to answer, and then you see that satisfaction on their face that, okay, I've gotten chance to speak to the doctor and I wouldn't never ever gotten chance to speak. So that was something that was….



Is there any negative experience of making a palliative care referral that you can…



Not really 

Is there anything that I have not asked or we have not discussed this as something that you want to add after this?



 I think you gone with most topics. 



So thank you so much. Uh, I will stop the recording.
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So thank you again for participating in the research and consenting for audio recording. Uh, I'll start with the, uh, first question, uh, can we talk about your work that involves managing children with cancer?



Basically. You want how I started of or?



Yeah started off and day to day work.



So actually in 2016 I joined as a fellow in paediatric chemo onco here at Wadia. So like that time it used to be more of uh, so I was here for two years as a fellow, and then I joined as a consultant last year. So the day normally begins with taking rounds in the morning, and then it is the OPD and after the OPD, we normally do our counselings in the afternoon and we have slides to see.



So that is a typical day how it goes. If there is a really sick patient in the ward, then we tried to do the counselling or whatever it is that time itself. But its typically the day starts at maybe 08:30 and I am here till five o'clock like just completing of the work. You get a lot of OPD references from the paediatricians also, for the haematologists and so it's a continuous, continuous busy day. Don’t realise when it is 5 o’ clock.



And what has been your experience of working in the paediatric oncology?



Uh, it's been a very like an eye opening kind of an experience because, as paediatricians, it's like normally it's a short term patient load, that we are seeing. Whereas in oncology it has been like, you know, they form a part of our life. The patients, their families, and especially when you're a fellow, you end up spending so much time in the wards that they form a part of your daily routine.



Like you will know that in the morning when you would, this patient is going to tell you, this child is going to tell you that this particular thing, the parent is expecting this from you. And OPD its - also, it's like you are a part of their life and they are part of your life. So it's like your daily routine.



They are included in your daily routine. So you form a kind of born, which is, which is very different from anything that I had in paediatrics. And it's a very, it's a very, sometimes it's a very, very, very, very sad experience also, especially if they relapse or if they don’t do well on their treatment.



So that is a time it is really like, it breaks your heart. It's like somebody of your family is, you know, having a problem. But it has been a great experience and it has been a great learning that there is so much more that we can do. Otherwise, it's like in paediatrics, we used to just diagnose them and send them to somebody else and you never got to know how they do. And when they do well, you feel that it has been such a great success for you. And one of the greatest things about has been the, I think, the long term clinic where you actually see the pa-, like, you know, the children who have all grown up doing well and they're living a good life.



And here, the kind of population that we get is motivated financially well to do population. So we see them times that this disease has really broken their family. You know it has already had a lot of impact on their lives. So that is some thing I don't know what we can do to improve that aspect of it. It has been a great experience as of now and today.



And, the children being part of the life and that bonding that you explain. How it impacts your practice?



It makes you more empathic to them. It makes you more than sympathetic. It makes you more empathic to what they are feeling. Like, you know that sometimes we have to, like sometimes they say, I don't want an *inaudible* (04:31) today, its I just don't want it. And then you have to somehow, you know, when you have that bond with them, you have to understand, okay, they don't want it today.



Then how can you either you try to explain it to them or you know, sometimes you see, okay. We can just do it tomorrow. But you know, that kind of bond, it helps you in the better care of patient because you try not to, like, it has become a part of your life. So that empathy is also there and it's a very important thing that they are a part of your life.



Thank you so much for that. And can you talk about some of the challenges that you have faced while managing children and their parents with advanced cancer?  



So basically like lot of the fun thing that I find the most difficult is when the patient relapses. So it's been that you, especially A.L.L.s when they relapse, they have been in your treatment for say one and a half years. If they relapse during the treatment, you know, and especially when they relapse in maintenance you tell them, okay, you know, you're doing well, you're going to be coming out of it.



And then suddenly when you're saying it. You know, you're curing them, you're curing them, you're telling them, okay, now the disease has relapsed. And then to tell them that sometimes to tell them that, you know, to give them that chance that, okay, they may better with this, or tell them that not much can be done.



It is very, it is heart-breaking. And once they relapse and they come for follow up, especially if they're on palliative, it's very difficult because you don't, so far, you've been telling them only two cycles left. Now it's all done, and then you're suddenly telling them, Oh. Okay. You know, you may not be getting better.



So that has been, according to me, counselling for relapse once the relapse has happen and once they are on palliative to have them for follow up. Is, it really, It really breaks my heart. And especially like, you know, and anytime a patient gets sick, that is the time, I think is the most, like you know with the febrile neutropenia they are going to require ventilation or any of, you know, going to ICU. 



So it really, it's very difficult at that point of time to explain you know. And if they don't make it out of that episode, it becomes very difficult, especially if they have been for a long period in your care. Then it becomes very difficult. I think relapse has being my, my what do you say, the thing that really, really disturbs me. I just, I don't know how to deal with that sometimes. That is my most difficult problem that I face in my practice.



And how are you dealing with that?



I try to avoid relapse counseling if possible, but it cannot always happen that way. But then like I tried to explain it to them, like, you know, first I have to accept it and then I get into it, but that is how it is. That is what life is. So you have to accept it rather than you know keep avoiding it.



So yes. Then I just, I first explain myself that it is not something, because initially is when I was a fellow and my patient used to relapse. I used to go back for the file. I used to check the entire file and see why this child has relapsed. Did I miss something in the chemotherapy? Did I make a wrong decision?



But it is like after a few relapses I realised that is not the case, it is the disease. Relapse is the second most common malignancy in children other than A.L.L. So what I do is now I, I have learned to deal with it that, okay, this is a part of life and this is what it is. And whatever it is, it is that we ha-, I have to face, like I am, I'm not saying the parents aren't going to work, but I used to find it very tough at the initial stages, so now I have understood that it is okay. 



But sometimes with some of the parents, especially, there are certain parents that you have a different kind of bond with. Somebody who has seen from day one, you have taken the history, you have done the counseling, you have, you have done everything what is required every time they got admitted. So I explain it to myself. Then I go through the, I think the five stages, and then I talk to them. So I take some time to process it myself. 



And then for a few difficult cases, I go back home, I talk to my husband about it, and then he also tells me, it's a part of your life. You do, you have to deal with it. I cannot run away from it from the parent now because he is, the parent is also looking at me that he expects that I should talk to them. So I cannot run away it and say my junior will handle it or somebody else will handle it. So that is how like first I accept it and then I explain it.



And you mentioned that telling them they have relapsed or not getting better is very hard. 



Its very hard.



And why that has become very hard?



Because you always want them to get well. And you like sometimes who live in that bubble where everything is all good and fine and going perfectly, but it's not always that way, so it becomes very difficult than somebody you know who was very high risk. You still expect but somebody who has not, you don't expect it. It is very important to know that the disease can relapse.



Thank you. Are there any other, other child specific challenges that you faced while managing children?



Not child specific. We had a few difficult children who refuse to undergo any procedures or sometimes because they are away from their parents. So it becomes like, you know, they are staying with the grandmother. So they really used to act out like you go to give them an injection and they would just start hitting everybody.



But we have a lot of help from the psychologists who are here, and they take care of the families also. We spend a lot of time with them. So these or refusing to come to the hospital for the day they are supposed to come because they're scared. These were the main things that we can across.



Any parent related challenges?



Oh yeah, those. Sometimes they just refuse treatment and you can't fathom why they are refusing that treatment. Like you know, they come in a very bad state you really work hard and the child comes out of that acute episode, like sometimes they come with Hyperleuk or something. And they come out of that acute episode and then they parents say is ki for, I know that there may be really some reasons, but sometimes they just say ki I cannot stay in Mumbai, so I'm going to go with if he or she dies, it's okay.



So that has been something I don't understand why they wouldn't want to take treatment. We are ready to help out financially everything, but it just sometimes with them they just refuse and they say, no, we will not take treatment. Then they just go home. 



Then we had this one episode where there was a parent child and uh, like the parents and the child, they were living in one of the institutes, I think St Jude or one of them. And then the father was this very like, you know, he used to keep thinking that the mother is having affair with everybody in the center. So he at one point refused. He said, I will take the child and I will throw the child out of the car and I don't want to stay here because this is what the mother is doing.



So, and we actually counseled them and the mother was very upset with all of this. But finally, when we told what that you should file a complaint against him. She said something like, I have to live with this. I cannot do anything about it. This is how he is, but this is what he is and this is he is mine, I know whatever he is.



But for them it must be so difficult. They are dealing with the cancer, they're dealing with everything of coming here, staying out of home and she has to deal with that, and she's okay with that. Like she, she is not ready to like, I don't know, like he must, he must be hitting regularly. He must be drinking and hitting her, but she was, she was like, okay, whatever he is, he's mine. And sadly, that child relapsed at some point and then they took him home, he died, and we don't even know what has happened to the mother now. Like she must be back to the same loop that she's never been able to get out of. 



So, and sometimes patients, like we recently had a case of osteosarcoma, so everything was going fine with her. Her surgery got delayed for some reason. She was told for amputation. And then she was so upset. She said, you guys have done a wrong job and my chemo has not worked. So that is why I'm undergoing amputations. So these are the times where it is very difficult to tell the parents that you have been trying, but you now sometimes you can't really do much about it. Especially the bone and soft tumour is the point where I think it has been very difficult with the parents because when, as long as the chemo is going on, they have been fine with. But the moment the topic comes of amputation or anything where they are going to lose a limb.  It suddenly the outlook of the parent changes. And that time it is very difficult to deal with that. 



Another few things that is a girl child and cancer. And if they have two boys at home, then it's like they will sometimes say ‘Ki yeh mar gayi toh bhi chalega’ but the other two are there now so then this one, this girl can die. So when they discriminate between a girl and boy, it really makes me mad. Because how can you differentiate that way like ki ladki hai mar gayi toh chal jayega but a boy, we will do everything that is possible. Then again, the other challenge has been to counsel for bone marrow transplant. So certain times that are like, you know, if like they'll be like, what will happen to the child? The other one, and especially if the donor is going to be a girl they are like nothing should happen to her because she's ‘parayi amanat’.



So those are the kind of issues with parents that really get to me. And sometimes they are not compliant. But the compliance bit is not too much. But these are the social issues is what is the really the one which affects like that is a real problem that is there. The other issues that compliance, noncompliance, we don't have too much of that, maybe 1% but that is still something that we can deal with.



So move on to the next question. What has been your experience of making a referral or accessing palliative care services?



So till it was like, we've got a palliative care unit since I think April now. But before that it used to be that, you know, for the patients we used like firstly we referred late. So we used to counsel them for everything they used to say, okay for palliation. And we used to count, like it used to be literally like you know when things are not in our control, was the time used to refer to Palliative care. Because we didn't have it in our hospital and to refer somewhere outside the parents used to say you do whatever you do here, and I feel that. I never counselled them in a way saying that why it was necessary. But now what we have been doing since we have started the care here is that we refer them very like if for like when they are diagnosed, a lot of them come with some kind of pain.



So what we do is we introduce them to the team on day one, but not all. Most like whoever comes with a lot of pain is who we are introducing. So bone tumours, we are introducing to the palliative team as a part of pain and like you're not refute, like palliative as such with a few like referring to them as pain team for the parents. And so they also have a bond with them. 



And now whenever we are doing the relapse counseling or anything, we may think going to a palliative part of it. We are trying to have them with us on counseling on the first day. Still I think there are things that, you know, we can include like you know, referral can be earlier, but these other two things we have started since this year. That after the team is here, we try to involve them early in the care. But in the the initial days, we used to really refer them very late when things were not in our hand, was the time we referred them, which was not good for us, for the parent, for the patient, because the care we were providing was not optimal for the child, not for the parent. Because we were so sometimes they require that time, they require that attention and we were not giving it to them. Because we were short staffed. When there are so many chemos to be given, they always used to come in a bit later compared to the others, but and which was not good for them. Which was very like, sometimes I feel that we did wrong for a few patients that way, but we tried our best, but maybe now with this, we see the difference. 



Like I remember a previous patient who we never referred. And you know we referred very late and by then it was so difficult. The child was having so much pain and he would just giving it Ultracet. That's it. Now when I see that same like, you know, the other children who are getting like other better pain management, better counseling and they're getting more time away from this place. They have a separate space for them. Where the whole family sits there. They do the family counseling. It makes so much difference. And so now there has been a slight change in the perspective, but still, I think we need to better.



So you just mentioned not in your control. Can you explain or expand on that a bit?



Like sometimes used to come with unbearable pain and more than Ultracet, we didn't have the ability to give morphine or anything and we.



No, so you used to refer patients when they was not in your control. So what does that mean?



Not in my control meaning that. Till everything was, like till was. Not in my control exactly… Uh… Like they came at the very end stage of life sometimes, like it was almost end of life and there was nothing we could do other than spend, maybe, few, few, few. Not even hours, few minutes with them, and even the pain management that we were giving for that time in the end stage was not good enough. The sedation that we were giving was not good enough, and I just felt that we were doing a very bad job that time. And like we used to try to keep them in a separate private ward with the parents, with them, but none of us really spent too much time with them. And I thought that that was what was really wrong because just I, I just didn't know what to say to them or I didn't know how to make, you know alleviate the child’s pain. Or what to do that time. I used to feel helpless and I just felt that maybe somebody was more better to deal with it, is a better person rather than me. Or even counsellors, I don't know if they are, I don't know if they knew how to deal with end of life and the counselor that tends to keep, they used to have different people, different days. So that one person who had a bond with, there was never uh, same like the doctor maybe was the same, but still I was or my colleagues, we were not trained to handle it. So nor the counselor who was able to handle it. So I don't know, like I felt that this was something which happened very wrong for them.



And you said introduce early but not as a palliative care team. Can you just explain that?



Not as a palliative care team, like we have so far, like when we are counseling for relapse, we counsel tell them that this is the team which takes care of your pain, gives you supportive management, and will help you out is what I initially counsel them. But later, you know the next step is when I tell them that this is the, I don't know how to explain really the Palliative team to them.



So I normally introduce them as the pain team is what I have been doing. Which I don't know is, I don't know if it is right or wrong, but so far I have been introducing them. In the early stages, like when they're newly diagnosed as the pain team. And I think these, when they sit with them again, I think they counsel, like they introduce them as the palliative team. I don’t know but this is what I have been introducing them as, pain team. 



What were the positives that you found by making this referral?

 

I found that there were, you know, that the pain was better managed. They had a bond with the counsellors there. They had a bond with that team also. So it was very, like the patient was very, well taken care of and there was always, there were two people, you know to manage them better and you know, to take out, like especially we had this one, we have this one patient now who in follow up. So he is on palliation for the past two, maybe like when he came in April, he was already on palliation for the past two months. But the child and the parent, I feel are much more. Like I feel they're more accepting of the situation since they have been visiting the palliative team.



They are more, and even I feel that we are doing a good job of taking care of them because they are getting somebody who's spending enough time with them, which I think that from our side that with them we used to spend the time that we spent in OPD. But here this team is spending a lot of more time with them. The child goes to the room, he plays, he draws, and that is something more he looks forward to. The parents also look forward to that? So it has been something which has, and the pain, the pain has been really well controlled for most patients. 



And in end of life there have been two teams, like two people were there for the, they have been really there for the children and their parents. They have been spending a lot of time with them, especially in end-of-life. So I think they're getting a better care that way. So that was the positive I saw that it was, it was better for us also, and it was better for the parents also. That they had, that somebody they could talk to, they do phone visits, so they have been doing phone follow ups, phone visits. Like phone visits. I think they have visited a few patients at home, the parents at home, so that has, I think, made a difference in their life.



Were there any shortcomings of making a referral? Or disadvantages that you felt were there while making one?



So far not really, like not come across any so far.



So now you have an in house palliative care team. What has been your experience working with that team together?



They are always, like it's nice to have a discussion with them. And sometimes the parents open up more to them and then they knew that all of us are a part of one team. It helps better and like, you know, we've been able to call them at night, talk to them about, you know, some patient referral. And it does really, it has made a lot of difference and it has made a difference.



We can see the difference in the parents. The patients, their management.



So you like to say your experience of working together as a team has been..



Good. It's been very good. 



Were there any difficult experiences that you had come across?



So far, not really.



Uh, and uh, just going, has that experience of working with a team, has changed your way of practice or had any impact on your life?



Yes, it has.



Just elaborate.



It does reduced the stress of work a bit. A bit, no, quite a lot, especially as I said with the relapsed patient. It has really reduced the stress of it. For me, my acceptance has been better of things. When they talk, I feel, you know, sometimes the way they explain has also made a difference in my life. When they are explaining that, yes, you know what they are saying I feel has made a lot of difference in my practice, my life, my stress levels. And it has been, I think it has been one of the most important things is that we’ve got a partner who has helped reduce our stress levels and things are better compartmentalized now that. Like, you know. Some. Yeah. Say that way. That better compartmentalization and reducing the stress levels.



Thank you. So what do you think it was the scope of palliative care in children with advanced cancer?



I think they have a role from the very start, but I really don't know how the role comes into play from the very start. Like it just, I don't, like this is something which is like in only in cancers or in paediatric practice in general?



Pediatric cancers. 



Pediatric cancer. So like, I think palliative care is not only end of life is what I have realized. Initially for me, like I always like it is wrong, very very wrong. I always equated it with end of life care. And it is not just end of life care. Like there is so much more to it then just end of life care or a hospice. It is, it is not that. It is, it is a overall thing that is there. And, um, I don't know if there is a scope for it from the very diagnosis, like I don't know how that can come into practice from the very diagnosis. But I think it is a good, it would be a good thing if, I don't know if it makes sense to have from the very start of it, once they go into remission or they're completely cure, maybe the role is not there. But at diagnosis, I don’t know if there is a role in palliative care.



Is there any other role that you can think of like how it can help patients and their families of children?



What do we do in oncology itself is these parents support groups and psychologists. So I'm not really sure how this. You know, the role of palliative care earlier in the treatment. As I said, pain was something, always I could think of. Which I thought was very well managed, but other than that, I'm not really like, not sure, and that is something I would really like to know. What else can be the role? Since they are there now, we have started asking them, what else do you think you can help in?



Correct. That’s very useful, thank you. So coming to the important question of this, question. What are your views, your personal views about referring a child with advanced cancer to palliative care?



I would definitely refer because uh, I have seen the difference in the child, the dynamics of the patient, the parent's relationship, and it has really made a difference in their life. Like I'm not just seeing from the pain point of view, it is just made a lot of difference in their life. Like I, I know that these people, few of the, few of the patients, they have done home visits. So like you know, it makes, like later after the child has passed away, they have been in touch with the parents. Which I thought is something which I would not have been able, ever able to do. Like keep in touch with the family after they have died, called them up on my own is. Yes, they have called up a few times, but I have never thought of calling them up. 



Whereas the palliative team has made an effort to, you know, be with them during the end of life, after the child has passed away they have been been with the parents. And they have made an environment which was very conducive for the parent and the child. So I will definitely, I think it is a great thing to have a palliative team on board.



So what are the things that you think would facilitate making a referral to palliative care?



I think education of the oncologists about what is the role of the palliative team. I think that would be one thing that would really make a difference. Because as I said, like till they came, I used to always think end of life care. Which is, which was wrong. It's not just enough end of life. So that is something which education, education of the referring oncologist would be the most important. 



And a very uh, the team which is there has to be a very uh, interactive and a dynamic team like they can, like the pediatric oncologist and the palliative team cannot run in opposite directions. It is always like both of them have to run together at at every point so that it is, if the coordination is good, I think the referrals would be, like it would be easier to refer also that. And the trust building between the palliative team and the pediatric oncologist would be something which would be important.



So you have just mentioned about education of the referring oncologists. Can you elaborate it a bit more?



Well I think we should first be explained what is palliative care? What are the aspects that palliative care means deals with. Like, like. I still don't know if I should refer a diagnosis? So maybe telling the pediatric oncologist that what is, when can you refer? What are the things that are, you know, what are the things that are covered in it?



How it can improve the outcome of the patient and how can it improve the fi- how, what difference will it make for the family? Maybe some sort of, that sort of lecture for us. And as I said, a follow up. That's what the initial team used to do like you know. They used to keep coming every day and asking us that is there anything? Is there anything? 



Then once they started doing that, we said, Oh, this is what we need to talk to them about this patient. We need to refer to them. And then like initially we used to counsel them, we used to tell them you counsel. So it used to be two separate things. Now what we do is we sit together.



So maybe something of that sort where you know, where it can be explained that it is a team work that will make a difference. Like at least the initial part of it. And then maybe, I think that would be like informing the pediatric oncologist. I was not there but I think we had kept the lecture by them about what is palliative care in like they had explained it to us that what is palliative care. What are the roles of it? And I think that would be important. Like it will just help us understand that why, what.



Thank you. And you said about being dynamic, having a dynamic team and coordination? What do you mean by that?



As I said then to you like, you know, initial days. We as, when you don't, when you don't have something on board and something new comes up, sometimes you don't remember that this, like, you're so used like, you know, the daily rounds and you're seeing the OPD and then you just forget that. Okay. You know? So they used to keep, they always followed up.



They said, do you have any referrals for us? And they all like, you know, so it was. And they always were such a smiling team or happy team that you were like, Oh, I have to refer. Like you know and they kept, and they were a friendly team and very nice team. And like always always smiling and generally soothing to be with. So dynamic in the sense I meant that they should be, they also should be proactive. Like not just sit down and wait. So now they don't need to sit and wait because like we make an appointment. But initially if they would have just sat it out, it would have never worked.



Like what they have been doing. They would go to the paediatric neurology clinics to the, so every time they go, they meet the bond with the. With all the people who are there. So everybody remembers them. So nobody forgets them. Like they make that, a very good impression. A impression, I don't think is the right word, put it, but they make it a point to come and tell you what their work is.



So when they did that initially, we remembered them for every. And they have been doing that even in general paediatrics now. That they visit all the general paediatric wards, they visit all the paediatric, super specialties. So like, you know, they have really been very proactive because of which I think it has been great.



And you also mentioned about trust building. So what exactly you meant by trust building?



Like when, like it always is a thing. When somebody new comes, like you. You're not sure about, and with our patients we are, they are our long term, they are like our patients to have that trust that they are going to be good care. I don’t know it sounds, I don't know if it sounds right, but you know whether they are going to do a good job of taking care because you have been taking care of them for such a long time. And then suddenly you know that tell them that, okay, you don't come here and you can just go with them to ensure that they are taken good care of. 



Its like assigning your children to somebody else.



Somebody else, yeah. Yeah. It is that kind of a feeling that you're handing them over to somebody else, but you're not sure whether they will take the same care of them and whether they will form the same bond with them. As I said they are like family. So you know, it feels like you are handing over your part of your family to somebody and telling them, now you take care of them but you always wonder whether they are doing a good job of it. So it has been, initial we used to feel that. 



But now, its not, maybe the initial month or two. But it has been and they always tell us that, Oh, your this child came for follow up and they did this sort of thing. You know a child who has been following with them. They do any nice drawing or anything. They come and show us. See, this is what they did today. Or we go and visit them and ask them for follow-up or call them and ask for follow up. So it has been like a nice way to know that they are being very taken care of.



Are there things that would hinder a palliative care referral? Or be a barrier to making a palliative care referral?



Well, trust. Lack of trust. I think that would be main barrier. I think that could be one of the main barriers. Lack of trust.



Okay, so what are the situations when would you consider referring a child with cancer? You mentioned relapse. What are the other situations?



Bone cancers when they are having severe pains. Post-operative, we have been referring like post op care also we have been referring. And anything I thought was, which was at the very start, which is non curable is what I would definitely refer or somewhere where the prognosis is not very good is where I would like the palliative team failure to have a say or be a part of it from the very beginning. These would be my main, yeah.



And what are the situations that you would generally not consider referring?



Like newly diagnosed A.L.L., I would not generally consider referring unless as I said there is something major. Because they somehow breeze through the treatment most of the time.



Some of the situation you said you will consider that. Why will you consider? What were the things that would make you consider?



Uh, like especially if it is a poor prognosis disease, even if you are treating it with a curative intent, then also there is a possibility that the curative treatment may not work. I would like this the team also to be on board from the very start so that it has been a effect, it has been a combined effort from the start, they are a part of it and they know exactly what is going on and what would be the plan ahead.



With relapses, as I said, if they are going on palliation or even on treatment, somehow, their morbidities are very high even when they are on treatment. So that is another place where I would want them even if the relapse is on a curative intent treatment. I would like the team to be on board.



Bone cancers as I said, they already are in lot of pain. Plus the post op part of it with the. It's going to be something that if there is an amputation planned, that is another thing which is, which is a part of. Which would, which is where they would be important that they need us, the parents and the child need as much support as possible from all perspectives.



So that is another place where I think of. And like BMT or immuno, I'm not saying because I think I'm not dealing much with either of them. Those are the other two. Because I think in BMT also they would have, again, the palliative team would have a big role here.



So I am coming to the end part of the interview. So can you think of a memorable experience of making a referral? Recall a memorable incident or experience.



So we have been pretty much here for 16 months now. So this is particularly, there is this, there is this girl of osteosarcoma. She came from Assam. And she was, the mother was always very upset, very upset. Every time you see her she's upset. And the child also used to never interact with any of us. Like we, really tried.



And she used to have a lot of pain. And we referred her to the team, the palliative team, and somehow, I don't know, it, it made a lot of difference. The girl started like we never knew the girl was such a great artist. She started drawing, she started expressing her feelings. The mother slowly, slowly started opening up, which I, which I had not expected because she, we really tried talking to her and every trick all we tried, our psychologist tried and with the palliative team she used to come, she used to spend so much time in the unit that. Like, that was something, and I thought it made a lot of difference in the parent’s thinking, the child's expression of emotions, that how we have referred her to the pedia- surgeon side. Don’t know what happens post that. But so far, like you know, the child suddenly opened up from being this.



Like she's a big girl, 12 year old, never talking to anybody, just sitting full time, like just sitting, not interacting at all with any of us. The mother always had that expression of confusion. And scared, like scared expression and you know, spending time over there was so. I thought there was a lot of difference in their general attitude and behaviour.



And what made that experience memorable?



Because we had really tried like spoken so much to all of them. I thought it was a language barrier. So we asked another same Bengali patient to talk to them. Nothing and suddenly the child, she's such a great artist and she expressed her moods every time. And like, I know  its not a nice, every time she got admitted for chemo she used to draw a picture with mood off, but when she used to leave she used to draw a big picture with that beautiful scenery and the girl smile, the figure of the girl smiling. And it was so nice to see that difference because first, first entire three weeks, no interaction. Just nothing. But she just opened up so much and they were happy. I am not saying happy would not be the right word, but they were more accepting of the things, which I thought was really good.



Otherwise, every time I’ve seen them, I used to feel that you know they are. I don't know what they're thinking, but here, the child expressed herself. She said what, like through her drawings maybe but she expressed herself. This is one thing I could just think of.



Can you recollect any negative experience?



So far really not much.



Is there anything else you want to add or fill in any other thing that I have not asked or discussed?



Um, no.



So, thank you so much for the interview.  



Thank you.



-End of recording-
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Just keep it here. So, um, I have a set of questions that have been asked, so thank you for agreeing to participate in the interview and thank you for consenting to audio recording.



So, um, my background is I'm doing a PhD project, uh, looking at the views of oncologist and *inaudible*(00:27) referring a child with cancer to palliative care. And this whole thing has come about because we attend the study actually at Tata Memorial, where we found that very significant, a small proportion of patients were referred to palliative care and they were referred late in the trajectory of the illness. So we wanted to know, that what are the things uh, that would promote or hinder the referral from the perspective of the oncologist? 



Yeah, just silent my phone during the interview. So uh, can I start with the first question?



Yes, please.



So, can we uh, please talk about your work that involves managing children with cancer?

 

So, uh, as you know, I'm a consultant in paediatric oncology at Tata memorial hospital in Mumbai. I predominantly take care of children with leukaemias. However, I mean, our inpatient pool is common and in the inpatient section, we have to take care of all the recipients of paediatric oncology. Uh, so main chunk of our work is clinical. Where in we care for patients in the outpatient as well as the inpatient settings. Uh, and, uh, as you are aware we are very busy setting with in thousands of patients coming to us each year, uh, and we really uh, strike a fine balance in their delivery in quality care. 



So uh, what is your typical day looks like? 



So, it starts with, uh, clinical rounds uh, which is um, most of the times, a bedside round. Uh, at the moment, I am posted in the paediatric ICU where I see critically ill children, uh, and anyone of us will do the, start their day with a bedside clinical round followed by OPD. So our OPD actually eats up most of our day. And, um, in between, we gave a half an hour for lunch and sometimes we go for some meetings if there are. So this is a very brief, uh, account of how we spend our day. On, uh, briefings day of the week. For example, Wednesdays days and Fridays, we have our academics. In the morning, uh, about an hour goes for clinical meeting or teaching sessions. 



So uh, if I can ask, what has been your experience of working in the field of paediatric oncology?



So, I am doing paediatric oncology since 2010 and, uh, so it's nearly going to be decade now. Uh, nine years plus. Um, I mean, it's very challenging and, uh, depends on where you're working, the challenges are different. So, uh, if you're working in India, your talents are different. Even in India, if you're working in a corporate setup, you deal with a different set of patients. Uh, vis a vis, if you're working in a government hospital, uh, which is resource constraint, and you see patients from all levels of society, especially specifically, uh, uh, poorer sections, your challenges are different. And in sharp contrast, if you're working in a developed country, I've been in the UK for three years. And, uh, so there are also challenges there, but they're in a different level. I mean, uh, they don't really match very well with the challenges that you face back here. So if you want me to enumerate the challenges, so I, I'll say the challenges are around uh, arranging and coordinating care for patients. For patients, uh, who, uh, for example, in Tata Memorial Hospital this is an apex referral centre for the whole country. People travel long distances to reach here. So, uh, it's not about the medical part of treatment. It's also about, uh, many things around the socioeconomic aspect of uh, the family, the parents, the siblings, and the child as well. So we'll have to work on around all of that. And if you come from medical uh, aspects specifically, then also there are challenges. I mean, uh, I'm sure the care that we are giving is not optimal. I mean there are lots of scope stream. Uh, I mean, of improvement in the care that we're giving. So, I mean, at times we struggle, but I mean, uh, despite that, the tremendous results that we produce. I mean, uh, given the gross disparity, uh, between manpower, resources and number of patients we see. We do, uh, develop, uh, uh, we do deliver a significantly good care. I must say that. 



And, uh, are there any child specific challenges that you encounter in your practice?



Yes, we do actually. So if I come to your part of, I mean, speciality. So, uh, we see children. I mean, uh, if I, uh, probably I should restrict myself to the outpatient setting at the moment. So in the outpatient, we see quite a few patients. So one physician is meant to see about 30 to 40 patients a day, and that too in a span of six to seven hours.



So it becomes really challenging to cater to all the needs of these children. I mean, uh, what we do is probably firefighting. We just tackle the urgent medical issues for, uh, medical issues which are not significant and non-life threatening, we probably do not address them as best as we could have actually. And, uh, forget the medical need.



I mean, there, there are other things around the care of a child. For example, psychosocial needs, for example, uh, their educational needs, uh, symptom care needs. So these things are really, they really take a back seat when you are managing a patient in such a high volume center with limited manpower.



And you just talked about ‘catering to all the needs’. What did you actually mean by it?



So, I mean, having trained in a developed country, we know how to optimally manage the child. So from the time a child is in your unit, uh, with a diagnosis of cancer, uh, you should be in a position to provide all round care, what we call it, holistic care. So holistic care does not mean getting the child itself because the child is the center of family. So the whole family needs to be taken into consideration when you, uh, when you think of holistic care. So, I mean, if you want me to go into more detail of holistic care, I can do that as well, but it depends on what you want.



You can, you can.

 

So, uh. Number one is if the title is being from a different city to a different city for treatment along with the family. I mean take care of the family, I mean in the form that we should be able to provide them a decent residence, a clean environment, provide some sort of education or ongoing engagement for the child during their treatment. I mean, all of these children are in their growing phases and I mean, uh, taking away six months of their life. And not a, I mean, helping them to progress in those six months is not really kind to them. 



Uh, and also I come to other bits, for example, uh, the psychological part of a diagnosis of cancer. Uh, psychology of parents, psychology of siblings. All these things also need to be taken care of. And then coming to cancer care medical care that we anyway provide. Uh, we have a supportive care team, which provides for supportive care needs. For example, the impression, for example, some, uh, I mean support the family in the form of, uh, I mean, putting them into small jobs till they *inaudible* (08:59) during their stay here. These things also we are doing, and, uh, symptom care is another important thing, I think its probably, uh, quite underutilized, you know, in our settings.



Uh, why do you say it is underutilised here?



So, uh, I mean, if I go by this hospital, we don't have a separate paediatric palliative care team or a paediatric symptom care team. I should probably say symptom care rather than palliative care, uh, team, which is specific for children, uh, which would make the process of referral of children to them much more easy. And streamlined. 



Uh, so I mean, what we were taught and what we had experienced, uh, abroad is that whenever a child is in need for some symptom control, if its beyond the first line of care, then we would definitely call our symptom control team and they will take over the care. It doesn't mean that a symptom control or end of care or palliative care referrals should happen towards the end of life.

 

It can happen on the day they are diagnosed because I mean, these things should go hand in hand and I mean to provide a good experience for a patient to undergo cancer control treatment. 



So you just mentioned about you know separate paediatric palliative care team in the hospital. Do you think it's important or why it is very important?



Well, it is very important. I mean, from my experience, uh, we, we have seen a very proactive paediatric symptom care team, uh, in, in most of the hospitals in the United Kingdom. And I mean so much so that, doctors don't need to make reference. Nurses can make referrals. Uh, if they feel that this patient needs some form of symptom care and that doesn't need to happen, uh, when we declare a patient as palliative. I mean, even during curative therapy, there are times, there are phases of treatment when symptom control is an important issue.



And, uh, those, those things have to be aggressively and proactively addressed. But given the high volume of a center, we may, within the limited time that we spend with our patients and given the priority of nursing care, uh, proper symptom care probably takes a back seat in most of the circumstances. 



So, uh, do you think, uh, the, uh, having a dedicated pediatric palliative care team would facilitate more referral?



I'm sure. I mean, there is no, uh, there should not be any question on that. Uh, if there is a dedicated paediatric palliative care team that will definitely improve our services. 



And sir you mentioned about, uh, referring right at the time of diagnosis or during the curative phase. Can you elaborate a bit on that? 



So, uh, I just, uh, elaborate based on some examples. So, uh, pain is an important, uh, symptom, uh, of cancer as well as when you treat patients, there can be pains in many forms. For example, a patient who undergoes a very intensive chemotherapy who is likely to get pain from mucositis, which is mucosal inflammation of the gastrointestinal tract. And the pain can be quite severe. So much so that, uh, many of them would benefit from opioid based therapy. 



But as you know, I mean, uh, from the paediatric oncology side of things, when paediatric oncologists manage pain, uh, early institution of opioid is generally, I mean, not happening. I mean, the start of opioid based therapy gets delayed. Uh, so I, I think to involve a professional who deals with pain early would help in early symptom control and overall improve the quality of life of these children.



Okay. And also you mentioned about having a proactive team, what exactly you meant by proactive? 



Yes. So for example, we had a, uh, I mean, uh, when I work, okay, I will just compare between the two settings. I mean, that makes it uh, easier for me. Uh, rather than, uh, uh, I mean, getting hypothetical situation. So we had a, uh, *inaudible* (13:28). So a paediatric oncology, uh, symptom care team was there, which would take their individual rounds in the ward and would be available all day long to cover for OPD services.



So we never, we would call them, I mean, so see there are logistic issues. In the hospital if the, if the paediatric OPD is located at the distance from your, uh, symptom care OPD or whatever. I mean, it takes a patient time, energy and motivation to travel from that part of the hospital to another part of the hospital and to wait in a queue to, uh, engage, uh, with a symptom care uh, I mean staff. Rather than, I mean, what we used to see when we had patients with sig- significant symptoms and issues, we would fix an appointment with them so we can do a joint clinic. So, uh, I mean, they have seen many patients of ours with neuroblastoma, who had bad neuropathic pain and all the stuff. We would, uh, I mean, during the later part of the consultation, we just did, they would be just a phone call away.



You just called them and they are, uh, with you seeing the patient and making a plan together. So this thing I really miss when I worked in a setting where you have to see patients after patients and you don't really get time to engage with the patient for long. And, uh, I mean making appropriate referrals. And even if you make, make referrals, you don't know when the patient would reach there and will they be seen on the same day. So it's all about patient convenience uh, which probably suffers. 



So you think availability of the, ready availability of the services



Onsite services is helpful.



is really helpful. And you mentioned about joint clinics, maybe a joint consultation with paediatric oncologists and palliative care. Do you think it helps? 



Yeah, it helps in a big way, actually. Specifically for patients whom, uh, we declared as non-curative. It definitely helps. However, for patients with curative intent, sometimes symptoms are quite severe, who involve professionals who are I mean trained to tackle symptoms that way. So, I mean, from my experience, even in curative clinics, we, we would call them in the later part of the consultation, they will just pitch in and help us manage it.



Okay. So when you say joint clinics help, how do you think it helps having a joint clinic? 



So actually, uh, if services are fragmented, for example, if you just make a referral and don't hear back from them I mean you can't contribute, uh, your inputs into the management of symptoms. So it really helps when you see face to face with the symptom care team. And the pediatric oncologist, I mean, would express his or her concerns so much so that it helps the, uh, symptom care personnel to take care of the symptoms and implement our inputs as well. So when two brains are working and specifically skilled brain. I would say it would definitely make a difference. 



Yes. Also you just mentioned about having a feedback about what has happened to your patient when you make a referral. If, that’s an important thing? 



Feedback. Many times, feedback feedbacks don't happen. I mean, which is probably a bit unrealistic to expect in a setting where, uh, the OPD foot fall is more than 200 a day. Uh, with very limited manpower. I mean, we struggled to finish, uh, our OPDs on time. So it's probably a bit unrealistic or probably a big ask for uh, feedbacks to happen. But yeah, in an optimum or ideal setting that should happen. We should be on the same page as to what is happening with the patient. 



So what do you feel about the scope or role of palliative care in a child with advanced cancer? 



So, I mean palliative care services should be an integral part of the package of services that we deliver to a patient with cancer, which is a, I mean, that's probably one of the important pillars of the holistic care that you can provide. Whatever you say its probably, it doesn't need to be overemphasized. I mean, it is a really important. 



So when you say integral part, how do you mean? 



I mean, uh, so for example, when a patient is walking in, uh, for care, so there are many stakeholders in the care. For example, we have a doctor's team. We have a nurses team. We have a dieticians team. Uh, we, we don't have a really developed psychology team, but we have something. Similarly there should be a symptom care team, uh, which should be counted amongst the teams that we provide to the patient when he walks in with a diagnosis of cancer. 



So you are making a referral here to palliative care services. How has been the experience of making a referral or accessing palliative care services in your hospital?



I would say the experience has been quite mixed. Uh, at times we get good responses, but not all the time. And, uh, so, uh, I mean, if I, uh, probably I should split it is more systematically. So number one referral. 



It's a completely confidential interview.



Yeah yeah, that is fine. So, I think referral, we are having a short, uh, coming, I mean in the term of referral because we probably don’t refer as many patients as we should. However, having saved that, and we don't know how much our existing palliative care or symptom care services can handle it. I mean, if you start referring all pains, which need opioids to, uh, our palliative care team, whether they would be able to handle that efficiently is a question.



So I'm not aware of that. And number two, upon referral, they, uh, the patient sometimes struggle to uh, meet, uh, uh, symptom care personnel on the day of referral. They will probably, I mean, even if you don't give a full appoint- a full length, uh, slot for a patient who has been referred on that day. I mean, there should be some short referral services where you can just be there and, uh, get medicines that you need for the next few days before you get a full-fledged appointment. Well, that is important. I think that is not happening always. 



And, uh, patients just go, uh, to see people who man our symptom care services. And I mean, sometimes they're seen, sometimes they're not. And in the process, many, you get lost because as you can imagine in a country like ours where we really struggle to provide optimum care to our patients. I mean, it probably doesn't take a high priority. 



So, uh, I will tell you about patients who, uh, are on the palliative track when they come to us for follow up visits. We saw that you see the symptom care team for sure. And then they will say, I am not getting an appointment for tonight. And, uh, I have a train to take, early train in the night or early in the morning. So, uh, how can you hold them back for that services? So if it gets streamlined as, as we got, I mean, when, uh, on the day of your oncology appointment, you get a symptom care appointment or a joint clinic is held. I mean, it would definitely benefit patients will artist. 



So it again boils down to availability..



Availability 



In palliative care.



And  awareness. I must say that not all the oncologists are aware that we should, uh, involve, uh, I I prefer not to use the term palliative care team. I would rather say symptom care team. Uh, I mean, that's how I have been trained. So then, uh, I mean, we are not aware enough and this awareness also needs to go up. I mean, I'm sure paediatric oncologists do need training, uh, at least to develop awareness about involving other personnel, uh, in the care of patients when it comes to symptoms. 



And, uh, uh, you made a statement about, uh, may not be referring as many as there because you are not sure how they will be able to handle the load. Can you explain bit or more on that? 



So uh, I mean, not referring as many patients as we need. Uh, we should actually, it's probably due to two factors. Number one is awareness. And number two, for people who are aware, for example, for people who are trained from, uh, abroad, I mean, where symptom care is a big thing.



And I mean, it's probably one of the important chariots of cancer care. Yeah. So, I mean, I'm sure many of them are aware, but being aware doesn't help always because I mean, you need to know how efficient your services are for symptom care. Whether a timely referral would benefit the patient. That is also a question, because number one, whether they will be seen on the same day or whether they get a consultation from a suitably pediatric trained personnel is also important.



I, uh, so as you know, we have our hospital in two sites. So I will tell you one recent experience, uh, or, uh I mean, uh, I think that was only a couple of weeks old, this experience. So I was posted in the other side. And then the, there was a pain with severe pain. He is a brain tumour with lots of toxicities from treatment, severe pain. And then we had diagnosed some recurrence. So effectively this patient would be on the palliative track. So there is an anaesthetic registrar who mans the pain services for that hospital. So when that pain services team. Was contacted, they say for palliative care patients, we don't really need to see them. You can advise opioid on your side. We won't prescribe. So this is a big hindrance or impediment for us to, I mean, our front refer to, uh, call people for help.



And, uh, also you mentioned uh, do not put to use the term palliative care, refer more using the term symptom control. Um, can you elaborate with it? 



So actually this comes from, uh, our, uh, I mean, rather palliative care consultant in Royal Marsden hospital where I was. Uh, she's an Australian trained in America and working in UK.

So she always used to say us that, uh, by the term palliative, it means that the only thing that you're going to offer is palliation. So then you, uh, I mean, I might be wrong. I mean, that's what we were, uh, uh, taught or we were a seasoned to that when you are saying palliative care referrals, that means you can't refer a curative patient to palliative care services.



So before you refer a patient, uh to palliative care team, you will have to make a decision that this patient is for palliation. So rather a better term is symptom control services or symptom care team, which would encompass palliation as rescue. I mean, symptom control for all patients, irrespective of their cur ability or, uh, intent of treatment.



And that, I mean, for English speaking countries, that probably goes well with the parents as well. So then they hear palliative care. I mean, I'm sure they're quite concerned and apprehensive about what's going to happen to their kid. There is symptom control program probably is an all encompassing term and probably is more comforting to the parents. And I would say doctors as well.



And that has been a successful *inaudible* (25:49) they were using symptom control. *Inaudible* (25:51) and acceptability was better?



Yes. Much, much better. We could refer, I mean. Uh, even patients who are in the ward for some curative treatment. And even if I, if they need some anything beyond opioids or would need a PCA or an NCA, we would just, uh, call them. They will come speak to the parent and parents would accept them.



And also, you made a statement about suitably paediatric trained person doing palliative care.



Yeah, we should probably know come to that. So uh, I mean, uh, I'm not, I mean, I'm not working here for a long time. I mean, recently I’m here for two years now, almost two years. So, uh, I feel that palliative care services in India are not, that well developed though. I mean, there are initiatives going on and I'm sure many places they're trying to develop. 



And paediatric palliative care especially a discipline which probably needs to, uh, grow a lot in general. Adult palliative care services are still there, uh, I mean in whatever stage of development, but they're much more developed and robust as compared to paediatric services. So training, uh, people specifically for paediatric, paediatric palliative care is important because we saw that people who, uh, would be a paediatric trained palliative care specialist or consultant, uh, a nurse for example, uh, should have a paediatric perspective of dealing with, uh, palliative care or symptom control. So, I mean, dealing with a child is always different than building with an adult. 



So all these things need to, I mean, really. I mean, that's how paediatric symptom care or palliative care stems at, uh, away from the adult services. I mean, we should have a separate cadre of people who are taking care of children's basically who are aware of the needs of the children doing those difficult times of theirs.



Thank you. Now uh, you have been working closely with the palliative care team. So how was your experience of working with them? Not referral. Working with them as a team.

So, uh, I must say that there is, I mean, this team effect is probably not existent. Uh, we don't see them when we do, uh, clinical rounds. Only upon referral, they would come, uh, for an inpatient or a patient, uh, from the opening would go to them only upon referral.



So, I mean, upon referral, if you call them directly, and, uh with a problem. I'm sure the answer that would, you will get is satisfactory. But working as a team probably that’s not happened here.



So you just mentioned about the team effect. Can you just elaborate bit more on team effect?



So I mean, so there are established models of working as a team. For example, uh, cancer is a disease, which has to be managed in a multidisciplinary way. And, uh, I remember, I still remember our MDTs, multidisciplinary team meetings that would happen, uh, at regular intervals. Maybe once or twice a week. And then there would be, uh, so, so in, in those meetings, there would be, uh, representations from our symptom care team, from our psychology team, from our nursing team.  So all the patients, uh, that are important. I mean, at that point, would be discussed. I mean, uh, not only from the medical side of things, but also a holistic approach would be taken. I mean, the symptom care person would really opine on the symptoms if they are already burning issues and other people will also do their work.



So it's not a patient to patient referral system that exists there. They work as a team. They meet regularly and discuss on important or difficult patients. So I feel that concept should come to us. I mean, may not be today, but maybe in a few years from now, so that we can offer a more comprehensive care to, uh, kids and I mean cover them from, uh, all the angles and not only from the medical side of things.



Thank you so much. Can you tell me about some of the highlights of making or positives of making a referral here in this *inaudible* (30:25)?



So, yeah, I mean you want me to tell about positive experiences? 



Experiences, or what are the positives did you fight of making a referral here? In your current setting? 



So, uh, the positive thing, is that I mean we would for a patient with, uh, uh, uh, end of life care sort of thing. So once you refer to our palliative care team here, they would definitely guide the patient regarding, uh, how to take care of the patient during the last few weeks or months of their lives. And they will definitely guide them about services, around services available around their homes so that they can access care locally, which is not possible for us to do. So, uh, definitely, I mean, that part is taken care of then which is in itself a big thing, uh, for those patients at that time.



But uh, and also, for example, you really refer patients for symptom control. Uh, many times they will prescribe things that we really don’t prescribe and that would benefit the patient. So these are I think overall things that help the patient.



Are there any shortcomings or challenges? 



Yeah, we have been discussing about the challenges that we should we need to work on and yes, I mean, there are many. I mean, one of the miles, I’ll probably tell is still I mean, despite referral to a palliative care in this hospital. For a patient who is also, I mean, in the palliative track, this, I mean, it's my personal experience. I don't know that I am wrong, but uh, utilization of opioids is quite less.



I will see that. I mean, uh, out of ten referrals that I will make for a symptom control last day at, I mean with a palliative care child. Uh, maybe, uh, probably I’ve not seen any, uh, outpatient opioid prescriptions for them to have at their home. I mean we have seen opioid and things like those are being used in the hospital for inpatients, but for out patients when they're referred out, I mean, in my experience, like I can’t recollect I've seen a prescription where opioids are given to a  patient.



And uh, next coming to the important question of this interview. So what are your personal views about making a reference for a child with advanced cancer to palliative care? Each person have a different. So what are your personal views?



So, uh, I mean, depends on where you are working and how, uh, strong is the service uh, that your hospital is providing. Uh, and if you ask me what are the principles of referring, I would say probably referring early. Uh, because I mean, if you get late in referring the rapport that needs to be there between the symptom care team actually, I mean, towards the end, they are the only team probably who will be directly supervising, uh, the care of the child. So that rapport doesn't grow if you make a make a very late referral, uh, probably the family is already in grief or whatever. I mean, towards the end of like. So referring early or timely would say is important.



And also referring in a way that there is a, I mean, you have to complete the looks of the communication. So once you refer, you should hear back from the team, uh, what's going to happen so that when you see the patient next time. You are on the same page with the symptom care team. That is very important and not a, I mean, that should not confuse patients. So that is the other thing that I would say and probably. I mean, I mean more, we should probably utilize our services more often than we do.



And sir, when you said referring early or timely. What did you have in mind?



So, for example, we see patients who come to us. I mean, I’ll cite you example of leukaemia. So for example, a difficult leukaemia which has been in remission for some time, and suddenly you realize that the disease is coming back. The patient might be very well at the time. So if you are not referring that patient at that time, you are probably not doing justice to how it, to the patient really.



So referring only when they develop bad symptoms is probably not right. It's for whether right to refer. I mean, anticipated referral, for example, when we see a leukaemia coming back and we can't offer any curative treatment, you should probably refer at that time rather than wait for the patient to develop symptoms when they need to meet the palliative care anyway. 



And you also mentioned about rapport building. Can you talk about rapport building?  



So yeah, that’s I mean, that's, uh, uh, I mean, it's difficult in this setting where  you are flooded with patients. But yeah, in an ideal setup, you, I mean, the palliative care team or, uh, the symptom control team should, should have a working rapport with the family. I mean, they need to work jointly to make, uh, the end of life experience as comfortable as possible for the people. So, I mean, if, if there's no rapport, it's just a one time visit and it's not longitudinally followed up. I think it defeats the purpose of, I mean, symptom care altogether. 



And also you talked about completing the loop of communication. Is it just a feedback or something else that you had? 



So feedback is definitely one important thing. Uh, and then. Um, so, uh, we have seen, I've been, uh, again, that's a different set of all together. We've seen that. I mean, towards the end of life, for example. I mean, for a patient who succumbs today, for the last two weeks I'm sure, uh, this patient is not going to do very well and, uh, would need frequent phone calls or palliative care support for the family to handle, uh, the symptoms, uh, if they, if they're in their homes.



So, uh, we have seen that the paediatric oncologist is always in the loop. When such things happen. I mean though, that primary care is being taken over by the palliative care team, but the treating teams also have so that at times, because these people in the family would know the oncologist more than the symptom care team. So for any distress, they will probably come back to us. And then if we don't know what's happening all together, it does not serve the purpose.



And what are the things in your experience that would facilitate making a referral? 



So as we have already told increasing the manpower in the palliative care team and having a dedicated paediatric palliative care services definitely I mean encourage us to refer and make services streamlined. 



Uh, do you think there are things that would hinder palliative care referral? 



Yes, I mean uh, uh, lack of evidence, lack of existing services and excess, uh, clinical load or high volume of patients. And when you struggle to take care of your, uh, normal patients are curative patients or patient without symptoms. And how would you spend time and resources for patients who need end of life care or symptom control all that. 



So in your practice, what are the various clinical situations or even the non clinical situation that you have readily considered a palliative care referral?



So, I mean, if you want me to deliver palliative care, I mean quote unquote palliative care only then, I mean in our clinic when we see. 



Or if you have symptom control. 



Even symptom control. So symptom control I think there are many more indications than I think of for palliative care. So for a patient who is in the ward who, uh, had a, uh, very strong chemotherapy leading to lots of complications, so pain management becomes an important issue there. So we should probably wait for at that point and not, I mean, think ourselves as pain experts and, uh, treat them indefinitely. So, calling for help sufficiently early in the illness helps. 



Uh, in the outpatient setting, we see lots of patients who present with neuropathy pains and things which are high risk due to treatment side effects for those patients also need to be referred on a timely basis. And, uh, if you can come to, I mean, if you want to come to end of life situation, then I think it's not really end of life. It's probably at the time when you think that this patient is beyond all the curative chances that you can offer. You should make that timely referral and not wait for them to develop symptoms. 



So and, are there situations when you would definitely not consider referral to palliative care?



So, I mean, it's probably a more difficult question. I mean, I would always like to think palliative care to be an integral part in, I mean, symptom care to be an integral part of paediatric cancer. So more often than not, I would refer, I mean, try to refer for patients who are in distress, but I mean, for symptoms that are usual, uh, and very mild or low grade that can be managed with the first line of treatment. I think oncology should be able to do that and not wait for too long. 



So I’m coming to the end part of my interview. So can you please recall a memorable experience of making a palliative care referral?



Memorable means uh?



Uh, what sticks in your memory, you are remembering, become a memorable experience.



So, I mean, if you asked about memory, I mean bad memory, then I can tell.. 



I’ll come to that in the next question.  This is a good memory. 



Yeah, yeah, yeah. So, uh. So we have a child here who, uh, is being managed for advanced CML, chronic myeloid leukaemia. He has been under our care for the last, I think, five or six years, and he had some disease progression couple of years ago, which again, got controlled and now, very recently, he had another disease progression. So, uh, we thought that this time its better to referral, to refer him to the palliative care services because its unlikely that his disease would be controlled and his symptoms would worsen. So we had made a referral. 



So after seeing the palliative care team on the first day, the mother came back to us and said, why did you refer us to them? And then I had to talk them through the process of, I mean, taking care of terminally patients and how it is important to have professionals on board. And then when she went back for our next meeting, I mean next visit with the palliative care team. After coming back, I called her much more content and much more accepting of the fact that now probably the uh, focus of, I mean, management has shifted from chemo to, uh, to making and keeping the child comfortable. And I found her quite happy and content. I mean, that is one memory. 



Why that experience became a memorable or positive? 



So, uh, so what I realized, I mean, it's a lesson for me as well. I mean, on the day I made the referrals. Uh, I did tell the mother, that you need to see someone who would be a better resource for a symptom care. Uh, but probably, uh, I couldn't get my message through to her. Uh, and that, that's how I realized that the first, uh, palliative care visit failed for her. And when she came back to me and I took out time to explain uh, what's going to happen over the next weeks or months and how best to take care of your child. And, uh, it will be, it will be better if you have someone who is a specialist in that field to guide you on that. And, uh, so after that explanation she was more accepting of that referral. And when she came back from her subsequent one, she was on the same page as we were.



Can you think of a negative experience of making a palliative care referral?



Not negative, I would say, uh, an experience that was not very encouraging. Uh, one, not one. Many of my, probably one of the many that we were having. So we would refer them to palliative care team and then they come back in 10, 15 minutes saying that we have seen that doctor. So what has been done, they have given a letter to us and that is what, uh, the service that they got. The letter is the one we could have easily given. To whom it may concern, the patient is this this this this. And you can contact this number if you need to.	 So that is not optimum care. 



Is there anything that you want to add more to that discussion? Anything that I've not asked you? 



I think, I mean, it has been quite thorough. There are no new points, but I would like to see our paediatric palliative care facilities to develop in a way that, uh, I mean, uh, patients have, uh, I mean, our patients receive better care.



Thank you so much. This has been a most helpful. I will switch off my interview.



-End of recording-
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Okay. So, thank you so much for agreeing to be interviewed and thank you for consenting for audio recording and participation in the research.



It’s my pleasure.



So, let’s start with the first question. So, can you talk about, uh, your work that involves managing children with cancer? 



I am a paediatric oncologist. Um, and I have been working here at Tata memorial hospitals since maybe the past nine years, the initially, uh, for two years I was a trainee, and uh, for nearly seven years now I've been working as a consultant.



So, uh, how does your typical day look like? 



So, um, our hospital has generally see’s a very high volume of patients. And it caters to a large, very large, uh, a proportion of patients who come, um, i mean it's one of the, it's probably the biggest paediatric oncology center in India. We, um, start at our day, maybe at around 8:30, uh, doing inpatient rounds, which go on to like around 10, and, um. We do our patient clinics from around 10 to maybe 5:30 or 6:00. This is daily. I get, um, so I'm scheduled to have one day off a week that is subject to how many other people are there and how many, how much work is there, 



Okay, and what has been your experience as working as a paediatric oncologist? 



So, I think, with paediatric oncology is, I mean, the first question everybody asks you as a paediatric oncologist is how? how do you do it? a lot of my colleagues also tell me, and I've also. Uh, I also happen to, you know, often in big mixed gatherings i don't generally reveal the fact that I'm a paediatric oncologist. I kind of give myself as a paediatrician because it's so much easier to, then to field all those questions about how do you deal with children with cancer, those kinds of things but, uh, but I think, you know, uh, paediatric oncology is definitely very difficult. Although the, uh, success rates are much higher in paediatric oncology, it is I mean, I think there are far too many emotions involved. I mean, having to see the suffering of children, all, all this. Um, I think experience definitely helps in this because you know, that when we start up without MBBS, we are used to, I mean, we kind of get used to seeing all patients. Those who are ill, not ill. I mean, you know, varies varying degrees of illness. We get used to death, seeing death, things like that. Then you become a paediatrician. You'll get to, used to seeing children suffering, although a lot of them may just come to you with cough and cold so most of them are not really ill per se, very few of them are ill and then you come to paediatric oncology, you see children who are, have a fatal illness. A lot of them die and almost everybody suffers in some way or the other. And, um, I wouldn't say it gets easier with time, but kind of kind of get adapted to that.  



And you just mention that… answering the question, how do you do it? Can you explain it a bit more?



I mean, I don't know people, uh, I'm, it is, um, it's a difficult thing to explain you. You would be one of the best people to. No understand what I say, because it often comes across as to other people that we are, you know, kind of mechanical or you know, we are not, we are cold because we're not, how can you actually see kids suffer? You know, you understand that. So how, how are you able to see kids suffer? How are we able to do this day in and day out? when this is not something, you know, normally people would want to do. Nobody would want to see kids suffer. Nobody would want to see parents, you know, parents suffer. parents suffer maybe more than the kids because they understand what's happening, mmm, so that way, you know, I mean, people. So, then you end up explaining this thing that I told you that, you know, it is getting used to it. You know, nobody wants to do it really, but somebody has to do it. And I feel that since I have the training and since, I anyway liked working with children it is… it's far easier for me to do it and I also find it good because you know that most people are going to come out of it. And the good thing about kids is in the time that they are not very unwell, they're generally normal kids. So, they are very good to be around generally or even without patients. So, when they are, well when they come to the clinic, most of them are quite well and they, they’re very nice to be with.



And, uh, you also mentioned about emotions involved, uh, in dealing with the suffering of children. How do you manage those emotions? 



It is very difficult, especially being a mother of two small kids, which, you know, very often makes me, whenever I see kids who are the same age and demographics, it sometimes kind of strikes me that it's a very natural thing, I think, to happen to kind of you know, if somebody reminds you, of your kids or maybe your any other family member would be the same with adults also, but I think more likely to happen with kids, um, to kind of think, you know, my kid could be the same way but I think kind of, you maybe have passed that stage also to kind of thinking, you know, that your kid could also have this anytime it could happen to anybody.

There's no reason why you should not have the same fate. Why would you not have the same fate? I mean, it’s not like the patient who has got diagnosis has done something bad to deserve it. No, it’s a…



And that, thought process, sometimes…



It does come sometimes, but even before I had kids, so I just had my kids. My kids are very young, but I have been in this filed for years together, I think it is probably the best thing for a doctor to have is to have empathy. Maybe you kind of suffer a lot in the process because you kind of keep thinking about it even after you go but I mean, you definitely, definitely can help the patient much more if you're empathetic. Some people are and some people are not, but I think those who are empathetic also know how to deal with it so, they are probably emotionally, they have more. Space, too, in which they can deal with it themselves, so, I would say that I'm quite empathetic, have always been, to begin with, but that's not a great thing. It is just a kind of trait that you have so, and, but I also feel that now especially, earlier, I think I'm diverging a lot from the topic, but, but yeah, but, um, I can definitely tell you when I was a fellow or a resident, which I was for, in the same um, field for four years. I used to find it very difficult. Initially I would, um, I would tend to bind quite close to patients, especially when, because these patients are all chronic patients and you keep seeing them day in and day out. But I feel now I do, I kind of have learned to distance myself a lot in a lot of ways as in, not expect um, a lot of thing, I mean, you should also be able to, so you…i mean, until you have that relationship and you need that relationship to happen because you're treating them and you need to be on great terms with them, they need to trust you. They need to be happy to see you basically, they, when they come into the room and see that you are sitting there, they should be happy because they should go back thinking that you know, the right person has seen them. It doesn't have to be me. It can be any anybody whom they're seeing, they might have 10 such people that they are happy to see. Ideally, everybody.



In my past, uh, interviews with couple of a woman, ladies, a woman, a paediatric oncolo… they always told me that they see their own child in those patients. It has any kind, that kind of?



That is something that, um, now I feel it's not the case. I, That is why I kind of did not get back to the point I was trying to make, the point I was trying to make is that I often tend to see kids when I see four year old boys coming I think oh yeah It could've been my kid, but, um, It. I think I used to feel that even earlier, you know, it could be just any kid and often. Parents are so young, so you end up feeling altogether that entire thing, and they've come so far away. So, it does not have to be that feeling that, Oh, this could have been my kid. it is, if you kind are the kinds of person who things about, you know, by the entire history of the family, you would anyway tend to, you know, feel bad. Yeah. You would anyway, try to rate you don't necessarily have to feel I, I mean, some people feel that way and some people don't, but on the other hand, it has made me treat all my kids' illnesses very casually, and my husband always says that, you are waiting for us, us to have cancer, and only then will you kind of take it serious, I know that a cough and cold will go away in three days. Maybe it'll take seven days, but it'll go away so, that way… the other way around also it has impacted family. 



And also mentioned about being perceived as “cold”, paediatric onco… you know…



Yeah, I mean that, I mean, I don't know if that's true, but it just, just a kind of thing you don't want to get into and because everybody says, you know, there is this aura around paediatric oncology, which is why it receives all this funding and everything because everybody's just ready to cry, but to be very honest, I think it is far more terrible for an adult to die, because the adult has done so many things and they have that life happening. And so many things depend on that adult. You know, maybe the, their kids are depending on them and them, everything. So, honestly, I think it is far worse for an adult to die, than for a kid to die, because the parents will be of course heartbroken, but in very cold terms, it is so much more depends on that adult. But, um, but then this aura about paediatric oncology and everything, and then people always think, you know, I could not have done that. That's a very common thing to say, which is, I'm not sure whether it means that, you know, you are cold and you, how are you doing it or you know hold do you do it? You're great… weather… it’s a…



Thank you. 



That’s just a personal thing, it may not mean anything. 



No, no, see… It's very important to get this information also and what do you think are the challenges around, uh, working, uh, in the field of paediatric onc..? Maybe child specific or parent specific challenges that you commonly encounter? 



So, um, I, um, I think it is somewhat easier to work in a hospital, like we work, where expectations are not very high from us, as in, in some terms because, you know, parents, patients are poorer, they often don't pay for their own treatment so, That kind of thing and our Indian patients are generally kind of okay about a lot of things so, that way I think our job would be easier than a lot of other people who do the same thing. Uh, challenges would be… in lot of times, but of course the kids are small, they're not able to tell you everything. But that is also maybe a positive thing in a lot of ways because they are not, they are not sad about things per se so, that makes it easier for you also to kind of glo… gloss a lot of things, when you see a, um, uh, an adolescent or an adult, older, I mean, young adult patient. We also see it's always very difficult because you have to talk to them in a... You have to, you know, that they know, that’s why that dealing is far more difficult.

It is. It's sometimes difficult to deal with parents. But again, you know, uh, I feel that because it's our patients, if you kind of tell them they're often matter of fact, you tell them something and they just accepted It's like day to day transactional kind of thing. It is very well accepted by (our 12:44) patients, You don't have to keep explaining everything to them as in, they don’t, there are, of course, some patients, and those patients need to be explained to because they deserve to be, you know, they deserve to have everything told to them and all that. But generally, our patients are, I mean for good or bad, they don't want to know everything. They're okay hearing just a few sentences. 



Okay



It, it is very convenient for us that way, though it is not ideal, it is very convenient for us to…



Okay



kind of finish off one patient in…



Um, um,



In five or ten-minutes 



Are there any child specific challenges that you…



Child specific, um... I think the children are the least challenging in this entire thing. The older children and adolescents, like I said, they have some, they're a little challenging, as in, they don't want to do somethings, so, you have to explain to them you have to try and make them do things, like they don't want (____13:41). They don't want an (____13:42). I don't see many challenges actually with the children per se, 



With parents



With parents a lot of pa… patients don’t, parents don't understand because they just are that way. 



Um, um, um, 



Some of them don't want to understand, some of them, um, so something very, I think pertinent to what we are discussing today would be, we always, I mean we often see a lot of high-risk patients, upfront we tell them that you are very high risk. Chance of relapse is very high for you, but invariably they respond initially to treatment and that's how it is with most paediatric cancers, they initially respond to treatment and it's later on that they relapse within a few months. So those first two or three months, when they respond in some way, the parents completely forget the fact that we had told them that you are high risk in the beginning, and then when the patients relapse, then relapse, and then something happens and it's very difficult to remind them that see we had told you this.



Okay



So that, um, I, I'm sure that's a question you’re going to ask again, but here I feel that we also had this discussion day before yesterday in the NCG meeting, about how better to integrate palliative care? Um, I, I, I am not sure. So, is that another question you want to ask in another way?



You can, you can, you can…



So, I’m just telling it, that, um. I, I'm not sure how to do it because we already had this, I think probably when you did the audit a few years back and then we had this discussion that all high-risk patients need to be sent to palliative care initially, and there was this person who was doing that. Um, there was somebody who was doing a thesis yet, or a study here maybe. So, she, she specifically wanted all adolescence at first relapse to be sent to her, things like that. We were trying to refer more patients to palliative care at that time. But, um, then the fact that they were being sent to palliative care was like a death nail to them. You're sending some patients to palliative care. Just because it's high risk, it doesn't mean that all of them will relapse, only some of them will relapse, but the people who are not going to relapse also, it felt like, you know, it was something very bad and that's when we stopped doing that. Because that was kind of resisted a lot by the patients and parents and made them feel a little bad.

So, if there is a way in which, um, all patients, irrespective of their risk or irrespective of what is expected to happen to them, are seen periodically by a team who is not specifically termed as a palliative care team and does not have the connotation of death, then. You know, end of life kind of thing is there and they are able to see at every point how the patient is doing and then accordingly do their counselling from there.



Ideally, I think that, if the treating doctor is trained to do that, and also if they have the time to do that, then it would be best to have that one person just do that. But in a place where that that is not possible. If at all, that, there was a way that every patient is seen periodically and then assessed according to how they're doing clinically as well as disease wise, and then from there, their counselling happens I feel that might be the best way to have that counselling.



Okay, Okay,



Not necessarily palliative care person, but any, I mean, not a doctor but any counsellor to see here. 



You just mentioned about death nail. What does, what do you mean by that? 



So, when they see palliative care. I mean, I think that the fact that palliative care is perceived as a last resort is also probably because they're not referring all patients there so, had we been referring everyone, then they would have felt, okay, this is just one more place to go to. But, um, since most patients who come there are, you know, only in their final stages, they feel that, okay, maybe our child is going to die that why we are, we are being sent here. 



And what do you mean by perception is a last resort? What do you mean?



As in, the patient is more or less been palliated. We've told them there is nothing more you can do, not palliated… as in, you know, told that that's it. We're stopping your treatment. No more, no further curative treatment. And that's when, we usually tend to send to palliative, which is, we know it's not the right thing to do, but that is what we do.



And you also just spoke about integrating into the care. 



Yeah…



So how, what is your views on that?



So, um, I mean also I would like to ask you a question. So what, what is the other scope of palliative medicine? So, are they supposed to be doing symptom control for everybody, or is it only for a specific few?



My view is It is for everybody. Uh, and uh, the end of life care is very, very minuscule part of palliative care as part of discussion that happens about active symptom management during disease management. It also link… improves communi… completing the communication gaps it improves goals of care discussion, advanced care planning, health resource utilization, so there are many, many dimensions, but it requires a good person or a team also to deliver that. 



Yeah. 



So that's my view on that. 



Hmmm, yeah, so that is also what I was trying, what I meant that I think it should be just one team as in everybody gets seen periodi… periodically by maybe every month or every six weeks by the palliative care team If there's nothing more to discuss with them, then we just let them go. I mean, 



Correct, correct.



After their doctor's appointment, what were the other appointment, and if there is something new, then you kind of do that, symptom management is generally done by the doctors. I mean the other treating oncologists because I mean it is just part of the routine care.



Yeah, yeah, and, uh, you also mentioned about not being termed as palliative care. So what?



So palli…That is the thing, so even when I spoke to you right now, I just told you that when we tell them when the, when we declared them palliative, but palliative, that's not the meaning of the word palliative, I mean, here we, always when we say palliative It is like, that's it. Like no more curative. It's in that, it's in that sense that when we always use the word, but that is not what palliative means. That I think that, that connotation, no… of that word palliative is, is not right, the way we use it. 



So, do you feel that if it was called something else it would’ve been easier?



Yeah, maybe, some… I don't know what symptom relief or whatever, the literal translation of palliative… whatever it was, something like that.



Literal translation means to cover or to cloak, actually if you say it’s a Latin word, I know it’s a lot of negative connotation. And you also talked about working as one team. So, what do you, how do you mean by working as a…



Working as one team as in we don't need to refer to use individual cases. Everybody is seen by you. For instance, like the nutritionist might see, I mean it is not equal to a nutritionist but like that, you know? And so, all the patients in our outpatient gets seen by the nutritionist not all the time, but whenever they cal… they feel they need to be called. So those are doing well are called back every two weeks, those who are not doing well are called back more frequently that way. The infection control nurse sees everybody. She keeps counselling them once in a while that way. 



So, uh, what do you feel about the scope of palliative care for a child with (___21:48), scope or role. 



Role, yeah. So, um, yeah, I mean, of course it's really very important. Uh, with I mean, I think that advanced cancer as in somebody who has end of life care or do you mean…



Any, any, or children



Or just any, any kind of cancer?



Maybe for symptoms or whatever reason



Mmm… I think, uh, what the palliative... at least from my experience here, what um, a big rule is in communication. A lot of it, because I think pain relief and everything is possible by most people though may not be as well as the palliative care people would, but to a large extent it's possible. I think a repeated, repeated communication is probably something that's a strong point which, needs to be there, and which is, there very often, it’s just that everybody doesn't go to palliative care, so everybody doesn't benefit from that. 



And when you say communication, what exactly you're hoping to achieve?



Mmm… as in, make them understand that. I mean, that is it. This is the end of curative treatment. 



Okay



But there are ways to make your child be more comfortable and not to have him have a painful death. 



Okay. 



In that way. 



Is it any other scope that you can think of apart from symptom management and communication, which that…



Parents, care giver, I think they need the most support rather than the kids maybe who will suffer only for the last few days, but then pre, post death and everything together, bereavement that, I don't think is for the palliative medical care team to do, but for somebody who is associated with them to kind of later on go and do it.



So, uh, you have, uh, being referred to palliative care in this hospital. So whatever information that you provide is completely confidential, there will be no (___24:02). So what has been your experience of making a referral or accessing palliative care discuss that.



So our numbers are huge and they're tremendous. I, um, one main problem I've found is that the OPD only operates on Tuesdays and Thursdays and often when we tell somebody that, so if you  see someone on a Friday or maybe even if you see someone on a, say Tuesday evening, they are often not willing to stay behind. They, once you tell them that you, that there's nothing further we can do for you, they just want to go, 



Hmmm, hmm, hmm.



which is reasonable in some ways because you know, why stay around for two or three more days.



Hmm. 



Then often once, I mean, what is...? this, this is actually a drawback that it's not there every day. And the second thing is that I, say so also I feel that some things, so, um, I'm not sure who does the counselling exactly, but often the counselling is not, um, I think the patients don't get it sometimes, the parents or whoever it is, so they are often just given a card and told you go to… That palliative care card or whatever, that card, which is given with the referral of the doctor, then most of time, they don't understand that. Not most of the time, a lot of the times they don't understand what has been told to them about going there and that continuing thing maybe. Maybe they also don't feel that, the need to go and do it, they, I mean, this is a hopeless case, so let's not do anything about it, that feeling. 



Were there any positives of making a referral that you have found?



Uhm, certainly I mean, I um, very often send to palliative care, 



what positives did you find when you made the referral?



The most positive thing is the communication part. So, in our OPD, we have two people sitting in every room, two doctors sitting in every room, and there's always another patient there, so unless you get the other patients out of the room, and then you occupy that room for half an hour to sit there and tell them everything in detail it is difficult for us to counsell, but counselling coming from the doctor who’s  seeing them earlier is very effective because they know it's that continued care, so, that way it is very effective. So, but often it is very difficult to deliver, for us, and that gap is really bridged by palliative care, and those, especially those who are staying in and around, who are willing to come back again and again, It is… it's good, but it needs to be much bigger, the palliative care department needs to be much bigger than it is now.

It needs to provide around the clock services. It needs to have proper hospice beds and everything and it needs to have that very good fool proof network of delivering in other places, in places other than. 



So, uh, do you think that from what you had said, uh, the infrastructural, uh, uh part of the, uh, palliative, current palliative as one of the determinants of referral?



Yes, certainly it is, because we… I mean,



When I say infrastructure,



They, they all…



The man power and all that



Man power and the timings



Timings and the… the all other things that comes along you think that’s an important determinant?



Yes, it is very important.



And why it’s important? 



Because, patients are often not ready to wait and probably the palliative care um, department is also quite crowded, so they're sometimes not very happy to go there if they've already been there once, sometimes they're not happy to go back, and then patients who we send there when they are declared, no more curative.



Hmmm, hmmm.



Ummm, if they don't have symptoms, I feel that kind of, um, then, they definitely, uh, are not giving, given any medication or symptom relief, but some of them are not aware of the fact that they can go back there,



Okay. 



If they develop symptoms. 



Okay, so what I gather is, uh, availabilities of the services, uh, readily is one of the important determinants isn’t it?



Yeah, and being able for you to take on all the patients who are not going to benefit from our care because of your…man power… man power, bed shortage, you not able to take on all the dying patients or very sick patients. 



That's an important determinant. Okay. Um… 



But I do feel having been here for the past many years, I, I do feel it's improved over the years. I think because you now have your trainees and maybe more people working to do all the on the ground work.



Uh, Uh, 



it's probably better. 



Uh… did you had any shortcomings or disadvantages of making a palliative care referral?



Um… now that I can recollect right now, nothing offhand, there could’ve been, but I can’t just, 



You can’t recollect, have you ever worked, uh, uh, with the palliative care team, uh, together, so it's not about experience or making a referral what has been your experience of working then? With the team, with the palliative care team.



You want me to go into specifics? (laughs) I mean, I feel you know…



It, it, it’s important and it’s again a confidential.



Yeah this is a, maybe a silly thing for me to say, but, um, you know, uh, sometimes people tend to be a little judgmental of others, especially when you're working in a field, which is not as clinical as you know, that clinical giving medicines, prescribing, seeing, asking how are you? and then just writing and giving, which is what we often tend to do. But other, other things with… other disciplines like yours, which, involve, uh, make, have much more involvement with patients, I feel, I mean I'm sorry to say this, but some of the people tend to be a little bit judgmental about the clinical people and the thing. So that bit of judgment has been received quite a lot of times, but I think that needs to be taken positively and you know, if they say that you are not referring anyone, you're not kind of, you are not being empathetic, you should sent these patients all much earlier. So yeah, that is true. So, then you just take it positively and try and send patients.



So… So, the palliative care people being judgemental isn’t it?



Yes, yes. 



Can you just explain it bit more?



Um, um, I mean, that is not really a shortcoming because… I feel it is also fault on our part so for instance, um, oncologists really need to kind of find it more important to have palliative care. I don't think oncologists give it enough uh, enough whatever, importance for sure in all our oncology conferences, the last, this will be the last talk, when everyone else has gone so there are a couple of topics which are always kept for the last bit because it needs to complete the entire program, but, and who wants to hear it? It's that kind of thing, although everybody needs to hear it and everybody, I mean, but maybe not in that half an hour talk maybe in that, you know, in a half-day session that, where you know that this is the opioid ladder and this is the whatever, I mean, pain ladder and this is what you can do from your part without just getting, having to call palliative care all the time. 



Okay. 



So, as an aside, I think, um, people should need more training, for sure. Doctors need more training so that they can do all this, a lot of it on their own and you know, kind of decrease the burden when there is a burden, right now.

 

So, you think oncologists needs training or palliative care people need



No, Oncologists need training, for sure. 



In palliative care?



Yeah 



And how do you think we can facilitate that?



Um, making it part of the regular teaching program and keep having it all the time, once in a while, and having it done by a person who understands things properly so, uh, between you and me personally, so, it has made a, it was a big difference when you had come from an internal medicine background where you knew about, you know, everything about internal medicine that made it a huge difference compared to people who did not have that background. And plus, it's a huge difference from the people who just joined post MBBS into MD. I mean… they do their work of course but it, it makes a difference. 



So, a palliative care people having an adequate knowledge of oncology as well should… 



It helps a lot. Yeah. And, and probably now, I mean, not to be judgmental about the post MD people. I think they will learn over time. They will, being in an oncology center. They will now, learn more and more over time so it's not fair to kind of say that about them. 



One of the comments that I heard from other interviews when I’m, is that an adult physicians providing a palliative care for child, they find it very inappropriate compared to that of a paediatrician providing palliative care for them. What are your views? 



It is probably true in some ways, but as long as you know the doses, and you're able to kind of assess the child, I think that should be okay. I think that should be okay. Um, because a lot, a lot of it is about communication. It's about trying to understand. So, I think only a person who has those skills will actually go into this field. I mean, hopefully those people will go into this field so… 



Okay.



Yeah, that is true of course, a paediatric person doing that would maybe always be better for everything, but that said. I, um, I feel this is one thing in which adults can actually do it if they have enough um…



Skills. 

So, Now coming to the very important question of this one. So, what are you personally views about referring a child with cancer to palliative care? Each one of them have their own personal views, what are your personal views?



Um, so I feel that, yeah, of course we don't need and It's very important, but this is what I told you that I feel it should be an integrated thing. And, um, I feel our patterns of referral need to change a lot. So, all these patients who need enucleation, those who need amputation, they are going through probably as much distress as a child who has relapsed at least for that period of time when.



Hmmm, so when you said, patterns of referrals should change, what you have in your mind?



we shouldn't not keep it for end of life care and also, we should not send, maybe, I don't know about sending all these high-risk patients, wea… weather, um… I don't know about that bit because we burnt our fingers with sending those high-risk patients separately to that place OPD number 75, which has all those very, very dying patients sitting there.



Can you elaborate burnt our fingers?



No, patients have come back and they have been like devastated when we told them that, you know, you have to go to 75, 



Yes 



That way. Not that anyone came and fought with us or anything, it’s just that you know they were upset because of…



Here couple of times in the last half an hour, you've talked about being integrated. What is your concept of being integrated?  



Um, that's just more or less what I was telling you earlier about everybody being seen by the team, whatever it's called, who will kind of, maybe it is just even a psychologist who sees all the patients periodically, but then that person is not going to know what is the disease status and also it will probably also need a medical person, so some kind of way in which they are able to see an, and when they keep seeing, and probably one person follow up a set of patients so that you always know how, you know them well and you can kind of…



Absolutely 



See them throughout. 



Okay. And what are the things according to you would facilitate? Uh, from an oncologist perspective, making referral, making more referral?



Um, the availability is one. It's definitely one. So then when we send them on, it has to be on Tuesday afternoons and Thursday afternoons, that kind of timing may not always work, sometimes It does, sometimes it doesn't. 



Okay, what are the things you, according to you that would hinder making a referral from your side, or would be a barrier for making a referral?



Um, uh, you know, honestly, I think a lot of people don't want to break. The bad news themselves, which is really a bad thing to say, but a lot of oncologists don't want to break the news of relapse. So, um, I have personally seen myself that when a child relapses, they are told that. Okay. It looks like your disease has come back, please go see 75. That is all the explanation that's given. That is, that's a very rare thing to happen. That's not a common thing to happen that you're just sent without any (___37:46), most of the time they're told two or three times that, you know, maybe it's coming back, then we're going to do some tests. Then, once it's confirmed, then we kind of tell them and only then send, but there are some people. I think I would say that that happens a lot on the adult side, where the, communication is generally much poorer because they have far more patients. So, they kind of just, I think directly without telling the patient, they do send a lot of patients.



Are there any other thing, from your side that hinders making a referral, that you don’t want to make a referral?



Um, no, I don't think so, except for this availability thing that I said and I, I… think the inpatient services are actually a hinderance, there are a lot more patients that I would want to shift out of our active oncology ward to a good palliative place if there were easily available.



So, not having a dedicated inpatient service?



Yes, and the hospices here don't take patients on oxygen, don't take acutely ill patients that we have to keep them in the ward, other normal patients see the… this patient, normal as in not dying patient see the dying patient. It is very bad for them to see. 



And um, in your experience, or in your thoughts, what are the clinical situations that you would readily make a palliative care referral?



So, of course they do know we are doing this end-of-life then I think these extremely high risk cases, which have got a less than, maybe 20% chance of success, or more than 80% chance of relapse those people, and I feel that all these patients who, of course those patients will come with a very high burden, like you know those who have these big proptosis eyes, fungating masses think they need to be seen by somebody other than the doctor who prescribes them just medicine. I don't know what happens exactly in the plain, Pain clinic, a lot of patients go to pain clinic for pain, and seems to work well for pain, I don't know, but if there is any other counselling or anything that happens, I don't know what happens there, but exactly. Maybe nothing else other than pain relief. 



So, so, so, in these patients uh, you seek more than just a relief of pain or making a prescription



Yeah, yes, yeah, yeah, because, because it's can’t be nice to have all those, you know, it is difficult also for, often patients wait at home till that becomes so much and then everyone tells them you go, because it's so bad, it’s like that. So, then that's when its noticeable by everyone, and then that was not good either. That, and then for patients like this who really need a lot of support, those who are getting an, this thing, amputated, enucleated, those kinds of people who are, um, I mean, for that a psychologist should be enough. I don't think that entire you don't need that entire palliative team to do that, that work.



Then what other, the, the, the situations, where you would not considered referring to palliative care at all?



Um, I think if a patient doesn't want to go, if they want to just go home and just let it be, then that is also okay. Um, because I think in children, honestly, there is no question of prolonging life or anything because they’re… it's not like an adult, who wants to be around for a few more days or anything and be comfortably. if a child wants to go into a coma, let them go into a coma and then let them just die that way. So, I feel if parents are not very enthused about that idea. We should just let them go home and then do whatever they want. But I would generally prefer that they at least have an idea that there is an option like this. And I feel it's a little difficult in our scenario, but if you can kind of educate the parents that, you know, just if they don't have to go home and seek medical help, if parents were actually intelligent enough to understand that, you give, for this you give this, for this particular symptom you give this. If you could tell them and they could just give it at home then, for those who are okay with that idea. Some patients want to die in hospital on this. They don't want to die at home, 



Anything, are there any other situations where you would not consider, apart from this?



Hmmm…



Can’t think of anything?

Okay, so, coming to the end part of my interview, so can you recollect a memorable experience of making a palliative care refer… that has been a very positive and memorable experience?



I can't remember nothing actually, right now. Can I think about it and tell you later if I ever remember? But I can’t actually remember and probably won't be able to remember. 



That’s okay.



But it's not like, my experiences have been bad. Generally, I would say they were positivity only. 



Uh, was there any negative experiences, can you recollect a negative experience of? 



No, I can’t think of, I can’t recollect any… particular instance of anything, 



Neither Positive…



either positive or negative.



Okay, that you can think of? Okay, fair enough.



I mean, I, I would also like to kind of make the disclaimer that most of the patients who go back to, uh, go to palliative care, very few of them returned to us. So that way, you know, we don't know what has actually happened to them, some of them come back. 



So, uh, so taking on to that question, families coming back, returning back and, um, telling about the experience would have an impact on your future reference, do you feel? Of what experience they had.



Um Possibly, I think, of course, if they gave negative feedback it would, they didn't. 



(_____43:46)



Yeah. That does not happen because I think that is also not part of our system that we send everyone, because very often it happens at a symptomatic patient who goes, it's often going to symptomatic end of life patient is not going to be coming back to us either we admit them, and then they are in the ward or they would most likely want to go home. 



Okay, So, are there any things that we haven't, I haven’t asked or discussed that you want to add or fill in, or give some more information?



Um, so I don't know if this is allowed as part of the interview, but I want to ask you what you feel about this because we have, I mean, even among my colleagues we have discussed this so many times that you know, there is something, there are so many gaps and this is one gap which I feel is there, that somehow we are not utilizing palliative care enough, we 're separate people. we're separate sets of people like, medical oncology and radiation oncology might be separate set of people like we refer to you and they refer to as that kind of thing only. 



So, uh, I, uh. worked in various palliative care system and it's was unfortunate that we could not develop a dedicated paediatric palliative care team, that’s what I wanted, where, I wanted to work in a very integrated manner in my previous employments I worked integrated manner in seeing all the patients every day, being there for curative treatment, mucositis management, pain management during cure, and we never called ourselves as palliative care it was called integrated oncology. 



Yeah, that… I would think that would be really good to…



To call it as an integrated oncology services and it worked quite well. 



I think, maybe the volumes here are a big problem and then that you just have that little bit of space there.



And also, it boils down to individual commitment



Right, yeah, that is true.



So, thank you so much ma’am for the time and I'll stop the recording. We can continue talking.



-End of recording-
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Okay. Um, good morning and thank you very much for agreeing to the interview today and thank you for consenting for audio recording. So I’ll start with the, uh, my first question, so can be, uh, please talk about, uh, your work that involves managing children with cancer? 



So I, um, my primary role is a paediatric oncologist. I work in a private hospital in Delhi, and, uh, so as part of my clinical service, I am the only paediatric oncologist there. So look after children with all kinds of cancers, uh, whether it's brain cancer or solid tumours or leukaemia, and provide them diagnostic and therapeutic facilities. So that's my one way in which I'm engaged with children with cancer.



I also work with, um, an NGO, an organization in a volunteer capacity, CanKids, and through them I do a mixture of roles. I do some advocacy work. I do some occasionally some clinical work, but not very often. And, um, some online consultation work. But I also head their, uh quality care and research department. So I do a lot of projects with them. So that is my other part through which I'm engaging with children with cancer in India. 



So what does your typical day at work look like? 



So typical day at work is primarily based at my hospital at South Delhi. Uh, where, you know, I would reach by 08:30 and finish by around 05:30. And, um, it is a mixture of uh, mainly two activities, um, clinical work, um, which may include going and seeing patients in day-care, ward rounds, OPD, etc. And, uh, rest of the time I'm doing research. And so approximately, I spend 50% of time doing clinical work and 50% doing research. Although my official role is only clinical, but my clinical work gives me some time and space to pursue other activities. And my hospital is, uh, eh encouraging of this work. So I'm able to balance both within the time I have. 



So, um, you had been working as a pediatric cause for many years. What has been your experience of working as a pediatric oncologist?



Um, I've been a consultant for six and a half years and before that I was trading in U. K. So, but my consultant work has all been in India. Uh, the, the reason we do paediatric oncology is because we enjoy paediatric oncology. There is a lot of science in the field, uh, which is good, which you enjoy because you're not talking nonspecific things. You're talking very precise, specific things. Uh, there is a lot of a human element to the field. 



So you are not only restricted to short interaction with the families, you build relationships with the families over a period of time, and you go through their journey. From the beginning to the end of treatment or to the end of life, whichever the case may be. Um, and, uh, there is a lot of element of research in the field, so all those things make it very interesting. And so I enjoy the combination of the human element and the scientific element and the clinical element and the research element. That's why I'm doing this. 



You emphasised on building relations. Can you elaborate bit more on that?



Uh, you know, normally what happens in paediatrics is that you, the bulk of your work would be vaccination, gastroenteritis, respiratory infections and such things. So as a general paediatrician, uh, you would have, uh, you know, you have the advantage of working with children which is a very rewarding thing, but a lot of the work that you do is limited in short episodes and you may not see the patient again. You, you don't build up relationships with them. Also, lot of the diseases that you treat are self-limiting or, uh, encouraging, uh, general health or good behaviour or good hygiene practices etc.



And all of those things are important, but they didn't interest me. I was looking for something which was going to be more substantial. And in oncology, there are many things substantial but the question which you asked was about, uh, the interaction with the families which was, eh, you know, you, you meet the family for the first time and they are completely paralyzed with fear and the, uh, angry, upset and uh, you then, uh, build a relationship with them through your work, and then they start believing in you and trusting you and thankfully for childhood cancer. You don't offer them merely words. You offer them real meaningful treatment and real meaningful success. So when you can offer that, then you are able to build a relationship with the family and take them through that initial phase of denial and shock and anger and, uh, uh, complete paralysis to slowly start believing cure is possible and then working towards it.



And then of course, sometimes those things don't happen. Uh, but you have been through a journey with the family. And so it is emotionally more rewarding. Sometimes when you have a cluster of deaths or you have a patient who unexpectedly dies or whatever. It does lead to a lot of emotional distress as well. Because again, you know, you have to come close to the child and the family. But that's the job hazard as part of paediatric oncology. 



And, uh, you just mentioned about, uh, it being emotionally rewarding, but at the same time, challenging also. And how it has impacted you as a person working in the field of paediatric oncology?



The first thing you feel is you feel thankful for all the blessings you have. Personally as a father, when you look around then, then you know, you look around as people who are coping with this. You, you know, you thank that you are able to lead a healthy life and your children are able to lead healthy lives and we should maybe be thankful for so many things we have in life rather than for the few things we don't have.



The other thing it, uh, it leads you to do is it, it makes you admire human resilience and human ability and how parents are, people with limited knowledge, limited resources are able to cope and channel their energies towards, um, the, uh, cure of the child. And I think the third thing which it did does is, it makes you more empathetic to human suffering.



And you, uh, realize that even if you know the patient is not paid the bill or it's not your OPD day or the patient came out of turn or whatever, you want to do that extra mile to because you'd know that the child in front of you suffering or the patient in front of you suffering or families in distress and so whatever you can do to alleviate the suffering. Uh, so it makes you more empathetic to their suffering. 

Thank you very much. So, uh, can they we about, uh, some of the challenges that you face while both with patients and their families when dealing with children with cancer? 



All kinds of challenges? 



Yeah. Whatever that comes to your mind.



So the challenges, um there are many challenges, I'm just trying to think how I can categorize them, but, uh, the, the first thing is, um, you, so you, you know childhood cancer is not one disease. So you've got a mixed bag of diseases. Thankfully, in many cases, you are able to offer them a path to cure. Explain to them that the path to cure is not 100% certain, but it is highly certain, 60%, 70% 80% whatever. 



So in those cases, um, there are some cancers where you are not able to offer them a path to cure. So a high grade glioma, diffuse intrinsic pontine glioma, a metastatic sarcoma. Uh, and I think that's one place where you wish you could offer that path to certainty and cure for everybody.



Like a stage four neuroblastoma. But you counsel the families about 10% chance of cure, 20% chance of cure, only palliation or that kind of thing. So that is, I think, the first challenge, which you face as you, uh, the, uh. The second challenge, which you face is, uh, but at least I face is this, Mmm difficulty in, Um, uh, uh, or lack of faith not in the medicine or the cure, but in the doctor's intention. So patients shop around and they go from hospital to hospital to hospital. And the reason they go from hospital to hospital are multiple, they are either Uh, not sure the person right in front of them is the right one.



And I think that's a sad reflection of the state of healthcare in India, that we don't have quality checks, which makes sure that the right person is doing the right things. And so as a result of that, they don't have a choice but they shop around. Um, and sometimes you want to tell them right. You know, this is the right advice and this is the right thing to do. But, uh, they are not able to, um, understand that. And, and obviously they're not going to believe you in one sitting or one OPD visit. It takes time to win over their confidence, and sometimes you, despite everything, can't win it over. So I think that's one, uh, challenge, which is how do you get patients to believe in you. 



The other scenario where this happens very often is we get lot of international patients. And international patients… Afghanistan patient, Iraq patient. They're often patients who have relapsed or refractory or who've got diseases which they have not met, need multiple inputs. They've been to one hospital in Iraq or Afghanistan and they have been to Pakistan. Then they've been to some other hospital in India. So they come to you having exhausted their resources. They are looking for a miracle or a quick answer or whatever. And then there's the element of the translator who's may or may not have their best intentions at his heart. And so you don't speak the language.



So there are so many barriers to, um, to, uh, convince the patient and counsel them appropriately. They are short of time. They are short of money. You can't do the language, there are middlemen involved. Um, so that is another area where Um, you or at least I face daily challenges. The first was cancers which we can’t cure. The second is this group and the third one without a doubt is money. Uh, which is, you know, you've got a patient who you want to treat. They have Uh, XYZ cancer. They need a bone surgery, they need the brain surgery, need a transplant, need whatever, they need radiation therapy. There is no money. Uh, and this is day in and day out.



And you can try whatever you can, you can try and refer them to a government hospital. You can try and have a public private partnership with a different hospital. You can raise money from an NGO. You can get some crowd funding done. You can arrange a, uh, you know, involve a philanthropist or benefactor, whichever. But still at the end of the day, there are a number of children who may not get the treatment at the time and the quality you want them to do, and it takes a lot of your energy to do this. Because if you want to make it happen, you have got to spend energy on it. I see. 



So taking a couple of things from what you had said, one was, uh, path towards cure or path towards certainty. That has been, how do you navigate that problem, having to provide a path to cure?



So what you do is you are upfront with them and honest with them about, Uh, you know, what the, uh, current reported outcomes from published data. And so if you have a child with A. L. L. or Wilms tumour or a child with sarcoma or whatever, you're able to give them an estimate and you want them to understand the concept of the estimate. Some of them don't grasp it immediately. Um, now the, the challenge with that is that a lot of the data is Western data. And so you have to then qualify your answer with regards to, uh, the Indian data. Now often they leave it as missing or good quality data is missing. And also what happens is that if you, uh, at that stage paint a very pessimistic picture, then they may not take treatment and you don't want to have them.



So for example, if you say you'd say that, uh, the outcome of Leukaemia or A. L. L. in the west is anywhere from 80 to 90% and so you can moderate your answer saying that well, in India it's around 10% lesser than that, so 60 70%. But if you might say that, you know, the published data from India shows outcomes around 30 to 40% then you will certainly not be able to.



So the way I qualify my answers is that given the right treatment in the right place, cures of up to 80 to 90% can be achieved. And We in Max are trying to provide that care. Um, and that's as much close to truth as I can get in that scenario. So once you are able to give them that idea and they understand the concept of failure.



And then you have to say, okay, this is the reality and it doesn't matter where in the world you are born or where you will take treatment, this is the chance you would get. So now let's build on that and work towards it so that you take treatment with, uh, a hope to cure. And then you also to explain to them the reasons why you failed.



So if for example, you fail because there's a 5% chance of toxic mortality or a 10% chance of toxic modality. And you explain that if you feel, because there's a 30% chance that disease will come back, or a 10% chance the disease will come back. Then you talk about that. So you'd give them the data on survival, mortality and relapse and explain to them the best management and then proceed. 



Other thing that you have brought out is the trust issues with the doctors that is quite prevalent in your practice. How do you navigate that issue? 



So trust issues are, there are two kinds of trust issue. There's a trust issue in the beginning. That's a hugely challenging area. And, um, it's a never ending goal to, um, to solve it. And, uh, despite all efforts you may not solve it, but I guess the solution to that is, um, you know, repeated, honest communication, but sometimes only come once.



Uh, then trying to, uh, do it as part of the team. So when I consult somebody, I have my social worker with me. We immediately do the needs assessment and see whatever social support that can be provided. That has helped, uh, we would want to, what we don't have, for example, right now is a dedicated paediatric oncology ward and day-care.



So we want to build that. That will help buy the faith of the patients. Uh, but sometimes despite all that, there are two things which we can't overcome. Sometimes money gap we can't overcome. Uh, and the other main thing is if the outcome is poor, if I'm telling you that the eye cannot be saved or the leg cannot be saved, the child's life cannot be saved. Then all my science and all my compassion will not be able to necessarily keep them there and they will go to the second person and the third person, fourth person.



And the reason for that I think is also because as a healthcare community whether we want to blame the government or we want to blame our own societies or whoever else. We have failed to provide referral networks and, uh, you know, a list of centers where the right treatment is being offered to our patients. And as a result of that, it's a free for all market. Anybody can treat anything anywhere in the country. And so a patient who is not educated or has no idea how are they going to navigate and reach the right person, they can't. And so unless we address that gap, uh, the patients will continue to go through doctor to doctor, department to department, hospital to the hospital.



Thank you very much. Moving on to the next question. So what do you feel about the school of palliative care in children with advanced cancer?



Mmm. We're talking about palliative care in its broader concept here, right? 



What are your views on that? 



So my view is palliation of symptoms and the symptoms may happen at presentation. So many of my patients at presentation are in severe pain. So I involve with palliative care consultant even when the diagnosis has not been made. I'm still working towards the diagnosis.



So I know yesterday only they saw this, uh, girl, 16 year old girl from, uh, Afghanistan who has this huge swelling on her shoulder. Uh, initially diagnosed as aneurysmal bone cyst. Uh, in February, and operated in a different hospital, and then the lesion came back and has had three biopsies in the last biopsy showed it is actually a telangiectasia osteosarcoma. So she's already on some fentanyl patches and she's taking some diclofenac. Uh, but she, you can just see her sitting outside the door pretty hunched up, uh, with a pale expression to her face, not talking that she's in pain. She's what all the non verbal cues of pain on her face.



So even while we talked about the plan for, uh, her treatment, uh, and she started treatment yesterday, uh, in the OPD, the at the same time, I called my palliative care physician and said, while we do this, can you please look at this? And so all he did was he added morphine on top of her fentanyl patches for play through pain.



So that we could determine the total opioid  requirement and give her better control. So in that sense, uh, you know, uh, and she is not advanced cancer by that definition. She is a non-metastatic osteosarcoma. But regardless of whether you advance or not advanced cancer, if you have been pain and suffering, which, uh, the oncologist or the physician may not be to palliate then you need to bring in a specialist for that. So from that point of view, uh, at least in paediatric oncology, in my patients, we involve them quite early in the process. And other than that, of course, they have uh, ongoing role and an increasing role in those advanced cancer. So the earlier we involve engage, the better it is. 



And what that role might be from your perspective?



So the role is, um, the, uh, I think in the early stage where what I find useful is that as a clinician, you know, you tend to focus on, uh, acute toxicity. You tend to focus on planning scheduling the chemo and response rates and so on. So if a patient asks you things about, I got pain and you give some medicine, pain has not got better so you give them something else and then like after some time, you just push it in the back of a *inaudible* (20:32).



You don't prioritize some of the things which may be relevant from the patient's suffering and quality of life, but in your acute doctor curative mind set, you don't register them or give them the time and thinking. Same, you know like, psychological problems. If you have got, if you  are not eating well or you are um, quiet or you are, uh, seem sad. Then you would give in that brief time you have with them whatever you can. But if the same time you have a nutritionist say, okay, why don't you sit down and look at the nutrition detail, or you have a psychologist who says, why don’t you come back and have a chat with the family and understand what is going on.



Or if you're a social worker who you say, okay, this family is talking about problems paying the bill. Why don’t you sit down and work out what their circumstances based? No, all of these need time and you cannot provide the time. So from the same point of view, if they've got suffering and they need palliation, you can then ask your palliative care doctor or nurse to come back and say or ata different time and say, why don’t you see what their new needs are and then they can give the time that patient needs. And of course when they are giving that much time and they are trained and that's what they do all the time, they can definitely give better quality of service to the patient. There is no, it's a, no brainer knows, right. It has to be ready to go unless the person is offering the service is useless, in which case they shouldn't be doing the job.



So when I went clinicia- when my colleages say you know that they don't need palliative care or they don't need, you know, I can manage pain. I think they are deluding themselves. You know, that is, yes, of course you can manage pain, right? Whether you give Crocin or whatever else, but it is not just acute management.



It's also understanding and giving time and then folding up the pain. And so, you know, you give somebody, see somebody who's not only giving them a pain relief, if you don't follow up half an hour later and see whether the pain got better and you only came back next day on 24 hours later, then you've failed the pain management. Okay. So, and you don't have the time to come back to him 30 minutes later to see the effect. And who's going to do that? 



Sir, you mentioned about quality of life improvement using palliative care. So according to your perspective, what is quality of life for a child with cancer or their families? 



So quality of life would be, uh, you know, every taking which the child enjoys. So it would be being free of pain, being mobile. Being able to go run to the IPD room. Being able to go to school if they can, uh, being able to, uh, eat food, uh, and not, not be able to eat food. Uh, being able to, um, uh, smile, being able to do sit and play games, their siblings and their parents, etc.



So that depends on the age of the child. If it's an older child, being able to, like I said, go to school or sit with friends, go out for a movie. Uh, same with parents. Uh, being able to have a chai, a good, getting a good night's sleep, um, being able to do, um, you know, have some family time together. Uh, all of these are things what we take as granted. You want to have good quality of life. Yes. 



But do you also mentioned about one of the role would be alleviating suffering. So what do you, would you, uh, want to expand it on? What do you mean by alleviating suffering? Is it just pain management or is it more things? 



The suffering could be anything. So somebody who's stuck in the hospital for four weeks and who was otherwise extremely well, and the only reason they are in the hospital is because they are on a treatment protocol, which has profoundly low neutrophil count for the next three weeks, and sending them over to the hospital is very risk risky. And so they have to be in the hospital doing nothing but will be in the room. And so in that case the suffering is boredom or the suffering is lack of activity. And so if you can provide them art, you can provide them a TV, you can provide them books to read, you can provide them some board games, some jigsaw puzzles. 



So you're alleviating their suffering. So that's something very innocuous. Uh, suffering would be, um, uh, a parent who is terrified and is crying and is not able to sleep at night. And so if you can provide them a good psychologist who can go to them and provide them counselling and if needed medication. That’s alleviating their suffering. And of course, suffering is physical also because pain, mucositis or anything. 



And also you mentioned one of the role of palliative care is to identify the needs. What are the needs you, you expect them to identify? Sorry if it may sound naive question.

No, no, I mean, There are two things. One is a patient has a need but is not able to articulate it. And you discover it by asking probing questions. Yes. And the other is a patient articulates a need and then you realize how, whether that is really the need or they are actually meaning something else but they are putting across a different point. So, so the patient might be saying, you know, the nurses over here are bad and the person doesn't respond to the call bell. But actually what they're trying to say is that they need help with changing bed or whatever. 



So, um, the, uh, like you do a medical history. When you take a history, there's some things which patient will say, but then you go and ask some probing questions to determine other things that are relevant. Same way I guess a palliative care person can sit and talk about what they are saying, but also touch upon other things and other things may come out which they have more touched upon over is they don't even recognize as problems. And then, uh, that is, uh, where I think the role would be to identify suffering and needs. 



So, uh, I understand that you are already making referrals to palliative care. Would like to know what has been your experience of making a referral or accessing the palliative care service in your hospital?



Um, we have two, three ways of doing it. The first thing is that we have a dedicated palliative care doctor and nurse, a team of two people in my department. So if I have a patient who, uh, needs seeing, uh, they are only a phone call away and they usually see the patient within five to 30 minutes.



Uh, they're there unless they happen to be on leave or they are some, busy. Uh, there's a quick turn. So I contact them, usually on the phone, sometimes when nurse will contact them or talk to them. And, uh, the response is pretty fast and they will see them and then they will see. And, uh. They will give their opinion and, um, depending on whether the patient is OPD or IPD, they will maintain ongoing engagement and they are giving me feedback.



And, uh, uh, we discuss it jointly whether they need to have active role or they need to have a more very peripheral role and they can be involved in a greater way at a later point in time. So that's, that's my access to healthcare. What we also do is, uh, we, I, because I work with CanKids and CanKids has a palliative care residential center in, uh, in Delhi.



Um, and I, um, so there are patients of ours who are not able to afford staying in Max or not, don't need in hospital care and need, uh, but need some kind of observation. Uh, so we occasionally refer patients there. And that is staffed by a palliative care physician from morning 9 to evening 5, uh, with, uh, out of hours telephone service available but 24-hour nursing service available. So that's a residenti-, inpatient care. 



So, uh, what have been, uh, the positives of you making, uh, a referral or highlights that you can think of? 



There has been no negative experience so far. So I haven't had no patient who has come to me and said, Oh, that was unnecessary. Or the doctor was, I think, if anything. Our palliative care physicians are even more, uh, even better communicators and more empathetic and so on. Um, so I have used them in acute pain scenarios. I have used them in the end of life care scenarios. I have used them in withdrawal of care scenarios. I've used them in uh, difficulty, uh, be breaking bad news scenarios. So we use them in different scenarios and, um, uh, we've had a good experience in every scenario. Um, sometimes they get, we've had patients who've come to us right at the end of their life, and it's, it's difficult to build a relationship with them. Um, but, uh, again, having them helps, um, making them understand why we are saying what we are saying.



Uh, there have been patients who, uh, in the past, I would be their person to contact from anywhere in the country, from Ambala, from Haryana on, from wherever that is, if they have a problem. Now, if there are any issues that needed to pain or morphine or any other suffering, my palliative care physician is the point of contact. And that is a great help because end-of-life care at home becomes more and more complex and it needs a certain level of knowledge and time to be able to guide them. And I am limited both in time and knowledge skill in that area. 



Yes. Uh, one of the things that came out, uh, was that, uh, whenever you make a referral the turn around time is very quick. They see quite quickly and, uh, and they are almost a phone call away. You think that is very important thing from your perspective?



It is because you don't want them to suffer unnecessarily. Um, so having somebody, and you, and I know you can't have this like this all the time, but if you have somebody even who can see the patient on the same day, or if it's a late evening so even see the patient by next day, I think that's a great service to have. Um, and it should be there in every hospital mandatory. 



And also some of the attributes that what you mentioned about being, having empathy and being a communicative, a good communicator. Then they are important things that would facilitate you making a referral? 



True, so I have to have faith in my palliative care team to be able to refer that patient. Uh, and if I don't have faith that I think that, well, they are there, but they don't deliver what I think they should deliver. Then I would not refer to them. Um, so for example, uh, you know, some hospitals and even our hospitals in the past used to have a acute pain service managed by anaesthetist but not a palliative care service.



So the acute pain service would look after all these pumps and provide nerve blocks and provide, um, uh, monitor some, uh, I. V. infusions. And so on. But they had no idea about other aspects of palliation or end of life care. And so I would only refer patients to them for that kind of management, but I would not refer patients for anything else. But now that we've got a dedicated palliative care team, they can manage all aspects of palliation, acute as as well as end of life. And then I would refer the patients to there. 



Yes. You also mentioned about the. End of life care at home and maybe children dying at home. What are your views on that? 



I think it is a good thing. It should be actively encouraged, but the service is not there. So that's the challenge. Um, the, because we, our hospital doesn't have a community based service. Um, so the service we offer is mainly based on, um, phone or OPD consultation. Uh, or like I said, the CanKids palliative care center.



It would be lovely to have a community based palliation where a team can go and look at these families. The challenges, obviously many of these families are from outside Delhi, you know, outside India, so you are able to provide, but even if you, if you could provide them some service. Um, there are initiatives outside a hospital where community service will be provided and we can partner with such people. And I get, it comes down to affordability and cost, some people can afford them and some cannot afforded them. But if we can have home-based community palliative care services, that would be excellent. 



Thank you, sir. Uh, one of the thing was the faith in the palliative care, the trust in the palliative care provider is one of the thing that determines probably your referral. Can you just little bit elaborate on that point?



So faith in the palliative care person comes with time to expect the palliative care person to parachute two hours before dying and suddenly take over and win the hearts of the family and the faith of the family is impossible. So it has to, you have to give the person time to build that relationship with the family.



And you have to sell the person that, it doesn't seem that this person is there because you're dying, but this person is there because you're suffering. And, uh, so the earlier you involve, the more time you give, uh, and when that has happened, I cannot think of a single patient of mine who said, you know, why did you refer me to that person? Or I don't want to be conducted by the person. This has only happened or written, they haven't had time to engage with the family or build a relationship with the family. 



The rapport building is one of the very important.



True.



So now you have been working with the palliative care team and you're making referrals. So this question is not about making the referral, but what has been an experience of working with that team? How has your experience been?



So, uh, we actually sit, our offices are next to each other and we are great friends. And so personally, we shared a very good equation. ? Um, and professionally we work well, but I also know that I have, so I'm part of eight medical oncologists and then another six, seven additional oncologists and surgical oncologists.



So we have have, uh, informal chats as well. And I think, uh, if I ask the same question to my palliative care physician, what he would say is that. The, uh, it depends on whether the treating oncologist is, uh, a big believer or a, not a big believer in palliative care. So what your attitude towards palliative care are, uh, will determine when and if you, uh, if you, uh, engage any service, and how much space and time you give them to do their role.



And that applies not only to palliation, applies to psychology and it applies to replenish nutrition. So if you don't think that a nutrition has a great role to play, you will not refer to them. If you don't think a psychologist can impact, you will not refer to them. So I think physician's personal belief in the efficacy of a service and the role of a service is I think the biggest determinant as to how accepting the family is and how quickly they are able to, um, uh, you know, take the advice and the role of a new person in their team. But if the physician is reluctant, if the physician doesn’t refer in time, the physician doesn't tell them, then you don't build that relationship easily. 



And where do you think that, uh, being, becoming a believer or personal belief comes from?



I think it comes from multiple things. It comes from your personal, your personality and your, the way you think about things. It comes from the way you are trained. It comes from, uh, what experiences you have since if you've worked in centers where you have seen good examples, then you, uh, learn and you reflect and then you think that I should do it.



Uh, on the other hand, where you have worked in centers where it is not prevalent and regarded as unnecessary commodity. Then you are brought up with that idea. So not everybody, but you may not feel the need for that. Um. So it would be multiple, uh, reasons why somebody believes in something or not. Because, you know, the thing is like I said before one of the challenges is cost.



Thankfully, palliative care doesn't cost much. Cost is not the reason to, um, do, uh, involve, uh, or not involve, uh, a palliative care physician because medicines are almost extremely cheap and the, all you're doing is you're paying them for the consultation and that's often not expensive either. So costs should not be the determining factor that you don't want to involve somebody else into that service.



You also mentioned about, uh, training and experience being one of the determinant for the person's belief in palliative care. Can you just elaborate a little bit more on this? 



If you're train-, if you work, if you are trained in an institute in oncology where you saw other palliative care physicians fulfilling a role, where you saw your mentor or your guide, uh, engaging actively with palliative care, uh, this thing, then you would, a common example would be when you do lumbar puncture and bone marrows in children with cancer. Now, if you are in a setup where you've been told, uh, just hold them tightly and do it, they'll cry for her to stop and you get desensitized to the suffering and you think, well, it's unavoidable. It's going to happen. or you are from that background where they think that new born babies don't feel pain because they cannot cry.



And this has happened such a long time where they would do heel breaks and cannulas on children. But babies don't feel pain which is not true. So if you are in that environment and you don't get sensitized to the need for pain relief. Um, then you go and practice it in that way, and you think that somebody else who is stressing on a psychology or stressing on palliation is a bit soft and we just need to be more business-like and get it done.



I think that's the sensitise-, and when you're at that age and, it's difficult to get sensitized. So the sensation has to happen at a much earlier time in training. 



This was very very useful. So, uh, come to the main question of this, uh, thesis. So what are your personal views about referring a child with cancer or advanced cancer to palliative care? 



Um, I think there is a role, there is not a role in every patient. Um, I mean, okay, advanced cancer, maybe there's a role in most cases. The, uh, what we have been trying to work with Dr. Gaurav in our hospital is, and he made a presentation recently in our department and I've been telling him that clinicians, Uh, some need more objectivity, uh, to know when to refer.



So what I mean by that is that, uh, you might come and say. You know, this patient was suffering, why was not this patient referred or this patient had three months to live, why was not this patient referred or this patient's prognosis was poor, why was this patient not referred, or this patient is stage four cancer, why was this patient not referred?



And so rather than doing it that way, why don't you make a policy and say, if you have these patients with these criteria, uh, our hospital policy is, or our expectation is that they would have, uh, a palliative care consult right. And again, I go to a nutrition example or a psychology example, right? So you cannot, depending on the services you have, you may want that every patient with a nutrition problem or every patient who comes to you should have a nutritional assessment or every patient with you who comes to you with a, um, should have a psychological assessment, but that may not be possible. So if you triage a patient,  you use an objective scale and you say, okay, if you are BMI is below this, or if you are weight is below 2 standard divisions, then you automatically get a nutritional consult. Similarly, if you are distress thermometer score shows this, then you automatically get a psychological consult right? So in the same way, if you can do with the palliative care and say, if you got these things, if your pain score is X, or if you are stage four of these cancers, or you, if you're relapsed with these cancers, then you should automatically get a palliative care consult.



And that helps. It doesn't mean that everybody will follow it, but sometimes when there's a huge team of junior residents, senior residents, nurse practitioners, many consultants, and you're trying to make the service consistent and homogeneous, then you, which goes beyond an individual's, uh, preferences and so on.



Then you try and set procedures or policies, and I think this is what, you know, separate from this interview, England does very well. If you work in English hospital, you will see that they try and make an SOP or a guideline for things. So that regardless of where you are, which consultant is seeing you, a level of service is provided. Uh, some consultants ustomers may still say, Oh, I don't want to do.



That's okay. In individual circumstances, you may depart from the guidelines its not mandatory, but at least it encourages good practice as long as it is done for the right reasons. What you don't want is it, you want to, don’t want you to make money. So you are not *inaudible* (42:53) every patient should a nutrition consultant because everybody will pay thousands rupees or everyone will get a palliative care consultant because everyone will pay thousand rupees. No, you want to do it for the right reasons. The patient who needs palliation. So set the guidelines, say this, and then it is easy to audit, because you talked about audits. So how will you audit whether the patients are referred to palliative care or not? You have to have a standard first. Only if you have a standard you can audit it. If you don’t set a standard then how are you going to audit it? 



Yes. Thank you so much for that and it's a really important in that you talked about criteria setting for making a palliative care referral. Are there anything else, apart from criteria setting that would facilitate in palliative care referral?



So access to a team. Of course. If you don't have access, then you can't. A belief in the quality of the team. Okay. Um, the, uh, clarity as to who to refer, who not to refer.Then, um, the, uh, the, uh. I think the, the relationship in terms of if you refer to somebody and it leaves to lot of disruption and con- conflict, and I will give this medicine, you will give this medicine, you should stop this treatment.



Then you don't. But if you know that what they're going to do is compliment what you are proposing to do and both of the teams are willing to make, discuss and trash out a common answer then, you know, you are. You know, you're not the, the, the patient's treatment will not get disrupted or upset like that.



Um, uh, in an example would be that if you are a physician who has a more aggressive end of life care or even a patient with palliative intent, you are more aggressive in what you do. Third line chemotherapy, fourth line chemotherapy, give me radiation, did you do this? Let's go for another surgery and so on and so on. Then you may be less accepting of palliation because the palliative care team would turn to you and say, I think we should not offer any more active treatment order. Best supportive care or just palliation is adequate. Now, if that day goes against your philosophy and practice, then you may hesitate and say, well, if I want to involve them, they are going to get the same advice and I'm not believing that that would be a barrier to referring to the palliative care person. 



So you mentioned about quality of the team. Can you elaborate on it? The quality of the palliative care team, because that is one of the facilitator for referral? 



True. So they have to be trained, they have to be experienced, they have to have the skill set for, uh, managing those patients. Um, and, uh, the, uh, if you have those things. So training and experience and empathy and skills, then you're happy to refer. 



Yes. And uh, you mentioned one of the barrier that something that hinders is having two different viewpoints, uh, where the palliative care providers is more destructive than complimenting. Are there any other things other than that could hinder the palliative care referral?



Um, now that is the, the, the discussion which we have with families often at this point is the family's perspective. So, um, you know, on a scale of. Let's take an example of a relapsed metastatic sarcoma. Okay. On a scale of one to five, a physician maybe, uh, with one being, uh, only palliation, no aggressive treatment, and five may be only aggressive treatment and no palliative care treatment and fight till the end.



A physician may be one or two or three or four or five. So as a physician example, I would rate myself as at a two. I am not only palliation but I'm definitely not an aggressive. I'll not give you a third line, fourth line, third line treatment till your child dies. Now I would use the same scale to rate a family also. So if I have a family which comes to me and says, I don't want to give up, I want you to try next treatment. Even if there is one percent chance, I want to try this and you have counseled them and so on. So there is okay. It works when, when there is a match between what you are as an individual and where you, the family is expecting. So if the family is a two and you are a two. That works well. The challenge comes in the families of five and you are a two or the family is a one or two and you are a five. And so I have a very honest open discussion with my family and actually explained to them exactly the same way I have explained to you.



So I explained to them that, you know, you are like a diffuse intrinsic pontine glioma. Give radiation and if they progress do nothing else. That would, I would. But they are my families who have, um, asked for, uh, can we go on temozolomide as well? Can we try some more I. V. chemotherapy as well? And you showed them the literature, you show them the research, you show them clinical trials, showed them everything else and then you negotiate.



And sometimes you move from a two, two or three, and the family, right, moved from a four to a three and then you can find a middle ground. So I've had families where I have given them temozolomide after a long discussion the families are finding that, okay, we are agreeing on a common goal. Um, similarly, um, there are families who have a child on a ventilator who is dying, who want nivolumab for the child to be given. And I have refused to them. And there I was a two and I was a five. And we were able to bring them down. So, um, when you say what hinders palliative care advice? I think it depends on what their perspective is. Um, and they're not wrong. They just have a different perspective and because they have a different perspective, you have to manage that. Um, but this can best be managed when there are teams involved. So that they get advice from different individuals. 



Yes. This is very useful. Family perspective of palliative care program as well. The fact that it determines referral. So in your practice, what are the various situations that you would definitely consider a palliative care referral?



Um, so upfront it would be, uh, pontine glioma. There, I would, uh, consider, uh, uh, because over there there is no cure. So right in the beginning, maybe not in the first day, but early in the course of illness, I would engage with a palliative care physician, introduce them, um, for, um, uh, that is probably the only upfront disease, a first line treatment. For the, um, other diseases, first time treatment. Generally we offer them, uh, some chance of cure. So for them, for high grade glioma, we offer them a 10-20% chance of cure, for uh, uh, high risk *inaudible*blastoma (50:05) we offer them a 20-30% chance of cure, for a metastatic sarcoma we offer them a 30% chance of cure.



So in those cases, if there is no immediate symptom, uh, I would not immediately call in the palliative care physician, but, um, I would keep that in mind. Um, so the only other situation where I involved the palliative care physician in the beginning is when there's an acute problem. Pain or depression or, uh, something like that. So, so in frontline treatment. In, uh, a patient who presents with, um, that relapse or progression, uh, then, uh, you are, uh, already I would involve a palliative care physician, uh, much more liberally. Uh, then, uh, again, for example, for a relapsed Hodgkin's, a relapsed Wilms, I would not involve, a relapsed A. L. L. I may not immediately involve, uh, but relapsed sarcomas, *inaudible* blastomas (51:01), high grade gliomas, I involve them early in the process. 



So, uh, sir I am understanding it's, it's predominantly depends on the cure rate and the outcomes of the…



Suffering at that moment of time as well as the cure rate…  



are the determinants. So what are the, some of the situations they would definitely not consider palliative care referral? 



There'll be usually not-, so in any patient, it will not be ever, ever, but uh, you a standard risk or just leukemia. Because our biggest disease birth rate right. Uh, most of our patients would spend their entire treatment without ever getting palliative care effort. They don't need it. They don't have a symptom, uh, which leads to palliation or symptom, like a bit of mucositis, a bit of constipation, a bit of pain, which can be managed by the acute oncology services.



And they are getting cured. They are getting fine. There's, there's no need for it having any other discussions. Um, unless there's a specific problem they have which I might involve, generally they are not seen with, Wilms tumour, Hodgkin's lymphoma, um, uh, even medulloblastoma and so on. So in those cases, if first line treatment has been doing well, they're improving, uh, then I would not involve the palliative care team, uh, automatically.





Thank you. I'm coming to the fair end of my interview. So, can you recall a memorable experience of making effective palliative care referral?



Um, the. I have, I mean, I have many anecdotes in this kind of thing and they are not any extraordinary anecdotes. They are just normal anecdotes. 



Something that has touched you or been positive. 



Uh, so there was a child with, um, uh, an Ewing sarcoma of the femur. This was not Gaurav but the previous palliative care physician Saurabh Joshi. So from Ambala who was a young boy, aspiring to go to IIT doing very well *inaudible* (53:07). Finished treatment. I think six months or twelve months later, he had a big relapse in his bones. So presented with relapse, and then he went to second line chemotherapy. Uh, at that time we did not have a palliative care physician. The palliative care physician vision joined midway, and then it was obvious the child was not responding and progressing.



So Saurabh was brought in. And then throughout their time in Ambala when they were struggling to get morphine and whatever else. So between Saurabh and myself, particularly Saurabh, they were able to procure these drugs on a phone call. He was able to advise them where to go nearby and how to just go to Chandigarh or Mohali if they need some acute care.



Otherwise, even in Ambala, who are the people who can offer them that thing. So that could be one example where, uh, that was, uh, useful. Um, the other example would be, uh, I think the child Vick. Malignant peripheral nerve sheath tumour um, who was, uh, again, progressed and subsequently died on the ward. But, but involved with the palliative care team. And so, uh, found a lot of, uh, support with the pain prescription and the management and the absence of suffering because of that. So those are the two examples I can think of immediately. 



Why did you recollect this as the example? What was the thing that made you recollect?



Because the parents’ feedback was that they appreciated the support given to them by their palliative care team because, uh, they were able to give a service, which I would have struggled to give. And I know if I had given it him by myself. Then I will not have been able to relieve the suffering to the same extent as, uh, the palliative care team could do that. 



So would it be correct for me to say family feedback about palliative care service would be one of the determinants for referral? 



And a change of practice. Of course, of course. 



Um, can you think of any negative experience of making a palliative care referral?



No, I personally haven't had a negative experiences of making, um, you know, the common, uh, I'm just trying to think. Um, I have had experiences where with other colleagues not in the palliative care field, which, uh, and, uh, a similar thing can happen.



And that common thing is that. If you go and give information to family about a cancer and the cure rate and the relapse rate and something, and the uh, palliative care person team goes and completely paint a different picture, uh, they may not be wrong. It's just how you give the message. So in a multi disciplinary set up, the message has to be given consistently the same one.



So a potential problem can be that, um, a more aggressive palliative care physician or a person who's not as well informed or person who doesn't communicate with you a lot of time or you as a physician don't communicate with the other person a lot of time. It gives them some different, um, chances of a cure and, uh, outcomes than you, and that can lead to a potential problem. But it hasn't happened in, uh, our scenarios. Our palliative care physicians are very sensitive about such things and they handle it nicely. 



And working mostly with the palliative care team. Has it any way impacted your clinical practice? 



Well, I've got deskilled because I no longer prescribe morphine. So previously I used to prescribe morphine on the slip. Now I have forgotten what things to write capital because I just call them and say, can you please prescribe morphine for them? Uh, because previously when I would prescribed morphine, 50% of the slips would come back because it was signed wrongly, or a stamp was missing, or the DMC number was not given, or you had put it in words and all the alphabets and all those kinds of things, um, or numeric, numericals but not words anything.



And you would send them to a place and they said, we have no morphine then you would send them somewhere else. Now, because you would see, you do a morphine prescription once every few weeks. But now with this, the nurse and the doctor, they just come just write everything and they do. So in that sense, I'm happily deskilled.



Um, that is what I have, uh. Uh, you know, uh, learned from my experience over there. And of course, your understanding of pain management improves, um, and the way you, your, your, your, your knowledge of uh, the con- complications, the knowledge of drugs you use improves because you sit in the *inaudible* (57:50) with them.



That's really useful. Is there anything that I have not asked or we had discussed that you would like to add to this interview? 



Well, uh, No. I mean, for me, I am more in a, I also have an interest in, um, healthcare systems at a national level. I know, you know, and, um, the, uh, availability of palliative care services, the gaps in services and so on. And I, I am a more numbers, epidemiological person. Uh, so I always, its always nice to know, you know, what are the gaps nationally.



Yeah. Which is a complete opposite, but this work compliments that this is more qualitative focused on healthcare providers in a short sample, but gives the richness of data, which these kinds of things don’t. Yes. So, uh, we'll see what happens in that space as well. Yes. Thank you so much for your time. I will stop the audio recording.



-End of Recording-
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-Start of recording-



So I will be using two recording devices if you don't mind. So, um, I will email you the participant information sheet. I haven't done that. So one copy is for you. And one copy is for me. Basically I will ask some set of questions, which I have. Uh, But I may not ask in necessary the same order which I have and lot of questions that I ask maybe based on your response and very sorry to do it in a hurry and causing this disruption in your clinical. 



No, no, no, no, no, no, no, I’m sorry that you had to you know wait for such a long time.



No, no, no, no. It's ok, I am the beneficiary so I have to wait, I have no complaints involved



It's just that, you know, in India, the way we work, we don't have many support systems. So you are the social worker, you are the treatment doctor, you are the child therapist. You are everything, you know, sick patients means you are in a fix. Yes. Okay. Okay. Okay. 



So, uh, as just straight away start with the research interview. So can we talk about your work that involves managing children with cancer? 



So mainly I do paediatric oncology and haematology. So I, uh, started my training in paediatric oncology during my MD days only, when I was posted in a paediatric oncology unit. And after that I did a proper fellowship from the DNB, which was from 2008 to 2010. After that, I went from training abroad to children's hospital Westmead in Australia where I was again managing children with cancers and doing bone marrow transplant.



Then came back and I've been working as a consultant since. So I look after all sorts of pediatric in Hemato lymphoid malignancies and solid tumors, and we are also doing bone marrow transplant, but that does not the major amount of work. The main amount of work is a leukemias, lymphomas, and solid tumors, including brain tumors.



I worked for five years in Australia, in Adelaide, and I spent some time in the women's and children’s hospital. Okay. We’ll talk about it after the interview. So, uh, whats your typical day looks like? 



So it's, it's pretty crazy. So morning at 9:30, I start with my, um, you know, uh, rounds usually. First we do a paper round. We discuss all the patients with our fellows. This is followed by the formal rounds, then I come back, do my outpatients. Uh, we have OPDs every day. And then around four o'clock I finished my outpatient work. In between, we get like a half an hour break for lunch, and then after four o'clock I go back to the wards for the rounds. Usually once a week we do a class where we do some teaching and on a daily basis we do some teaching on the rounds. They usually finish by 5:30-6 and then I go back home, which takes an hour. And then with the family.

 

Yeah. So when you say crazy, what do you mean? 



So crazy in the sense that, you know, you see around 20 patients in OPD, which includes new patients as well. So, and in the ward, you see at least 15 to 20 patients on a daily basis. Uh, so a huge amount of work is counseling. So the crazy part is that, you know, you are doing everything all by yourself. So yeah, it is pretty hectic and pretty, uh, emotionally also draining. 



So how do you handle those emotional drain?



So I think once you start doing oncology, you are able to kind of maintain some kind of, um, emotional baggage that you leave in the hospital when you go back home. So, you know, then you go back home, keep yourself busy with your kids and, uh, family life, some entertainment once or twice a week. So that kind of takes care of the emotional aspects. 



Does this spill over to the house?



It does. At times. Yeah, it does. Especially when you have sick patients and your mind is working towards them and your family's expecting you to do many other things and you are not able to cope with that. So it does spill over. And you know, sometimes they are the ones who have to bear the brunt.

 

So, uh, you, you're doing this probably for more than 10 years, right? So what has been your experience of working in the field of paediatric oncology. 



So it was wonderful in Australia, I think, because, uh, you know, you had support systems looking after every aspect of, uh, uh. Uh, disease. So, you know, you did not have to work about financial issues of the patients you did not have to work about, you know, like there has to be a rehabilitation work so that you don't have to worry about, you know, pain relief. Somebody doing pain management, you just have to call them and they look after that.



So, you know, Here, you have to do everything on your own, which is very, which is the main draining part. As far as oncology is concerned, it's always nice, interesting, challenging. And I think the journey has been quite interesting and I've learned a lot. 



So a lack of support system has been a major challenge for you, right?



Yeah. Right. 



Okay. So apart from this, uh, lack of support system, what are the other challenges that you encounter here? 



So financial issues. So a lot of patients are not able to afford the treatment, so to raise funds. To keep interacting with NGOs. That's a big work. Second thing is that I find sometimes lack of very good diagnostic services.



Even in big hospitals in Delhi, the reports are not always, um, very accurate. So that is another big challenge. I think but money is, I think a big limiting factor. I used to think that it has to probably do with literacy awareness and everything, but that that part has kind of significantly gone down. So people are not taking treatment or are running away from your Institute, mainly because they do not have that much amount of financial affordability, I think in the private setup. 



I think in a government setup where people are abandoning treatment or not taking proper treatment, maybe because of lack of awareness or you know, the wrong thought process, but in a private setup the main issue we feel is that people are worried about the financial challenge and they run away from that.



Uh, are there any, uh, child specific challenges that you encounter? 



So not really.



When you're dealing with the children. Are there any challenges?



Paediatrics itself is a much more challenging field than adult medicine. So I think, uh, you know, those challenges, I think they just become a part and parcel of you as you grow as a paediatrician.



So you stop finding a crying baby, a big challenge, because that's like a normal, every baby would be crying. So, you know, I think, yeah, I know. I think it is probably easier to treat children than to treat adults 



Why did you say so?



It’s because adults have so many comorbid conditions, you know. Children are otherwise very fit. So they handl treatment much better. They don't whinge, they don't complain as much as adults too. You know adults are never happy. So, yeah. So that way you know, kids are forgiving. You prick them today still, they'll give you a hug tomorrow. 



Alright. That's, that's interesting. What about any parent related challenges that you have?



Yeah. Parent related challenges that always there. I think mainly they throws challenges in front of you because of lack of, um, uh, you know, ability to go ahead and follow the treatment that you are advising. And I think money has to pay a big role in that. I think private setup we face that as a major issue.



Adherence to the treatment. Do you find it as a? 



Not really adherence, once they start treatment, they adhere to it, they don't abandon, most of my patients never abandon treatment. But, uh, a lot of them do not want to start treatment or, you know, run away from the treatment. I don't know if they go to another centers, government centers and take treatment there, but yeah. 



And how would you navigate this challenge of not starting a treatment? 



We just advise them that, this is a curable cancer. You should try and do your best. If it is a palliative situation, we don't push them too much. Um, we tell them that, you know, we are not able to offer a cure to your child, but if it is a curative, and we try to convince them a lot, we try to offer the support system. We try to tell them about the NGOs. We try to tell them how we can help, how we can minimize the expense. Uh, we do that, but we as a big tertiary referral hospital, we are not referring patients to anywhere else. 



Correct.



We tell them that you are on your own. You can just go and get treatment in any government hospital if you are not willing to take treatment.



Right. Okay. So uh moving to the next question. So what do you feel about the scope or role of palliative care in children?



It’s a huge role. Huge role. Very neglected. Huge role, very neglected. Uh, and I think a lot has to be done. Um, in that aspect. So we have patients who we can't cure, who come to us in a very… You know.. like a late stage. And, um, we do our bit, we do the chemotherapy bit, and we tried to give them symptom care by giving them some gentle chemotherapy. We give them blood products as and when required. Um, we do the emotional counselling. We tell them about, you know. That maybe, you know, the child is suffering so much that, you know, maybe we do not have to prolong the life too much by getting too aggressive treatments. Ventilating the child, keeping in ICU, the child should be with you. So, you know, but we do it in our way. Um, so, so there is a huge door lift. Somebody can help us to, you know, facilitate, do that. 



Okay. So a major thing would be symptoms. And you’re also Concerned about limitation of treatment. 



True, absolutely. 



And probably situations where no chemotherapy can be, yeah?



Absolutely.



And how are you doing? You're doing by yourself? these things? 



All by ourselves.



Yeah. Do you have any services that you can get? 



There is a palliative care team here, but, uh, you know, in my last six months, I haven’t. They have not been involved with me, but I'm aware that there is a palliative care unit and, um, you know, most of the times we are managed on our own and the patients have been okay. They have been satisfied with our counselling and also have not really pushed for that service. But I think, um, uh, you know, um, we'll probably need them more often. And as you know, I have joined this hospital only six months back, so I'm getting to know people here. So, you know, with due course of time, whenever needed, we will be involving them.

But I personally, you know, I, I don't believe in palliative care being involved right from day one, when the patient gets diagnosed with cancer and symptom control, you know, that that concept of palliative care. I am personally not very much in pro for that or in favour for that. I have, I, I, my understanding and my thought process still goes with palliative care as end of life care. When somebody we cannot cure and we need a service to help our, those patients who we cannot cure. So you don't mind, I'll be very Frank with you, candid with you. And I will tell you.



No, no. We want it we want that.



Yes. And I feel that, you know, palliative care role fits into that aspect very well rather than doing it right from day one because we as clinicians are managing their symptoms every day. Suppose there is a pain symptom, which we are not able to handle. And with our limited knowledge. We are not able to manage the pain. Yes, we need somebody's help to help control the pain. But other symptoms like constipation, lose motion, some headaches, something, body pains. I think those symptom care, we as clinicians are trained to do that and we kind of manage it quite alright.	



But sometimes there is a pain issue in a patient where we are not able to handle, we definitely. So, one of my patients had a major pain issue, so we did involve the pain team recently, like one week back and they helped us put the PCA pump and all that and that was quite helpful. So, so yes. 



Okay. Um, uh, I, and I encourage, uh, very candid comments. Okay. So just, uh, going on, uh, to your, thought process about not involving them early, are there any specific barriers about?



Barrier. Main barrier, I would say is that the thought process that palliative care is associated with end-of-life care. So if we have that thought process and we are not able to get over that thought process, how do we expect our patient to get over that thought process? And our patients start thinking right from day one that this child is going to die and you know, we are providing their end of life care right now. The doctor who provides the end of life care right now is doing that. Then how are we ourselves are not convinced, how are we going to convince the patient as to why they're here. And what is their real role If their doctors themselves can fit into that, uh, scenario and manage those early symptoms. What is the really their role? They are not counsellors, they are not social workers, they are not doing psychological medicine. So, you know, where exactly is their role? So that is my thought process. And maybe... I think… I don't know, but I, I'm just imagining that maybe the patient's thought process may also be the same.



Hmm. And, uh, “Palliative care” means “end of life care”, can you just elaborate a bit more on that? 



So if somebody will cannot be cured by the treatment that you want to offer. So not only cancer, but many other illnesses. Uh, and there is a disease, which is definitely going to end up in a bad way. So, say Cystic fibrosis, patient is not going to make it, and you know it right from day one.

So really it is not end of life care now. The life may save 10 years later. In those situations where you do not have any curative treatment, and the lifespan of the patient will be limited. I think those are the places where palliative care, right, needs to be inward, right from the beginning. Wherever you can give a curative treatment and you intend to start that treatment with curative intent… 



Okay. Then it's not required



Then it’s not required.



So, uh, would I be correct in saying that, uh, intention to cure or chances of cure is one of the determinants of palliative care referral?



Yeah, you are right. 



That would be right? Uh, the second, uh, some of the points, taking from what you have said is a very neglected, you said, Palliative care, what do you understand?



So, neglected means you know when a person is dying or you know, when the person is not, uh, um, there is no cure. You know. People do not understand what the best way to manage, whether it is in hospital or whether it is at home. Doctors are not very pro to send the patient home and the support staff that should be provided for a patient at home, we do not have easy facility for that. So a lot of patients have to be kept in the hospital, and when these patients have to be kept in the hospital as they're about to die and their symptoms worsen, they're shifted to ICUs because they can’t be kept in the ward because it is quite difficult for other patients to just witness a person dying in front of them. It can be quite overwhelming, but when they are kept in the ICU. The ICU team starts managing them, like how they manage their all ICU patients. So, these are the very big challenges that I face. 



You know, the other day Dr, Rajgopal was here and we had a, his lecture in Ganga Rama hospital. And, you know, just few days before that I had an Ewing’s sarcoma a boy who was going to die because they never took any treatment. So, a curative intent patient came to me in a terminal stage, he was gasping for breath because he was in such a moribund state. I still, you know, try to keep him in the ward, gave him comfort care, gave him oxygen, gave him some IV fluid. I thought that maybe we can do a pleural tap and make him feel comfortable, but within a couple of hours I came to know that there was no fluid, all that what I could see in the X-ray was just a tumour. So, I could not really give him comfort from that point of view, also. 



So, I just was counselling them, in the meanwhile, the child threw a seizure, went to ICU. The moment he went to ICU everybody wants to intubate him. I said, it is wrong to intubate this child, but they said that no, if you're keeping in the ICU, we'll have to incubate. Then I tell the family that, you know, there is no point of intubating this child who is going to die, so you might as well take home. So we could have provided end of life care in the hospital, but because there was a pressure that, you know, in the ICU, we will have to ventilate this child. We had to send them home. So, I think that is not the right thing to do. 



Absolutely. 



And I discussed this in detail with Dr. Rajgopal and I said, how do we provide medico legal documents to the doctors to tell them that when this is not a curative condition. How do we not intubate the patient and still keep the child in ICU and give them comfort care? Or I’d, I don't think we can. He said that, you know, we really do not have much of. Um, written in the, which can protect us from law. Is that right? I don't know. 



No, I will share that document after the interview, after the interview we can share the documents.



Maybe after the, after the interview we can. Yes. Yeah. 



Uh, so, uh, do you think, uh, if palliative care, if this was ignored in this scenario, could have probably avoided, uh, this?



May be, yes.



Yeah?



Yes.



Uh, maybe one of the role probably would have been in this. 



Yeah, absolutely. 



And also, you just talked about a lot to be done, so what, what, what did you mean?  



So Palliative services have to be built-in in every hospital. They have to be integral. They have to work with, we have to work with them and get our patients that care.



A few of the pediatr... 



There needs to be funding, then needs to be easy provision of morphine and all these things. So pain relief medicine, support system, doctors, nurses who can provide this. So the department needs to be strong. 



Absolutely. Um, one of the things that I commonly when I'm interviewing other paediatric oncologists, you are now the 20th person I’m interviewing. Common, uh, things that have are originated is that whenever they needed, oncologists needed a symptom relief for the child, they used to introduce them as a symptom relief service rather than the palliative care service, and the palliative care team would come pitch in.

 

Yeah, I would probably, you know, yeah, you're right. 



What do you feel about that? 

So I would just call it like a pain team. I would tell them that this is the pain team who takes care of the pain service. I would just introduce them as that. 



So probably based upon where the patient is in the trajectory of illness, you would, uh, uh, stratify the…



You're right. See, in our country na, there are huge challenges in the patient and level of understanding. Some of them you tell them that you know this this is not going to get cured, this is end of life care, they are not convinced. When the family themselves is not convinced, what is the point of bringing on our doctor who is palliative care, you know, to introduce them as palliative care? So sometimes we have to just gently introduce them. As you know. They will help you in symptom relief. Then you know, they build that level of confidence and then they can be called as a palliative, can you? Are you, you getting what I'm trying to say? That you don't, even if we want to introduce them as palliative care, sometimes a family is still in denial and not ready to accept that.



Okay. So, uh, introducing them as a symptom relief service… 



I will be happy to introduce them as palliative care, if I think my family has got the point that this is end-of-life. Because I used to do that in Australia, all the time. When we had patients where we would have given away from the, you know, curative intent. I would just say that, you know, this is really the palliative care team who will help you in controlling the pain. And I found that the patient's level of understanding and acceptance was very much more there as compared to this place. 



So, uh, going, uh, one step forward. You just discussed about having the trust and relationship and transitioning from a symptom relief service to a palliative care. What do you feel, suppose if they were introduced early and they were, in a good communication, managing the symptoms well, family, have I said good trust, do you think that could evolve into something? 



I do not really think so, because I think at that point of time, they do not even want to face that situation where it will not be cured. So maybe, you know, it may be, you know, like a cultural kind of a thing in India where, you know, we would think that, oh, even talking about no cure might be like a jinx. We would jinx the patient, or we would, you know. Let's not talk about negative aspect at all. So you know, that may be the thought process that would come in most our patients. 



So I have a medulloblastoma where, you know, I've been trying to tell them that, you know, your child has relapsed and the relapse treatment we are giving and it is definitely going to come back. The moment I talk about come back, the mother says, I don't want to discuss this. The moment I tried to, there are a couple of patients, you know. I have a neuroblastoma which is relapsed and I tried to tell that mother all the time that know we are not going to win this but she doesn't want to listen to me. And I feel if I refer them to a palliative care, they are not going to see their doctor the next day. They are never going to meet that doctor. So a lot is related to a cultural background of our families also, because that acceptance is not that you go to the West, it is very different, believe me. 

We are the same doctors who were practicing there and then we tell them that, you know, this is, they would talk about, okay, can we take this child to Disneyland? Can we do this? Can we do that? Here, If the family has got money and they're in a private hospital, they'll only talk about what treatment now, what treatment now or what are we going to do next? What are we going to do? Even if I tell them that, see its Diwali time, go home, spend Diwali, then you come back. No, doctor, “Woh toh Bhemaari tho ek Hafthai mai wapas aajayega”, It will come back. “Bhai” it is palliative intent of treatment. One week for child's happiness is much more than “Who Bhemaari ek Hofthai mai wapas aajayega…” But that… I feel very hard to drill into them, very very hard. And believe me, it is not going to be easy even for you to make them understand because they, it is just the cultural way, it is the way people think in India. They're not, they won't do treatment if they don't have money. If they have money, they keep, keep, keep doing it till the end. 



It's… Thank you for that insight. So, um, uh, I understand you are not referring any patients here right now to palliative care. But can I ask about… 



Yeah. I want to. I want to. So after that, incidence of that boy, because you know I have just recently joined here. Yeah. And I have a come in touch with the palliative care team here. So I've spoken to them and they wanted me to be a part of their team. So I said, you know, we'll see how that um, um, um, works in the next few months, but I am in touch with them and I very much intend to refer patients to them, especially when we have, you know, we think that we are not going to win the battle.



So, can I just go back and take a bit of Australian experience because I've worked there as a consultant there for a few years at Royal Adelaide and, and so, can you talk about your experience of making a referral or accessing palliative care service there? 



So, wait. So, it was never from the beginning. Never from the beginning. It was only for the end of life, or it was only for the management of pain. So we were not referring patients for palliative care right from day one, if, if I, if I remember it correctly. So this was from 2011 to 2014 so, so they were wonderful. They were very nice. They had social workers. They would come and meet the families. Um, they, they would, you know, try to understand their cultural beliefs. They would make arrangements, you know. 



Have you ever seen anybody in India talking about funeral before you die? They talk about funeral right… since the time they're born. So, you know, it's a huge culture gap between them and us. They're always talking about funerals; you never talk about funeral when we are alive. So, Isn't it funny? So, you can, that one incidence can tell you how much we are different from them. So, you know, the same way. The death there, and death here is very different. People just don’t accept it. Even if a child dies in a hospital, they'll always blame the hospital and go, even if the condition was a totally non curable situation. So yeah, there's a huge cultural difference they were very good, they will support, but I think a lot goes because how much the patient accepts. The service can be made better if the acceptance of the patient is also good. So that barrier is there. We can do much better from our aspect, but I think from their side also that, and I don't know how that barrier will change, only with time, I think.



And, uh, I'm certain about, uh, cultural differences in acceptance of death and working in both the systems and 



Yeah, Yeah, Absolutely.



Agree with you, uh, so, um, uh, as I understand the role is more limited for end-of-life care and pain and some difficult symptom management, you feel.



Yeah, absolutely. That is my viewpoint and I may be wrong. Happy to be corrected. And I'm sure, you know, I am also maturing as a oncologist with every day a lot of thoughts that, you know, I had a belief in, I think now they're kind of changing with time. So, I'm sure this will, you maybe, the palliative people may think it in different way, but you know? But they may be right. And I mean endorse that say two years, three years down the lane. 



Okay. It's a process. 



It’s a process, yeah absolutely.



So, so when you are accessing or making a referral, how easy or difficult it was to make referral to palliative care there?



There? Just one line in computer, that’s it, give a call. Martha was my other fellow. She was lovely. Just give her a call, just tell her you know Martha I need help. This patient is probably not going to make it. She would come meet the family. 



and it was easier to… 



And smooth very smooth. 



And what were the positives that you found when you made that effort of making a referral? What are the positives?



Best thing was that you know, it takes the burden off your shoulder. Huge burden because it is not easy. It's not easy to counsel about a dying patient all the time. You are the one who told them that, you know, this can be cured. So, you know… 



So one of the big positive is that taking the load off your chest or your shoulder is per the…



Yeah. Yeah yeah. So that, that's the benefit for us. And then the benefit for the patient is that, you know. We are busy with all of our other patients and we are all the time thinking of curative intent treatments. So our thought process is not that beautiful and not that well aligned as a person who was trained in palliative care. He's the specialist for that. So, you know, we can’t match their level of expertise. When it comes to, you know, counselling them or we do our job. 



But I think, um, yeah, so it's, I think, yeah, we can't do that job very well. So, it's huge benefit for the child and the family because you people would think of those things, which we would have never taught off. How the body will be transferred, what will be the mortuary thing? Whether you would, you them keep them at home. So know there are many things that you people think much ahead, and much better than, than the people who are trying to treat cancer or other illness with a curative intent. 



So you know, that thought process cannot be there. Then for you, yourself for the doctor who's treating it is a huge relief because you counsel them once you counsel them two. They're in denial and you counsel them the third time, then some acceptance starts. By this time you've already spent a lot of time, and by the time you ask the palliative person to see that huge amount of, you know that outburst of denial and everything that that wave has passed, which is, you know, little, it gets a little easy for the palliative team to handle. Don’t you think so?



Yes. Yeah. 



Because, we are the first ones to runs to actually break the news and you know, no, now this is not, he's not going to make it. 



Where there any shortcomings or challenges of making a referral there for palliative care? 



It’s just that if you are not on the same page, then it can be a little... 



Can you elaborate that a bit?



Okay. So, when there are not many pages when you can’t be on the same page. Saying that the patient is going to die, but sometimes you are, your ideology of how you give the symptom relief might be a little different from the palliative person. You might still want to give some some gentle treatment. You might still want to see the patient. You might still want to do some blood tests. You might still want to do, give some blood transfusions. Sometimes a palliative will not agree to that. 



So you know that, that, see, we are two individuals who are different. You can't think the same way. You just have to come to the same page and you know, kind of strike a balance where you kind of support the child a little bit. Then, you know, in our country, money comes into play. Okay. So you know, you have a child who you're not able to cure. Now the symptom control, same with chemotherapy. Blood transfusion itself is going to bring in a financial burden of giving like one, two lakh rupees spending in the hospital. So you might just think that why, you know, it is not cost effective. It does, It should not be done. Why they are doing that. Anyways we are not going to cure this child just give him morphine. Let him be at home, let them be comfortable, why to give him blood? 



So, you didn't, those challenges can come, and it is hard. So, money comes as if money's a big issue in India na? Because everything in a private set up comes with a financial thing or in a government that have comes with a bed, bed availability. So, should I give bed to the curative patient or should I give bed to the palliative patient? So, you know those thoughts. I think that those can be some challenges. 



Now the next question is not about making a referral. I was just talking about working with a team. You said about your fellow, Martha. So what is your experience of working with the palliative care team?



Lovely, Lovely, They were amazing. They were very good. I thought my experience was very good with them. 



Uh, so in what way? You want to qualify the….



So they would always talk to you. They will communicate to you. They would tell you what is, what is their thought process. Sometimes they will, sometimes the families would reveal some personal things to them, which they have not revealed to you. So, you know, usually the social workers in their team, you know? So yeah, it was, it was quite nice. Okay. Yeah. So I think we had a very cordial relationship and we never had a problem. 



And, uh, working with the palliative care team, has it in any way impacted or changed the way you practice?



It has, It has, It has. Sometimes, you know, you're just being too ambitious with the patient and they tell you not to be, so it does. And I think it is more than the time that, you know, things change. So they have taught us a lot of things. They told us the importance of, you know, small little wishes that the patients may have that they have not revealed to you. They will tell you about, you know how we can avoid certain kind of a treatment, which you would think is just taking in a tablet, but for the child it is something very huge and you know he's not shared it with you because he doesn't want to share with you or he thinks that it will upset you or something. 



So you know that gap is also bridged with them being in the place. I think they change your perspective. Um, you know, putting the child's thought in first or putting the parents thought in first. You know, sometimes, I don't know whether it is, I would say, being mature as an oncologist or being more working with palliative care or working with social workers, what has really brought in that change, but it just, it does. I think it does. It does come to you with time. 



And can this elaborate on change in perspective? What exactly did you have?



So, same thing? You know, if, if I got a call, call it in a, maybe you might take it is rude, but you know, flogging a dead horse would not be the right thing to do. So, you know. So you, when you are an oncologist and you start with your career, you want to give chemotherapy to everyone. You just want to keep going. First line, second line, third line, fourth line. Cause you read that in the book. So with time that changes you know. You know that first didn’t work, second didn’t work, third, fourth, fifth, and never going to work. If the person is not in a clinical trial, if the person's wishes not to get more treatment, if the person thinks that no it is better to go. 



Yeah. When to do and when not to do. 



Yeah, that’s right. 



Okay, so I’ll come to the very important aspect of this research question is what are your personal views about referring a child with advanced cancer to palliative care? 



So, I would want to refer, I think I'm a little pro for that so I would refer, and if it is a non-curable situation where the treatment is not with a curative intent, I would refer to palliative care, early. 



Okay. And what does the things from your perspective that would facilitate making a referral to palliative care?



Willingness is a main important thing. Then availability. Okay. If you are willing, you will refer. If it is available, you will never, if you're neither willing nor there is an availability, you are not going to refer. 



So according to you these are the two important. 



Yeah. 



And can you just to qualify that willingness, a bit more?



So, willingness would be, you know, that you think that maybe you will not be alone. Able to handle. And take this child to a comfortable death, or maybe you yourself will not be able to convince the family that, you know, this is the way we have to go. So I think… 



That that acceptance. 



Acceptance. 



And when we talk about availability, can you just explain it a bit?



So, somebody who is doing pure palliative care should be there. Who has good sound understanding of cancer with good sound understanding of, you know, pain relief. Who's got good sound understanding of the fact that how to, uh, culturally kind of just go with that patient's family. Because a lot of this is cultural, you know. And you can't do it if you do not. If you have your own bar, strict control believes you are, you're not going to fit into that situation and help the family.



Absolutely. So, a person with a good training, uh, uh, both in symptom relief and, uh, having an adequate knowledge with, in cancer also will help?



I personally feel all palliative care people should work in a oncology unit for a few months to just see the spectrum and kind of do. They should not be just like coming and doing palliative care only with no understanding of oncology because I think, yeah.



Are there things that would hinder making a referral to palliative care?  



So, again, you know, um, uh, I don't know if the services, is very expensive. That may come into the…



Cost of the service 



Cost of the service. Okay. Yeah. Then acceptance of the family, acceptance of the referring team and availability. So these are the hindrances which will come in the…



Okay, uh, so what are the various conditions? 



And I think another hindrance is, you know, when the time. 



Timing of referral. 



Yeah. That is going to be a main hindrance because that can come into play. You know, 



Can you slightly expand the sentence? 



So maybe people would involve palliative care very late, which is like too late. That should not be done.



That should not be... So it's not too early neither too late. 



True. True. Yeah. You have to strike the balance should not be too early. That is something I firmly believe at the moment. But as I said, you know, it may change with time, but I think it should not be too late. Should not be too late.



Okay. Absolutely. 



Once you tell the family that, I'm not going to treat this child with a curative intent, I think that's the time when palliative care should be involved side by side. They can just sit behind and say, hello, I'm there when you need me. I'm here to hold your hand. You keep doing the oral chemo or the gentle chemo or whatever general things you are doing. So, you know.



Yeah. ASCO has a mandate. I'm sure you must be knowing that, this for adult that any patient, uh, with a diagnosis of metastatic disease or relapse or advanced disease within eight weeks of that should be referred to palliative care. What do you think about that?



It makes sense, it makes sense. They're not asking that. You know, you do see them every month. They're just saying that, you know, you've done a referral, you should know that such a team exists and such a team may help me, you know, because that fear of dying in pain also can be quite traumatic for a few. So, you know, I think that's good. Yes. Metastatic disease, advanced disease, relapse disease, they should be a referral. 



That conditions that you would consider making it. 



Yeah, but again, maybe not very early. Well, some of the metastatic disease, some of the relapsed disease, we can cure them. So, you know, you have a relapse Wilms tumour or you have a relapsed Hodgkin lymphoma, or you have a relapse, say leukaemia, after four years of treatment, you, you still treat them with a very curative intent. Very, very curative intent. But there is a relapsed neuroblastoma, there is a relapse sarcoma, there is a relapsed something with diffuse vents everywhere. You are not, you are never going cure them. So, you know, they would again be a balance of, you know, can you still cure this patient? And then you know, you will decide. 



So even in an advanced, uh, cancer sitting, still the potential for cure is one of the important. 



It is one of the important, Yes, yes. Yeah. 



So that could be, you would qualify



Ah yes, my, my thought process at the moment.



Okay, so it is a potential for cure. Yes. Okay, fair enough. And what are the situations or condition where you absolutely won't think of referring to palliative care at all?



I don't know if cancer has that, reached that scenario yet, maybe not. Anybody can, can may need a palliative care. 



Yeah. Okay. So, I'm coming to the later, fair, end, ending part of the interview. So, can you recollect an incident, uh, which, uh, had a very positive memory of making a palliative care refence in the past? 



Still were many, I think, you know. 



But one of them, any one of them.

 

You know, I remember one child with a very bad, painful sarcoma who we said we could not cure him. And the palliative care got involved and you know, they took care of his pain and they did such wonderful things for him. You know, like, you know, they had a party where all his friends and all came and you know, some celebration, something on the beach. They had like a palliative care home near the beach, which is like any Aussie would dream to, you know, kind of, uh, live at that place. So, they would live there. And you know, he had a wonderful time before he died. He was a young boy, like 14, 15, with advanced sarcoma. Was never going to make it, and I don't think they ever saw us again. 



So, the moment they got involved with the palliative care, they were, they were so happy and he had a painful, like at the end he died. But I can't remember what, like, you know, having heard from the family that don't know, you know, did this, this, this didn't go well or that didn't go well. He, they came back and just told us about all the lovely things that he did before he died. So, you know. Yeah. 



Why that sticked out or made it memorable for you? 



Because I, it would have been a nightmare if I was the only person managing it. 



Okay. 



I would have done more like pain relief, pain relief, and given some more chemo, some other chemo, some other chemo to control it with. That's pretty useless you know. But I think it's not only the palliative care, it was the social worker, it was Make-a-Wish.



Its more than like a team. 



Yeah, Make A Wish and all those people who would just coming in the last moment and do all those lovely things for the child that, you know, puts a smile on her, on his face and you know, the parents can have that memory.



Is there a negative experience that you can recollect of making a palliative care reference?



I can't, I can’t. I, I, I'm sure you know, some patients did not take off very well with a couple of doctors, but that is just the personality of the patient. That's not a doctor issue.



That is not a negative.



No, No, No, 



Is there anything that we haven't discussed or which was not brought out in the interview that you'd like to add? 



Oh, okay. So, I think we need to make people aware. We need to educate people, so, training programs, so, teaching, these are the other aspects that you could, you know, speak about to other people. Did you have like a formal training or formal teaching or did you have some lectures on palliative care during trainings? Those things are not really happening and I think in cancer field that should happen and it should happen in a more very, like a practical kind of a way. 



Giving some beautiful examples of how if palliative care is not involved, what would be the scenario? If palliative care is involved what would be the scenario? And some three, four nice, lovely experiences which an oncologist can relate to. So, a paediatric with paediatric cases and an adult with adult cases and you know, those are the aspects which, which, which were not there in the training. 



The training of the oncologist. 



Yeah. So that is something that important. Then you know, this whole story of whenever a palliative care person meeting is there or something is there this, they start off with saying that palliative care should be involved on day one. So you know, you are like start opening a whole can of worms. And not really reaching the logical conclusion of giving a good message. 

So, you know, you start off with that and then you just, you know, like tip everyone off and then, you know, then, then the whole, it doesn't go a meaningful way. So, you know, start off with positives of, you know, end of life care positives are what you people do in a wonderful way. And then, you know, bring it to the audience that, you know, this is something that also is there and we should consider it, because you know it is not going to be accepted very openly right now. And if we start off the whole discussion with that, then you know we are not going to reach in a positive way.



And we do not, we do not have the capacity to provide that. 



You do not have the capacity to provide that right now.



Is there anything else you want to tell? 



It's good. Nice talking to you. 



Thank you so much



When you talk to somebody about all this, it probably opens your own mind also for a revisit and you know, to rethink about all these things.





-End of Recording-
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Um, so good morning. 



Good Morning.



And uh, thank you for agreeing to be part of this interview. 



Pleasure.



Yeah. So, um, as I had said that I'd be audio recording this interview and we are going to transcribe the interview. And once the analysis is complete I’ll share the results of analysis with you.



Okay. 



So, um, the first question is ‘Can we uh, talk about the work that involves managing children with cancer?’



Yes, definitely. 



But your work, can you just ex.. talk about your work.



Okay, so I started my career as a paediatrician and at that time there was no formal training in Paediatric oncology or Paediatric haematology in India, and that's when I went to the U.S. and I did a two year fellowship in paediatric haematology oncology. I came back, I worked for one year in Tata Memorial Hospital in paediatric oncology. And then I joined a private hospital, private cancer hospital. There of course, I also started doing, adult oncology and I did it for six years and I answered uh *Inaudible* (01:17-18) exams, so that’s. But predominantly my work has been in at least the first 15 years of my career, solely paediatric oncology. Now I do more of adult oncology too. 



Okay. 



So I have worked in different setups. I’ve worked, I’ve trained in the U. S. and then I've worked in Tata hospital, and then I worked in private hospitals in Mumbai. Then I was in Manipal, um, K. M. C. Manipal, which is a private medical university, private medical college affiliated hospital. So I've worked in that set up which used to drain children patients from rural parts of the country, and um then back to Mumbai, and now I'm in Goa Medical College. So, which also drains children from Goa and a little bit from Northern Karnataka & Southern Maharashtra. So I have treated children with cancer in various setups.



Right. So how, what is your typical day looks like?



So...



.. to work when you're seeing children?



Okay, so now, last year and a half, I have joined Goa Medical College where I have, uh, started the department of medical oncology. So in the last one year, the number of children I see is relatively less compared to the number of adults I see. So typically, uh, I start from home at seven. I'm at my workplace by about seven thirty, seven forty. Um, first one hour is mostly administrative work and reading. Start patient care, where about eight thirty, eight forty. And then thrice a week is OPD, Monday, Wednesday, Friday, and the OPD stretches till three, four, and five in the evening. And the other three days are essentially for, only for indoor patients. So, indoor rounds, day-care, again some admin work, some planning work. So typically the day would end anywhere between five and six in the evening. 



Okay. So can we talk about some of the challenges that you have felt or you have faced during managing children and their families with advanced cancer?



So there are definitely lots of challenges. There are challenges to the physical management of these children. There is the emotional and the psychological component of the parents and of older children, like when you have younger children, they don't ask the question of why and why me. But definitely when you have children above the age of maybe even as young as eight, nine and above, they sometimes tend to ask, why is this happening to me? More they ask, why did it come back? So that is the emotional and the psychological aspect of it. 



And of course the, the social and the financial aspect because we don't have that many centres which treat children all over the country. So, many times we have patients who have travelled from uh, far away places who are, have, uh, relocated to the city of Mumbai, sometimes for treatment of the child. So then they become a nuclear family there. They may have a big support system back home, but here it is just two parents and the child who are there. So there are a lot of challenges. One is the physical symptoms, the emotional, the psychological, and of course social, which socioeconomic financial.



Just mentioned uh, parents as why it has happened to their child or their family? How do you address those *inaudible* (05:04).



So this happens not only in advance but even on the day of the diagnosis. The first counselling when we sit down and we explain what is the disease, what is the stage and what is the treatment plan and what to expect. So at the end of every first counselling, this is the question that doctor, this is fine, what you’re going to do, how you're going to help us, but why did it happen to uh, me, my child and to us? 



So what I have learned over the years is and I tried to tell this even before they ask the question. Just something I've learned over the years that cancer in children is an accident of nature. Okay? One day something goes wrong in one cell, one gene and somehow the body fails to curtail it and it grows into a cancer and there is nothing that could have really prevented it. There is nothing that you have done. Or that you have not done for your child or for yourself. There's nothing that you did in your pregnancy which affected the baby in utero and there is no way in which we could have prevented it. If we could have prevented it, we would have done. We would have prevented it, then we wouldn't be sitting here. There is research worth uh, millions of dollars, which is going on to find out why children get cancer, and we have some clues. We know in general what are the factors which predisposed, but in a given patient, we can never find out why it occurred. So definitely it is not your fault. It is nobody's fault. As I said, again, it is just an accident of nature.



Right. You also mentioned that, uh, children have a lot of physical and emotional and social symptoms. Uh just a bit elaborate, uh, those things. 



Yeah. So physical actually, younger children will be uncomfortable only when they're in pain or if they have intractable symptoms like severe cough or if they're getting *inaudible* (07:00) or if they have, um, you know, severe loose motions. So di… co.. uh, constipa…, that is the only time the physical symptoms get them emotionally down. Otherwise they are uh, like, you know, they are in their own world, either they are nowadays everybody, every child is, has a mobile to play with and this thing. 



So, uh, emotional component, which I have seen is in younger children because one, they are away from their playmates. They are away from school. And, uh, when the physical pain comes. In older children, we see that they have this feeling of, uh, and they understand that this is a bad disease and this treatment is going to stretch on for long that it will mean coming and going in and out of the hospital, disruption of their regular life. 



Again, play, school, other activities. That is when uh, older children tend to ask, Why? When? How long will this go on? After this at least will I be normal? Will I get back to my normal life? And uh, I have seen that some children are very sensitive to, uh, their parents, or should I say, it's not behaviour, but the parent's mood it sometimes gets reflected. So parents show a lot of anxiety. Either because, primarily because of the child’s disease or because of financial problems that they are facing in the wake of this illness, then the children do get affected. 



So, you know, when the mother breaks out, invariably the child will start crying. So, uh, I mean, we tell parents that you have to put on a brave front because you have to be there for your child. But of course it is easier said than done. So I, if I ever have to imagine myself in the shoes of one of those parents, I don't think I would be able to hold it together. So it's difficult. It's difficult. 



Okay. And, uh, you being a mother yourself, has it impacted you, in any ways?



Oh, there are so many times when it has impacted in the early part of my career where I used to get emotional, but of course, we all mature with age and with experience, and in fact now not only children, when we do adults with cancer and we see 32 year olds coming with breast cancer, advanced stage breast cancer. 24 year old women coming with oesophageal cancer, you just learn to thank God every day for good health of yourself and your family every day. You just don't know what tomorrow will bring. So I have come to this point that I feel that, uh, if your child is healthy, your family is healthy, everything, every other problem can be managed. 



That's right. Yeah. You also mentioned about some social issues that as a challenge. Can just talk bit more on that?



So social, as I said again, one is because we don't have paediatric cancer units all over the country. Patients many time have to travel long distances and relocate for the duration of treatment, which is a huge problem because one is of course, you’re uprooting them from their regular life and getting them to a city like Bombay, which can be a very mean city for a newcomer. In terms of travelling, accommodation, language, uh, it can be, it's tough to live in the city of Mumbai if you have moved under such circumstances. Second is of course, financial. I mean, how many of our patients have insurance or government insurance. Of course, that are new, a lot of new schemes. Many patients may qualify for one scheme or the other, but, uh, the cost of child, treating a child with cancer, it's not just the medical cost and the cost of hospitalization and drugs. It is so much more. 



If you're going to relocate to a city, it's the living expenses for two or three people. It is a loss of wages in how many of people will get a paid leave for six months to eight months. Hardly anybody. So it is, huge cost in the face off either losing livelihood or get, taking unpaid leave. That is a major challenge. And of course, we know people who sell their land, who take huge loans, people, and other times. So I don't know. 



Sometimes I feel that um, in Tata hospital now, they have developed this philosophy over the last few years that if you have a child with metastatic cancer with less than 20% prognosis of actually getting cured, they don't put them on intensive chemotherapy. They just put them on metronomic therapy, tablets to take at home and you know, try to explain that either ways the child may live for maybe what, six months, one year, one and a half year. Might as well spend that time, money and energy being together, continuing as much normalcy as possible, rather than getting high dose chemo, febrile neutropenia, being sick in the hospital, away from home. So I think, we, when I was younger, I probably would have thought, No, if there's a 20% chance you should give that child that 20% chance. But I guess as you grow and you mature and you see more and more *inaudible* (12:28), you probably feel that, that is the rational way to go. Like, no. 



So I just lost a child two days ago, means when I was here, I got the message that we lost him, who was like stage four metastatic Ewing sarcoma came with a large chest wall tumour with multiple lung metastases. So much so, that when he was admitted he had to be ventilated. And then we gave him few of dose vincristine cyclophosphamide, the tumour shrunk. We could get him off the ventilator, did it. All the um, residents were mighty impressed. ‘Oh Madam gave one dose of chemo and the child is off the ventilator’. 



I told them that, you know, the chances of him getting cured are so low that instead of putting him on an intense Ewing sarcoma protocol, I'm going to give you this etoposide cyclophosphamide to go home, come once a month to see me. Yeah. Live well for six months, came back and then after it came back, he was still there for about two months and then he died this week. 



But I feel I did justice to the family by giving them that six months of good quality life, which they wouldn't have had if we put them on an intense protocol. So I guess you just, basically as a physician, as a doctor, first you have to come to terms with it. Then, like they said yesterday, you have to be convinced and then you can convince others.



That's right. Yeah. And then move on to the next question. So what do you think is a scope of palliative care in children with advanced cancer? 



Immense, immense. So, um, although we keep saying that paediatric oncology is all about trying to cure children. And you know, the aim is always cure in every child. We do know that when you have a child with stage four disease, some diseases, not all, like you have stage four Hodgkin's, you still have a 70% chance of being cured, uh, any other lymphoma for that matter. But when you have stage four Neuroblastoma, Ewing sarcoma, Rhabdomyosarcoma, relapse of any of these diseases when it comes back with lung metastasis, then the chance of cure is negligible, less than 10% and we've never seen our ten percent. 



I think at that, in such cases, it is very important to integrate palliative care right from day one. Because we were, I have, was in Tata hospital in 2002 2003, when when we used to have patients with relapsed A.L.L, we used to tell them ‘Abhi aur toh kuch nahi hai, aap yaha pe waqt mat guzaro. Ab ghar chale jao’. But what, when they go home, who will take, and that time whenever, I think Tata hospital also, the palliative care um, department, Dr Marian Buchanan, they started in 2002, 2001 2002 and that time it was just the beginning. So, not all our relapsed A.L.L.s were counselled or spoken to about palliative care before they were sent home. 



Of course, it’s been 20 years and things have changed. But I think it's very important because that sense of abandonment when they feel, when we say that, that look when the parents face that you are giving up on me and my child, it just breaks your heart. I mean, not, forget uh, bring emotion. It's just not fair, as a doctor, that is the moment when they need you the most. And we used to abandon them and say, go home. There's nothing more we can do, which is just not right. So I think it's very important that we should stay. And if the palliative care fee, a physician, palliative care team is part of the team from day one and that feeling of abandonment will not come as the new model says, you know, you gradually withdraw your curative attempts and like let the palliative care team take over completely 



Right. Thank you, madam. You just mentioned the word ‘Integrate’. So what do you mean by that? Can you just tell, uh, a bit more?



Yeah, so I think like when we have, like when I have a trained and worked in U.S., when a child is diagnosed with cancer, there is a family meeting. So you'll have the main oncology, like the paediatric oncologist who will lead the discussion and be there. You have the whole family, whoever they want from the family to be there. And from the treating team, we will have um, the social worker will be there. If the surgeon is involved in the case, the surgeon will be, the radiation oncologist will be there and the palliative care physician will be there. 



So on day one, the family knows these are all the people who will be taking care of my child. Then the involvement may vary at various time points and the amount of input they give, but everybody is recognized as my treating team. So, if palliative care gets integrated on day one and they know that this doctor will be taking care of some part of my child's treatment or my treatment, then they trust and they know that this is the way it's going to be done. 



Unlike if we say that we are your treating doctors and they don't see any palliative care physician and when things go wrong and you say, okay, now this doctor will take care of you. That is not integration. Integration is when they are, you know part of the team from day one. And I think that is what we should aim to achieve, with that is what I would aim to achieve in my new set up now.



Right. So it's important that they recognize this part of the... 



Yeah. From the day of diagnosis. 



Okay. Uh, you mentioned about a sense of abandonment among, uh, uh, families. Uh, especially when you tell about that there's no further options of treatment. How do you think palliative care can help that sense of abandonment?



Yes, because if we have palliative care, which is integrated, then even when things are not going right, which means either the disease progresses or never responds or even if patient is in remission for a year, and God forbid if the disease comes back, then and we know that now the curative therapy is really not going to work, so the primary oncologist starts withdrawing. Maybe will say, I will see you once in two months and the palliative care physician takes over. Then they don't feel that sense of ab.. or they don't feel that, you know, my doctor is giving up on me and giving me to somebody else because parent and families, they know they have been in the hospital for that whole year during treatment. 



They have seen the whole set up. They know what it means when palliative care takes over. So, uh, but if that palliative care physician is there from day one, then it's not a drastic change in the caretaker, in the, in the doctor taking care of you. So then that sense of abandonment doesn't come. But if that is not done that way, then definitely they fit however good your palliative care team may be. And over the next few days, months, they may in still hope and, but that feeling that this doctor gave up on me and put me in somebody else's care will always remain. 



Alright. Thank you, madam for that. Um, one other thing that you mentioned was you referral mainly in a relapsed setting. Uh, are there any other settings where you consider palliative care referral or is it always in the relapsed?



Uh no, so that is what I'm saying, that we used to do that in the relapse setting or this thing, but not anymore. Like now, in my new set up, when we start this thing, we will integrate it from day one. 



Okay. 



But there was a time when we used to think of palliative care either in the setting of relapse or in the setting of intractable pain because we all like to think that, Oh, I can manage pain in my patients, but when you can't, when you know you’ve tried, your first line, second line, and you feel this is difficult, this is beyond me, then we used to refer to pain management. But that is what we used to do. And definitely it is changing. And if we have access to good palliative care, it will change. 



Right. Yeah. Thank you, madam. And, so you just mentioned how palliative care impacts your practice. Are there any direct uh, impact of palliative care on the children and the parents or the family? 



Yes. Again, the same thing. So if a, so many times when we, uh, give the diagnosis and if it is advanced stage disease, at some subconscious level the parents are always, they always know that there is a possibility that my child will make it and there is a possibility that my child will not make it. Uh, over the time period, whatever it is, few months and all. They are always at some subconscious level preparing themselves for the eventuality that the child may not make it, but what they don't want is to see the child suffer. Okay. That the child should not be in pain. The child should not be *inaudible*(21:47), the child should not be uncomfortable, and any parent would want that, that, you know, the child should be as comfortable as possible. And if we can have good palliative care, which can ensure that, then I think that is true service to the patient. 



We can't cure anybody, but at least not, and we are not only talking of death, we're talking of life before death. That should be comfortable. Whether your child is getting better in terms of your scans or no, the child should be comfortable, the parents will be comfortable, and again, it will be the memory which will linger on. So if they've seen their child suffer, roll around in pain, *Inaudible*(22:29), gasping, then that is not something which we want the families to live with for the rest of their life. See, once we know that this child is going to die, the least we can do is, let them not have very unpleasant memories of that whole *inaudible*(22:44).



Okay, so uh, moving on to the next question. Can you describe one uh, your experiences of accessing the palliative care service or making a referral to palliative care service?



So…



For children with cancer.



So where ever I’ve worked earlier, like in Manipal when you were there, when I was in Mumbai, we always had trained palliative care physicians available. So, but somehow it was not a integrated system. And even I used to refer, I used to feel that, Oh, I can do most of the aspects of palliative care, which is needed. And I was to refer when I felt this is beyond me. This is something which I cannot control or *Inaudible*(23:34). Um, but I think now in my new setup, I will change. I will try to integrate it from day one. No, what was the question again? 



So, what was your experience…



Experience, ok…



Making a referral or accessing the service.



Ok. So uh, again, depending from place to place where I work, where we have had, um, very good, uh, palliative care physicians and not so good like average, one of the aspects which comes in, in private practice is, um, the cost because then it means another physician involved, his fees, his consultation and, uh, it also depends on how soon the family will get comfortable with that physician because, um, they are very, very comfortable with me. And I refer. 



And if that first interview doesn't go as well as the parents expected, then I've heard many times patients coming back and saying, Madam, we don't want that doctor, ma'am, you are there no, why do you want? We.. We don't need him. We are comfortable with you. So again, one is if that doctor had been as part of the team from day one, then it wouldn't have been an exercise of handing over or introducing a new person. It would have been part of the team. But if it is not part of the team, then when you introduce a new person, uh, and if they somehow something doesn't click in the first meeting, I've had many patients who've come back and said, man, do we really have to go back to him or her again? Madam you are there no, why do you want us to go there? 



So it is very important that, you know, maybe now retrospectively, I think instead of sending them, maybe I should have called the physician to sit in my chamber and had the first discussion when I facilitate that discussion on them getting to know each other. So this is just in retrospect that I'm thinking that, you know, if we can't do it from day one, and if we have to introduce it somewhere later, then instead of sending them, maybe call him and have me make that introduction *Inaudible*(25:43). This is where he'll help you. I'm always there, but some things he's better than me and you know, he will help you with these things better. So maybe next few times you see him and then come to me. So I think we have to go that extra mile to make that effort. 



Right. And how easy or difficult it was to access the services in your past?



So I was lucky that when I was in Manipal, you were there when I was in Mumbai, we had, uh, in most of the centres that I worked, uh, we had, uh, palliative care physicians. So accessing the palliative care services was not difficult, but probably, um, I was not integrating it at an early stage. And that is why the patients are finding it difficult. And we introduced it late. Is it something which you would like to change. 



No, ok. And what are the benefits that you have noticed when you have made that referral in terms of your practice?



So benefit is in multiple ways. One is of course, to the patient and the family because they get that expertise, which probably I was lacking, or I am still lacking. And that is lots that I have to learn in palliative care. Uh, second is even for me as the treating physician, it gives the chance of sharing the responsibility and the child was not doing, instead of being the sole, uh physician in charge, you get somebody else who will also be their doctor. And, uh, it always helps to share responsibility, especially when things are not, uh, going well. So it helps both. And of course, the expertise of that person in taking care of certain physical symptoms, uh, psychological issues definitely helps families.



Where there any challenges of making those referral? Were anything that you found difficult or challenging after you made a referral? One of the challenge you mentioned that they come back and *inaudible* (27:53). 



Yes. They come back because, um, you know, if you’ve developed trust over one year, it's difficult to develop that rapport in one meeting with another doctor. Second, of course, is the cost factor because the very first consultation, if they have to spend a lot of money, then the parents will think, is it really worth it? Do we need his services? What more is he going to over? Madam is good enough. Uh, so that is of course financial is one more thing. Uh, sometimes it may happen that, uh, the agenda that the palliative care physician sets on day with the patients maybe different from what I have been talking about.

 

So we may not be on the same page. And so the parents may feel confused. They are used to a certain style, which like my style of treatment and approach, and uh, that physician may have a different style. And, uh, and we have to understand that if we are making these references late, like, you know, when things are going wrong, then the parents are very, very vulnerable. They are at the lowest in terms of mood and this thing. So uh, it may be difficult for them to accept something new because so that definitely is. 



Right. Um…



Challenge.



You talked about different agendas. Uh, what agenda the paediatric oncologist has or just palliative care? 



Correct.



So just tell, little bit elaborate on that. 



So again, that is what uh, like in last few sessions we’ve talked about goals of care, like, you know, so I may be, um, talking to them about keeping the child comfortable and, uh, be in control. And, uh, with my background, basically as a paediatrician, we talk about, you know, keeping the child engaged so that they don't get bored so that they don't concentrate on their physical symptoms, you know, distraction, play therapy, music or whatever, along with the medical management and the drugs. And, uh, the diet. So I am very liberal in that, I don't, very rarely put very rigid restrictions. And if you meet a different doctor who talks in a little different way about all these things about, um, even the pain medication, uh, if you know, uh. So then that is the point where patients tend to get confused. 



So agenda means ultimate aim is the same of all doctors. The child should be comfortable. The child should not be in pain, the child... But the way we approach these things, the way we, uh, allow certain things or not allow certain things maybe different. So that again, helps if you sit in one or two common conferences where I hear what he's saying and he hears what I'm saying, then in our next meeting, which is separate, I will not, I will try to make an effort to not contradict him and he should try to make an effort to not contradict me so that patients don't get confused. But if he has not had those couple of common meetings where we have gauged what each other is saying, then in our individual meetings, we may say things which patients and families feel are contradictory.



Right.



So of course, if you work together as a team over years, then you achieve that. Then you don't need for individual patient to hear each other. Then you know that. Then he knows that, Oh, Dr. Anupama always says yes to this, this, this, no to this, this, this, and I know he says yes to this, so we try to work where we don't contradict each other, but if that is not there, then patients get confused.



Alright. You also spoke about shared responsibility. 



Yes. 



Just want little bit more. 



Oh that is a huge thing to me, that is huge because, um, whether you're working in a government set up or you're working in a private set up, ultimately, the parents, the family looks at you as their doctor, and it's a huge responsibility. And it's not something which is like in an acute cases like trauma or appendicitis, you know, it's a one week interaction. And uh, this is a very long association. So uh, when things are not going wrong, uh, right. And, uh, the pressure starts to build up. Then sharing the whole responsibility yourself sometimes becomes too much, and it's not that one patient or there are 30, 40 others like that. So sharing responsibility gives me as a person, as a thing, a lot of relief.



You know, you have somebody else who will take responsibility, who will take the onus of you know, because these patients need multiple sessions of counselling. And it is not like, I mean, I've seen in the U.S. where patients will sit with you for one hour and counsel and give everything, but, uh, once you are out of the room, patients go, don't go running behind them in corridors and then they don't go run, wait in the car park when they come to the car to ask one last question, which is not in our thing. 



Our this thing is the patients, are there all around and they don't hesitate to, you know, come up to you anywhere. And we are just society and also such that we will not say, Oh, this is not my consulting room. I can’t answer your questions. We do entertain them. So the responsibility of this becomes sometimes too much. It really drains you. So if you have someone who will share this responsibility, who will do half of your counselling for you, not for you, but you know as part of because he's also their patient. It definitely helps because all of oncology and paediatric oncology in particular can be very draining. It can take an emotional toll on you. So it does help. 



How do you handle those emotions? 



I think I just have learned over the years. I don't cry as much as I used to. I have, like yesterday, there was one girl who shared that, you know, one patient died and the mother cried and all the women started crying, and I had to do a lot of effort not to cry myself. But I have never done that effort. I have sat down and cried with umpteen families at the time of death, and I feel nobody should um, hold themselves back so much saying, no, I have to brave and I can’t cry. It's okay to cry. We are human. 



If you've been involved in the care of a child for so many months and the child dies, it is, there's nothing wrong in crying and it is not that we're sitting in crying and we're going to let it affect us the whole day that we can. We cry for a few minutes. It gives me closure. I hug the parents when I walk out of that room, I feel, okay I'm ready to face the next patient. If I don't do that, I will probably be, you know, suffocating my feelings. 



So of course I cry less now than I used to 10 years ago, but I don't think that any doctor should feel inadequate or inefficient or vague because they felt like crying or because they cried when the child died or a patient died. They don't have to be a child. It could be anybody. I mean, we are human after all. In fact, I remember one case where we had a small baby, one and a half, two and a half years old, malnourished, eight, nine kg with a large Wilms' tumour. So we gave four weeks of new adjourn chemo therapy. We got the tumour to shrink and the child was taken to the O.R. The surgeon probably was not that prepared because he had not really given that much time or thought to how he's going to handle the surgery if the baby was so small, the tumour was so big. 



I did the surgery and the patient died on table, so you know, probably tried to remove the tumour, burst some vessel, the baby just died on the spot. I cried. I just felt that, you know, this was an avoidable death, we could have just given some more weeks of chemo. We could have done something else. And not that ultimately whether the child would have lived or not is a different thing, but I didn't think the child deserve to die on table. So when the death was declared and the baby was moved to the ICU, just, you know, to complete the formalities and all that thing. I went to the uh, I ran to the ICU when they told me, and I was in tears, and not that I was sitting and crying, but I was moved to tears. And the surgeon was like, unmoved. I mean, I'm not saying the surgeon should cry, but I just felt that, uh. You just lost the child on the operating table and there is no expression on your face. No, maybe that is his way of dealing with it. 



But I feel if, death of a child, unexpected death of a child doesn't move you then what kind of a human are you? I'm not saying that you should cancel all the rest of his days surgery and sit and brood. But if you, I feel I'm human and I feel I'm a good doctor because I relate to patients because I can feel their pain, which doesn't mean that, you know, I should um, I don't know, I think that human, this thing has to be there. However harden we may be after seeing hundreds and thousands of patients, but if in certain situations you don't feel that emotional tug of a patient's suffering, then I think you should stop practicing medicine. 



That's very interesting.



Yeah.



Just the after thought. Do you think gender has a role to play in how we relate to the patient? Cause you've talked about being relatedness to the patient.



Probably it does. Um, I know. I'm not sure about that because we talk of gender bias nowadays and gender bias exists. I mean, you agree or no, it does exist and it exists everywhere across all professions. 



I’m just telling this because I've interviewed male paediatric oncologists and women paediatric. And there is a lot of differences in what I get. So, I’m just asking.



Probably yes. It does, it does make a difference. Being a woman, being a mother. Um, I just hope it makes me a better doctor. That's all. Hmm. It will affect, I mean, we are all human and we bring our human touch to everything that you do, whether it is taking care of patients, whether it is admin, whether you are talking of your role as head of department, whether you're talking about sanctioning leave for yourself. In everything we do, we bring our experiences. I mean, that is human nature, so I'm sure it does affect.



Right. So, uh, I'm asking the main question of this research. Uh, this one is what are your personal views about referring a child with advanced cancer to palliative care? 



So that's what I would say now, that in today, the stage at my career that I've come and all that I've learned, I would say that we should not wait for the child to have advanced cancer. We should refer the child on day one. If different, if they come with advanced cancer, but even if they don't come with advanced cancer, like suppose I have a good risk A.L.L. Okay. He has a what, 75 80% chance of being cured. I think even in the counselling or the first family meeting of that child. If we have a good palliative care team with us, if we are lucky to have, we should integrate them and have them involved right from day one. 



So the degree of role that they play, they may be very minuscule because if the child is not in pain and the child is with curative intent, they may just see them once in a while in the ward. But if the family knows that they are part of the treating team, it will definitely help. God forbid if they have a relapse or something goes wrong, or you may not even have a relapse. You may just have a bad complication when they need pain relief and they just need some extra help. So definitely we should refer every child. We benefit with curative intent and we should make palliative care team a part of the treating team, from day one. 



And how can we make it as a part? What kind of efforts would be needed?



Yeah so, the efforts needed would be huge. Because if you're in a high volume centre, then being a part of every patient's treatment will be a huge, uh, drain on the palliative care team also because they will also have over time, a lot of work to do. So that is a challenge. That is going to be a challenge that, uh, how does everybody to make time for every patient. I think that is something which will have to be worked out from case to case, centre to centre. And it will vary with time also. 



Yes. You mentioned many benefits of making a palliative care referral. Do you think there are any disadvantages of making a palliative care referral?



So again, that's what, the disadvantages would be there if we don't speak the same language, if we are not on the same page, and that may happen in a new setup in the first few cases. Maybe first few months, but over the, over a period of time, if the treating team and the palliative team work together and understand each other, understands each other's philosophy of managing patients and try to speak the same language, then there should be no disadvantage. 



Um, as a paediatric community, oncology community as a whole, or the doctors who are treating paediatric cancer, what are the things that would facilitate a referral, making referral? It may not be individual but I’m  just *inaudible* (42:14).



So uh, no, no, just tell me the question again. 



So what are the things, uh, among all the paediatric onco, that would facilitate them to make a referral?



So one is easy availability, easy access. 



Right.



So you know, if you're part of being in the same, um, same OPD, same this thing, then this thing. So, um, access in terms of, um, place and time. So the patient should not be able to, should not have to come on a separate day, just to see them, should not have to go to a different building, just to see them. So, you know, there being available in terms of time and space in the same this thing. And the second thing would be cost. So if patients have to shell out more money because they have to see them, that becomes a deterrent, that hinders access. So if that is built into the whole, like if it is uh, if the everything is paid for and that palliative care team and that it should be integrated so that patients don't feel that they are having to pay separately for something where they start thinking. Do I need this? Do or should I be spending on this? Or should I be spending that much money on buying good food for my child? So availability in terms of time, space and the finances that they need to this thing.



Do you think there are factors that may hinder a referral?



Yes. 



What are the things that could hinder making a referral? Or maybe barriers for making a referral. 



So again, these are the three things that if the access is not good, like the earlier place where I was working, the palliative care physician would come twice a week, three to five. My OPDs would be ten to two. So then I was to tell them that, you know, that this doctor is going to come at three, somebody who's come at 11 in the morning, so you have to wait for him. So that is a hind-, nobody wants to wait for five hours to meet somebody who they don't know what he really is going to offer. So availability in terms of time and space and the finances, if they feel the…



Apart from this, these three, any other barriers are there for making or going for palliative care referral. If I may, provider point of view, healthcare or from a patient family point of view. Do you think there are any other barriers? 



So, one barrier could be the, I don't know whether that is the right one though. The connotation of going to this thing, you know that if the whole environment or this thing of the hospital is that when you are sent to palliative care, it means nothing more can be done for you. So if that has been the, um, way the palliative care is being perceived by other patients because all our patients sit in the waiting area together. They chat with each other, they interact with each other. So if the connotation of sending to palliative care means that it is end of life, end of the road, then that may, can become a barrier. Like, you know…



So, the what people perceive. 



Yes. 



As palliative care…



Yes, yes. If they perceive it as end of life or you know, when nothing curative can be done, they send you to palliative care, then it's like becoming a stigma. Oh, now you have been sent to palliative care, means ‘khatham’. End of the road. That way. 



Can I ask you, little bit speak about palliative care and stigma because it is mentioned.



Yeah, so again, I didn't want to use the word stigma, but, uh, the connotation that is what I meant because I know that from some patient, I may be wrong, that in Tata hospital, like when they are referred to palliative care, I think on that blue file they have one small seal, which is palliative case. So this patient is now enrolled in palliative care, but I have had one or two patient, from some patients heard, that you know, once that thing comes, patients start losing hope. They feel, Oh, now that patient is referred to palliative care, he's not going to get cured.



Symbolism. 



Yes, symbolism. Not stigma, but symbolism. So…



Uh, so you mentioned that, uh, two things. One is in the relapsed setting, but you also mentioned that as early as possible.



Yes.



Referral has to. Are there any situations that you would not consider referring to palliative care? 



So right now in my practice, I would probably not refer non-malignant patients because I don't see non-malignant patients whom I see are not…



But very, *Inaudible*(46:54) cancer set up



Within the cancer set up uh, I really can't think of anything that uh…



Alright, okay. So I'm just coming to end, almost end of my interview, so can you think of or recall, uh, one memorable experience of making a palliative care referral which you just stuck to your mind or it’s there in your mind? 



So actually, if I have to be very honest, it is that experience with you. I don't know whether you remember. This was a teenage boy around maybe 14 to 17 years of age with a relapse sarcoma of some kind with lung metastasis and who was in severe pain. And, uh. I don't think he was that *inaudible*(47:42), but it was the pain, which was more, but of course his disease was far advanced. As far as we could prognosticate, it would have been a couple of weeks. And, uh, he was in severe pain and the parents were just saying doctor do anything but just end the pain, you know, we know that he doesn't have much time to live, but we just cannot stand him suffering so much. And you had put him on a midazolam and, um, what is it? Midazolam with uh…



Morphine.



Morphine midazolam, uh, drip. And then within hours he was very peaceful and I think he passed away after about uh, 30 36 hours of starting the drip. But the family was so grateful and I remember that I was thinking that, you know, uh, anytime the child is in so much pain, we should, I should be able to do this. Like, you know, again, it is not euthanasia, but it is definitely palliative sedation, which gives relief and comfort to everybody, not the patient, the parents, the nursing team, the doctors. Everybody feels that yes, at least we would let him sleep peacefully before he died. 



And why was that experience memorable for you? Why did you remember that? 



Because I think, because it was the first time that um, I had that kind of experience where you help somebody to go into deep sleep, not being pain, where the family can sit, hold the hand, and you know, we reassured that your child is comfortable, knowing fully well that he is going to die. So at that point, it really doesn't matter whether he dies today or he dies next week. What is important is that you relieved him of his pain. Uh, I will never forget that and I will feel that you're not the day I can do that. When it's, you know, without having anybody else to aid me, I will feel complete as a physician. I think that it has left. That is something I will never forget for the rest of my life.



Can you narrate or recall a negative experience of making a palliative care.



Uh so the negative experiences are not so, like profound. They are basically the experiences where I have made the reference, the people have gone and met the physician. And very sorry to say that they've come back the next day and said, Madam, he came and he said a lot of good things, but he charged 7,000 rupees, we don’t want him. Hehehe, so that is very sad because that person and his team is very good and in the only way that patients are going to refuse the services is because they feel that the charges exorbitant, then I think it's a, it's a waste of that person's expertise and training that, you know, you have so much to offer, but because the charges are so much, patients don't want you just because they cannot afford you. That's really sad. 



Is that any other…



Uh…



Experience that you felt *Inaudible*(51:03-04)… 



My God…



Making referral.



Yeah. So there are times when, uh, again, as I said, um. See when patients have advanced disease, the patient, the families also know that death is eminent or it's few weeks or few months away and all, but it's the way you put it. It's way you say, again there is nothing really right and wrong. It is just uh, the human component of it, of how you talk, your body language of *inaudible*(51:31). And I've had one or two patients who have come and said, ki Doctor, we know that she's dying, but there is a way of saying it. And we didn't like the way he spoke. 



Alright.



So… I of course, I was not there. So I don't know what he spoke. Sometimes, maybe he didn't say anything back. It's just the way that they perceived it because maybe they are used to my style and his style was different. So not that he said anything wrong or objectionable, but, uh, patients didn't feel comfortable. 



So, uh, your felt it negative probably based on the family feedback. 



Yes, family feedback



Uh, that's very important. 



Yes, yes, yes. Because if the patient is going to go, the patient is going to go, but ultimately, as we, we, what we do in palliative care is take care of the whole family. So if they are going to be upset about the doctor, and then there’s 



That’s right.



And then to purpose is defeated. 



That’s right. Is there anything that I have not asked or discussed that you want to add to this discussion.



So again, I feel that when we talk about palliative care, it is not just the palliative care physician, this the palliative care team, because the palliative care physician, again, it's going to be a busy physician, so there is only so much time that he can give, but if there is a team that is a social worker, there's a nurse who speaks the same language, who understands and who's trained to this thing, then that will be far more helpful. 



So we need not just a palliative care physician, but we need good palliative care teams, which will you know, because that interaction is in the daytime, half an hour, one hour consultation, but the rest of the 23 hours, it's the team, the nurses, the social worker who may go and spend an hour later. So that whole team has to be trained. So, it cannot be abrupt. Like, you know, then they wait another three days later for his next visit and there is nothing in between, that should not happen. 



That’s right. Alright. So I end my interview here. Really thank you so much for…



Thank you.



The time.



-End of recording-
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So thank you Dr. Archana for agreeing uh, to be part of this research interview. And as I said earlier that I would be audio recording your interview. 



Ok.



So, um, first question is, can you talk about your work that is was managing children with cancer. 



Uh, I'm a paediatric hematoma oncologist and also like, uh, uh, usually we, uh, since both oncology, we will be dealing with both oncology and hematology patient. Usually, our daily routine is to, morning first thing we see on the admitted patient, there who are like children who are admitted for induction chemotherapy and those who are admitted for other supportive management in the ward. And then, after the ward rounds, we'll be starting our OPD and we'll be seeing the patient on like, those will come for day care chemotherapy for the next day admission we’ll see. And also we have some, uh, um, academic sessions for the residents, for the residents. We take teaching classes and before signing off we will again have ward rounds, who are admitted, we’ll see all the patients and we’ll sign on the particular day. 



So that's your typical… 



Day to day…



Day to day looks like. So can you talk about some of the challenges that you see in your practice. 



Challenges in our practice is first of all, we are dealing with all the children. The first challenge is the breaking the news to the parents that child has cancer… because, uh, the parents are very emotionally, they get affected very emotionally at, with that breaking the bad news to them. And, uh, the next thing is, uh, uh, making them agree that they have to follow the child for long. They, the treatment is for long, all these things. That is the first challenge. Second challenge is dealing with the child. We, we will have small children they may not express anything. Like whether they are having pain, whether they are like having nausea, whether they feel like vomiting, all these things and certain children, we have adolescent, extreme, other extreme where you, it will be difficult for us, for us to tell them that you have such a gis.. disease and you need long-term treatment, you’ll need all these medicine which might have side effects. Uh, we'll have difficulty in explaining them. Um, these are the main first difficulties. 



Next as the treatment, uh, progresses, uh, the, there is like fatigue, fatigue for the parents to look after the sick child for long. Fatigue from the pa… child to there, the child will have some side effects, fever, all those things like child just want to go home, play with other children. Like they see some children going to school regularly because they won't be going to school, so they will get emotionally affected. That second, third is the fatigue. Fourth is, next thing is like, um, see the parents are here with the children and not only, uh, the treatment, they are very fatigue, in terms of finances also, uh, that also we should take care because most of, uh, our children, are admitted for very long period. So arranging the finances for them, that is also very difficult task for us. These are the main issues… 



Sorry.



Challenges. 



You mentioned uh, breaking bad news about the disease is very cha’, how are you managing that?



Uh, the personally how I manage that is like I, I in what? Like if child can understand, usually I first I talk to the parents. Uh, and the relatives, like here in India, it's all combined family, other than parents also there is grandmother, uncle, auntie, all these things. Like whatever the, all the relatives, I speak to them, I'll sit, I speak to them, I tell them by, I'll tell them to take the things stage by stage. Not to think about like if I explain them that the treatment is for two years, they are really worried that treatment is for two years. So I usually explain them stage by stage that your child is having this and we are going to confirm the diagnosis and in the next session, maybe the same day or the next day, we will tell them this is confirmed, but I usually start with the positive note that there is some treatment for that and slowly explain them the prognosis. 



The minute we tell there is some treatment, I think they are little relieved, but if I tell them even after treatment, the prognosis going to be 10% 20%, initially only I think it will be very difficult for them to take. And if I think uh, the child is going to be ha… like ha… going to have a very bad course or if the prognosis is very poor, uh, we will take a supportive palliative team also. In the last a few years, we have done that previously also, that like initially only will involve them, so that they can have better contact with them and they get famila… familiar, familiar with the whole team. 



Ok. So you said that, um, uh, offering some treatment is a form of hope for the families isn't it. So that is helpful?



Offering…



Because you said that there is some treatment that you, you said that when you're breaking the news, you always tell that there is some treatment…



Uh there is… Like so, if I, if I tell them there is some treatment, I think they, they can hold onto it like something. Otherwise, if nothing is there, your child is gonna…



Correct, correct.



Die with like, it could be some oral metronomic therapy. Like if something is given, the, I think maybe it is false hope for them, for at least we will buy some time, till we explain them actual prognosis. That is my opinion. 



So you just mentioned about involving palliative care initially. Can you just expand bit on that.



Um, suppose uh, we have a child with stage four metastatic, uh, C, um, cancer where you know that the prognosis is going to be 10% 5% and, but child is very symptomatic, like maybe having big abdominal distension, respiratory distress. We uh, we don't know why the child might, might require like, may not require, like child may not be a eligible candidate for curative therapy at that time because of a advanced cancer, poor general condition. In that time, we can involve, uh, we, we usually give reference or we will transfer the patient under palliative medicine so that, uh, they can talk to the parents regarding this and also give, give, uh symptomatic treatment to the child so that the quality of the child, uh, condition will improve. Like maybe giving pain medicines. I think that is most important than just uh, just counselling or giving some chemotherapy at that point when child is suffering. 



Thank you. And you said that, uh in patients that are advanced cancer, not eligible for treatment, you involve. What is the process of involvement? How, how have you involved them?



Uh, what we used to, do is like, uh, previously where I was working, there was a child psychologist, Dr. Riya, he, she was used to with us uh, with our rounds, during our rounds and OPD she is used to sit with us. And she is, used to be the first point of contact for the, the children who requests this type of kid. She used to talk to the parents. That is one. Next thing, we used to give a formal reference to the concerned physician that the second point of contact. And, um, the psych… child psychologist used to manage this, like from like used to give us the input that the parents are like, what is their emotional status? What is the childs need at that point? Like whether child wanted something, the siblings to, like, we had a child who had relapse, uh, leukaemia and the sibling was in hostel. The only wish for the child was to play with the sibling. That, we came to know through our psycho onco… like psychologist. So we made the parents, convince the parents that sibling has to come here so that they can spend some quality time with each other. 



Right.



So she was the main uh, the connect in our, this thing. 



So you mentioned about, one psychologist being part of your team…



Yes.



And who acted as a bridge between the, your team and the palliative care. 



Yes.



You, do you think it's important for a member of the palliative care team to be part of the paediatric oncology team? Will it help? 



I think it is going to help. Not only for the children who are, who are, who request uh, the support, that only supportive care and for the children who uh, who are on curative intent, like on chemotherapy or surgery, if the palliative medicine is inward from the beginning, I think it will be very helpful for us to explain the prognosis, make them understand things better.



Okay. Cool. So, uh, involve from the beginning. What do you mean by that? 



I think, um, uh, so we should make uh, this thing, like team uh, suppose a leukaemia patient comes to our clinic, diagnosis is done, child is admitted in the ward and we should have a checklist in which what all like teams to be involved, for example, that all the children request cardiac evaluation, so cardiac and also palliative, like that we should have a checklist and all these teams should be involved at that the time of diagnosis. So that they will have the, this thing, I think we should like, and um, and also like it has to be done like as a inpatient as like part of evaluation, so that I think the cost also we can cut down at that point like instead of sending to OPD, like individual doctor, if we send, that might also be a burden for our patient because they will have to be each and every one.



Okay, okay. 



Because most of our patients are from poor families or lower middle class families. 



Uh, you also mentioned about having a psychologist. Can you give an example of how uh, a child wanted to play with the sibling? 



Haan, sibling yeah.



Do you think that, uh, having a member of the palliative care team in the paediatric oncology, have… will help in exploring the concern, psychological concerns of the patient?



Hmm. I think, uh, the, the main thing here to understand the concern of the patient or the parents is the time. The time which we spend with them is the most important thing. Either the psychologist or the oncologist or the palliative medicine team, who can dedicate time to the parents and the children. I think if we dedicate that time, I think they get like they can uh, give their inputs, like what if their requirements from that, from their point of view. And they can tell us that. So definitely involving uh, palliative medicine, um, one member in our care from the beginning on regular basis is going to help.



Ok.



Not one point. I think the time is most important. Multiple contacts. 



Okay. 



And for at least a minimum of uh, 10 minutes is going to help, not one at uh, at the diagnosis. 



So you mentioned about uh, time and a member of palliative care team spending the time with the children and their family. Do you think it will help in the paediatric oncologists in their turn?



Definitely sir, it is gonna help.



How so?

 

Sir, actually it is two phases. What paediatric oncologist has to do, it has to be done. From our side, like if you have to explain the chemotherapy, how we are giving, I think it should be done by our self only. That cannot be replaced by somebody. It is additional time which is required to explore the other part of care. I think what, I think it is, it is gonna ease our work, but uh, it is not a replacement. 



Right.



Like we will have to have our own conversation with the patient, our own, we have to build our own rapport with them, sit with them, talk to them. That is gonna happen. Along with that, if the help comes, I think our like making the patient understand things will be very easy. 



Right. Now other thing, uh, the next question that I want to is, what do you feel about the scope of palliative care or the role of palliative care in children with cancer or advanced cancer?



Um, their roles uh, theoretically I've read so far that they should be involved from the beginning. 



Your views, this is we are *Inaudible*(15:00)



But my vie, views, so far, what I have utilized is during the time where child is like, uh, like we know that his, he's not gonna make it and his state uh, he's in at the end stage of disease, like a whatever, like the relapse, uh, cancer, relapse leukaemia or post-transplant, those who are having grade four GVHD on multiple treatment still not improving. We know they have only few days left. At that point we have been utilised. Like we are using, utilising the palliative team support. Uh, the, my, my personal view should be like, is suppose if the patient is, we know, he's going to undergo certain, certain things, like he's going on undergo transplant for the relapse leukaemia, at least at the point of like starting the treatment, like transplant is like from day after, at least one or two day before and after that weekly at least we should involve them see because it is a process for like one to two months, so that it is a long state. In that case, regular is regular visits and visits is required, sir.



Okay. And, uh, you mentioned about pre transplant, involving. How it will help the patient and the families involving palliative care?



Sir, transplant is going to be a very like a tedious thing for the child and the family also because they are in closed room for uh, at least four weeks and they're gonna have multiple regime related toxicities, like going to have lots of pain requiring like infusion of morphine, all those things. I think if they tell, if we tell them initially only these are the certain complication, which is gonna happen and they require this treatment, and if the consultant knows already the patient, I think when the complication happens, when they come to see for pain or helping them, I think it will be very useful. 



It’s like, If a doctor whom I know, has come to help me, I think they'll be more, uh, like, uh, more comfortable with that thing because four weeks will be very valuable for themselves, like the family and the child, whoever is undergoing. And especially if they starts having loose to fever and all, like they'll be really homesick and just, they just, they want to run from that, for that room, they’re like that. 



So you mentioned about scope of palliative care and transplant setting and also in patients who are not going to make it or end stage. Are there any other situation, where there is scope of palliative care in paediatric oncology practice?



Actually each and every patient it, it does require sir, because uh, like it is, like the supportive care is like, is a part and parcel of the treatment. Even the child who is undergoing A.L.L. treatment, we have, we would have explained them the prognosis. We would have told them it is very good. 80% chance that your child is gonna make it. Okay. And during that, child can have up and down course, like can have severe sepsis. Anything can go wrong at that time and can get multiple hospital admission. At all this time, the supportive care is required. Like maybe for the pain, maybe during sepsis, anything can go wrong. At that time if other team is already involved, I think it will be very easy for us, the paediatric oncologist to explain the parents and uh, take the decision at that point. 



What do you mean by supportive care being required during treatment? *Inaudible*(19:12) question.



So supportive care in the sense uh, what I meant was one is, uh, mainly the complication which happens during the treatment for which the child needs admission, antibiotics or further supportive care, like the child might go on to the ventilators and can happen treatment related mortality also can happen. I think if the team is already with us, I think it will be very easy for us to explain things and make them more…



Ok.



Comfortable.



Right. And, uh, uh, uh, going to the next question. So you have been, uh, making the reference to palliative care. So what has been your experience of making a referral or accessing palliative care services?



Sir, experiences like, uh, uh many of the things we try to explain the parents, like especially if we know that the intent of treatment is not cure, at that time explaining a parent is very difficult and once we have involved the palliative team, after that, we have felt that parents have understood it better and their aim is changed. Few patients like, uh, my experience with one child, uh, he's a relapsed A.L.L. who was like uh, post transplant, again he relapsed. So mother be, like, she didn't even believe that he relapsed after transplant. And once we explained her like, this has happened, then she is like, she’s refused everything and she wanted second transplant. 



And doing a second transplant in a child who is having full fledged disease will be, we know that he's gonna die. Like treatment related mortality or if we leave also, at least to reduce the suffering uh, then we involve the palliative team and uh, they explain the mother regarding the things, everything. Then mother accepted. Though they stayed in hospital for more than 20, 25 days, but mother was with the child and she accepted, slowly. And like that it will help us, like in, explaining them, making them understand. 



So you use the word understood it better. What do you mean by that?



Sir, understood it better, I think it was the time with they gave and the way they explained uh, mother could understand that. I think the most important was the time. We used to tell her that the disease has come back like that, that she couldn't accept that even after transplant, the disease came back.



Correct.



But, when they spent time with her and explained her with her husband, she could understand it better. 



Ok.



I think the time, which is very important, I think that we didn't give.



You also mentioned that they were able to accept it better, can you explain it better.



Uh, accept it better in the sense, sir uh, they accepted that, that the cure is not the intent now and we need to, actually that patient wanted to go out, eat gobi manchury. That was his wish actually, because whole of transplant, uh, uh, the child was not given any outside food, so they had not eaten. The mother was telling we didn't even take him out. Like then they, once they accepted, they like accepted in the sense that he's not gonna make it for long and took him out for dinner, like that they accepted what is like. What is gonna  happen. So he's, they started fulfilling his wishes, all those things. That, that gave a uh, impression that they've accepted and they're trying to keep the child as comfortable as possible, fulfil all his wishes. That, that is what my meaning of acceptance, that.



Right. So, um. I ask uh, how easy or difficult it was to access by palliative care services?



Sir, we didn’t have complete palliative care team. We had one pain uh, clinician, and the geriatric and child psychologist. They used to run the palliative care. Uh, they used to give the references, They used to see, like if pain management as required, we had to call the clinician. Then if we had to counsel the parents and this thing, then we had to call multiple person. Only good thing was like for all these things, we had two beds, like those who are admitted for end of life care and all, two rooms were like was kept for that, which was designed very well so that multiple attendance could stay and all. That was good. Only thing coordinating was little difficult…



Coordination was very challenging.



Difficult.



So what were some of the highlights of making the referral? What were the positive that you saw in the, when you made the referral?



Positive thing was like once we called them, the clinicians were actually quick to respond. They used to come, tell us what is to be done now and what all things we have to do from our side to make them comfortable and other positive thing as I've already mentioned, the infrastructure for this, uh, care was good like, especially for the end of like life care, the *Inaudible*(25:13) they had given us, all those things. That was a second positive thing. Uh, third thing is like, I think they took a big role in deciding what is to be done for the child at that moment. They could talk to the parents and decide whether to keep him in hospital, take him home, what all medicines to be prescribed at that time, if they're going home. I think they took a very big role in deciding the mode of care at the, where it has to be delivered, all those things. 



That was the most positive things, which we couldn't do. We, see we cannot, like, it was very difficult to tell them, okay, like we didn't know how to tell them. If a child is not going to like, make it, you can take the child home like that. We couldn't tell, but they spoke to them, made them understand. They gave, uh, options. They gave options and so that, like, we used to be there with them. Like one of the resident was compulsorily, we used to sit for the uh, counselling sessions. So they used to explain really. Those are the three positive points.



Right. So, uh, one was quick to response… 



Yes. Second, infrastructure was good. 



And decision…



Third thing decision, they helped a lot in decision making.



Decision making, that was. Right. And you also mentioned, uh, coordinating between the teams were challenging. Can you just explain?



Coordinating between the teams were like, as I told you, like it was like the pain is managed by one person and the counselling is done by one person. Two, two between the two. So like it was not comprehensive. We had to call, though they were quick to respond, we had to call this person or this person, like they will advise, okay, we can give them some, midaz infusion, or morphine. Then we had to call the other person, come and write the order for us. Like that, that was a little difficult because it was not a, like palliative medicine…



Team.



Team. It was, they were not working together. They were individual people, so individual doctors, so we had to coordinate between them. 



So, uh, you mentioned about team and working together. Do think, does it play a role in you making it referral or not making a referral? 



I think if it was a team, I think number of references would have increased and it would have decreased our like, like whatever difficulties in referral. 



Right, okay. And were there any shortcomings or negatives of making a palliative care?



A negative thing is one is first thing is like, uh, if they, in wa, if we, I don't have personal experience regarding the negative things, but what I'm thinking, I'm telling you sir. Like if we involve the palliative team, the concept in most of the people who can listen, like listen the palliative, they think, oh you think doctor is not thinking in terms of cure. They are asking the palliative team to see. They might think like that. I don't know. The no... none of them have come and told like that, that you are involving the palliative, what is your intent to, intent like that they, no one has asked. They might think like that. That is the only thing I don't know. 



So who are they?



They is the patient. 



Patients and their family…



Family.



So they think what…



They might think, that is, sir it is, I don't know whether to tell or not. 



No, tell.



It is my own experience, when my grandfather was, uh, having CA Lung when I was doing MBBS, where I didn't have any idea of palliative care, when they told palliat’ he, when he was being treated, it was palliative reference, like minute, like I thought it's like, are they going for this thing like that. Myself…



What do you think, that this means what?



I was thinking like, palliative means uh, I used to think like are they planning for like, is he going to express soon and are they going to make him, giving medicine to make him more comfortable. Like that I had thoughts at that time. I was in third year MBBS that time.



So, so uh…



So because I was thinking like that at that time, where I didn't had knowledge of palliative medicine. I think the patient also might think like that…



Do you think…



And we should tell them clearly, it is, it is a continuous care, where they are the part of our team, they're gonna to help them in each and every step.



Okay. So, uh, just, uh, going back to you, what to said is about intent, uh, people may think your intent has changed when you make an effort to palliative care. 



Haan, might think as I was thinking when I was. 



Okay, so what exactly can it, can you expand a bit more, what do you mean by change of intent.



Change of Intents are we, the patient will be thinking is, we have come to a doctor, my child has cancer, but doctor has still told there is treatment, with that treatment and my child is gonna be okay, gonna to go to school and live long. That is their intent. I think once the palliating term comes and which, they cannot understand this. They may not think anything else. If they can understand in a wrong way the term, how I understood in the class, they think, okay, doctor is not sure. With this treatment also they are involving the palliative team means, I think there is, something gonna go, go wrong, and my child may not survive.



Okay. So uh, you also mentioned that referral to palliative care may have a perception among patients and families that they are going to die soon.



That is one…



So that can you expand bit more on that, what the statement that you made. That's what, what you felt.



Haan, that’s what what I felt sir really.



So you think that other also maybe…



Maybe feeling that that, that is the only negative thing what I think like, uh, only negative thing of involving the palliative team from the beginning. Those who cannot understand sir, they are so many patient, they don't understand we are calling uh, calling the palliative if they, if you come and tell them also, they won't take it much into the brain or they don't think much. That is one category. One will understand very well, that it is a part of care. In between who, those who have some knowledge but they don't know exactly what it is might think like this, that the intent is change, like the doctor is not sure. And the, the child may not make it like that they can think. 



Okay. So that's the main question  of the research. Thing is that uh, uh, what are your personal views about referring a child with cancer to palliative care?



My personal view is uh, uh, the challenge, uh, I'm gonna refer are mainly, uh, first thing is like, uh, initially if the, my intent is palliation, yes, definitely I will refer them and during the treatment, the children who are going to require a lot of supportive support, like especially like *Inaudible*(33:26) induction, those who gonna have transplant, I'm gonna definitely refer them for palliative care from the beginning. And during the treatment any other patient who might think that they are gonna ha… request support, I'm going to refer them sir. These are the, like during the rest of the patient if required. 



Okay. So you mentioned about intent of your treatment. Is that a major factor that decides…



Actually, the major factor is each and every child requires from the beginning, the palliative reference.



Yeah, yeah, but intent of treatment, just *Inaudible*(34:09).



Yes sir, that I think definitely, it is, yes, each and every child request. Def’ ha… each and every child requests palliative medicine team of guidance, their support. Um, but if the intent is not cure and it's going to be difficult for parent, then definitely they should be involved. 



Def’, okay.



If our team doesn't have, if the facility doesn't have palliative medicine, support also, I think we have to call them, like refer them to the proper team, get them involved.



You also mentioned there *Inaudible*(34:49) if they require support from the beginning, so who are those people?  



Sir may, as I mentioned, we know the AML induction patient, AML patient, we know they're going to be like, they require all kind of support, like the require treatment. Then they required social support, financial support, emotional support, everything, because the treatment, course is going to be very bad for them usually. For them or I think from the beginning, we need to have palliative team support and also for the transplants. This usually a transplant are the elective ones, we don't. So since it is a elective procedure, they have to be involved from the beginning.



Okay.



That actually, we were not doing previously where I was working. Uh, but, uh, uh, I felt if the team was involved from the beginning, co-or… this coordination was, would have been very good. 



So, uh, uh, what are the things according to facilitate making a referral, of your thinking.



One thing is, as I already mentioned, we should have a checklist. Like when the patient is diagnosed, what are things he has to undergo like, uh, he has to uh, this set of blood test he has to undergo. Then these are the, uh, referrals we have to make, like whatever fitness kind of thing. Like certain cancers request uh, hearing checkups, certain cancers request, cardiology in, like that, in that the palliative medicine also should be there. That will like, give us like one standard protocol. That, so that all the patients are *Inaudible*(36:41). 



So one of the first (36:43) part is the checklist…



Checklist, what we need.

 

What are the other that would facilitate making a referral?



Next thing is involving the team member in our rounds and OPD. On regular, not, maybe not, may not be daily, at least, uh, every 15, 2 weeks, once like that. 



Okay. Right. 



That also will help the patient, also facilitate our regular referral to the team. Like if you have missed any patient, they can be more.



Any other things that would facilitate a referral happening from the paediatric oncology side to palliative care?



Obviously knowledge and all the paediatric oncologist, which is very important. I think, uh, they should have some training from the beginning. Training back should be in the curriculum of training. That also, that I think the first point. Knowledge and after that, having as a part of our SOP and involving the team in our regular rounds or OPD on regular intervals, maybe once in two weeks or four weeks. That will facilitate.



Facilitate. Okay. So can you just explain bit more about knowledge of palliative care among paediatric oncology. 



Haan sir, sir knowledge like I have seen uh, where I was working, we didn't have a palliative team. And I can see the change now where I'm working at present. Like we have it good palliative team care. So that, uh, we have few patient, like especially one patient last week, which we could manage very easily. Like though, he came on Satur… Sunday in the afternoon, with like, almost for the end of life care. We could coordinate easily and parents were also comfortable through *Inaudible*(38:55) hospital. And uh, actually father came the next day and he informed and went, though child died at night. Like he couldn't talk to us in the night, but next day morning he came, he informed and *Inaudible*(39:11), okay, like it is managed well, like that. I think that change I have seen in the importance of palliative care. Which…



Knowledge. 



Knowledge.



Among the oncologists. 



Oncologist.



You also mentioned about being part of the curriculum. How do you think? You can explain bit more.



Sir, that is why I'm thinking that it's like I didn't have that during my training. I think it would have been there means, it would’ve, like I would have managed certain patient in a better way than what, how I have managed.



Alright.



That is what like, which we didn't have. Like we had, like for example, we had during our training, had one month of lab postings, where we used to learn all the lab things, like under the microscope. Like that, if they give us some time, exclusively in the palliative medicine, where we can see the patient on OPD basis, participating in family counselling and counselling, everything, I think my knowledge will improve and again that will facilitate the referral to the paediatric oncologist, sorry palliative care medicine team.



You also mentioned about father coming back next day and talking and giving you feedback on how the care… Do you think that's an important factor that would influence your future referral?



Sure sir, that is. 



Why so?



Sir uh, now I have a satisfaction that parents are feeling comfortable and they're coming and giving us the feedback. That means that, that I didn't have, that experience I didn't have previously. 



Previously, okay.



Now I have means that it has improved.



That’s right. Okay, thank you. Are there any factor that hinder making a palliative care referral?



If you don't have knowledge, that is the most important thing. And then uh, team is not, well formed team is not ready, again, we are not sure whether to give them referral or not. And uh, those are the main things sir. Lack of knowledge is the main thing which can hinder the referrals to the palliative team. 



Are there any other factors that you can think of.



I think it should, if rest, everything is all affordable care uh, I think 



This should…



There should not be any problem other than that sir. 



Are there any situations, you told many situation that you consider referral. Are there any situations in your paediatric oncology practice that will not consider palliative care referral?



Sir, till now what we have done, most of the children, actually we are supposed to involve from the beginning. Most of the children, we think they are gonna do well, nothing is going to require. Most of the children we don't refer on like regular basis. I think, so many times we have considered sir, that it is not required, we won't refer them for most of the children. When it becomes difficult for us, I think we have referred at that time, like in the past experience. 



So if the, if the child… 



In situation…



Is generally doing well…



We don’t…



You don’t refer.



Yeah, but when we think it's going to be difficult for us and the parents and the child…



Then you, then you consider.



 Haan, most of the time the reference happen in such scenarios, not in the regular.  



So, if…



Not in regular basis.



If any child is generally doing well, you don’t think. But at the same time, you thought that they should be referred early.



Referred. That’s why I think we should have that checklist so that most of the time…



As protocol.



It should be like protocol right, like in the protocol.



So checklist can trigger you to…



Yes, when we see that, at least it has to be…



Okay.



I think re-enforcement that is. 



Okay. Can you think of or recollect a memorable experience of making a palliative care referral which is there in your memory that you made it, felt really good about it. 



Sir this is the one I've already mentioned, this kid this uh, relapsed A.L.L. who underwent transplant and he had a very, very bad uh, *Inaudible*(43:44) GVHD and uh, viral infections. And he was on respiratory support. We know it is difficult, but, uh, the, the child was, only thing the child wanted, was play with his sibling, that we never realized. After involving the palliative team, after talking to the parents, everything, the child and they came to know that, we came to know that he wants his sibling to be around. So the, we made the sibling come and sibling was there for at least 24 hours with them. Then he had to be intubated and all. Then uh, then finally he didn't make it, but he was okay. At least few hours he could spend with the sister.



Okay.



I think that, like mother, they are also like, the parents, uh, work from some other country and um,  child had to flew, like have had to take a flight and come back and all. And then they were telling, I think he was just waiting for the sisters, sister to come and after that, after within I think 48 hours he expired. So I think that made the family very happy. Happy in the sense, comfortable. And, um, all of them after one month also, they came, they met us, spoke to us, and then they were like, whatever they are going to do now, what are their plans in the future, everything they shared with us after one month. One thing that...



What was memorable for you?



I think I was involved in his case from the beginning. The childs care. though I used to talk to him every day, but I couldn't realize that his priority was this. But with the palliative team involved met, what is actual priority, we came to know…



So you identified the priority.



Like haan, Superman was his hero. So we got, we told them to get some Superman toys, all those things. I don't think so. That made much difference to him. The sister being there with him was the most important thing. So that we could realize with the involvement of the palliative…



Palliative team. Is there uh, negative experience of making a palliative care referral that you *Inaudible*(46:20)



Negative…



Which you can think of… you can’t think of. Okay.



The only thing, one incidence was there where we took the palliative like child psychologist opinion, the child was in fact the BMT uh, where no relatives are alert. Um, and they suggested that better to shift him to the regular ward so that the relatives can come with the father, mother, grandmother, every time. And uh, so we were preparing to shift, uh, then they thought like, you're shifting the child because you wanted the BMT room to be free for the next patient. Like that they asked. 



Okay.



I think that is not a negative experience. That day I felt like I had to explain them, it was not because of that. 



Just miscommunication.



Haan, just miscommunication and understanding. 



Yeah.



That’s all. Other than that. 



That’s…



I don’t think there anything. That, that moment they felt very bad that they're shifting us because the child is sick, not gonna make it like that they thought, but our intention was the palliative team, he suggested because let the family be there with the child. That was his intention. I think that was just a misunderstanding. It's not a negative experience.



 Okay.



Other than that uh… no sir.



Okay, thank you so much. So is there anything else you want to add that we haven't discussed right now?



No sir.



Thank you so much for the time and the interview last for forty eight minutes 



Okay.



And going to stop.



With proper team so far sir.



-End of recording-
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-Start of recording-



Today is 13th of July 2018. I am interviewing the participant 001. The participant has consented for audio recording.



Can we please talk about your work that involves managing children with cancer? 



I'm a pediatric oncologist. So, I see children with cancer. Most common is leukemias and the second one is lymphomas and brain tumors. So, I come every day and do the rounds sit in the OPD and go home.

 

So, what exactly happens when the child comes to you?



When the child comes in for the first time, hmmm, they come with a suspicion of cancer or sometimes they are not expecting it and it's a surprise. (have a suspicion of cancer during the first visit) (surprised as not expecting to have cancer)



So first we do the relevant investigations which is a blood smear or scan or whatever is required and then… (conduct required investigations)



but initially we only tell them that we are suspecting malignancy and we are doing investigations towards that, (at first communicate as confirming the suspicion of malignancy)



 so that a warning shot is already fired (smiles) (give an indication)



and they are prepared for the news (to prepare)



and ones we confirm the diagnosis, we will do a biopsy or bone marrow, whatever is required. Once the diagnosis is confirmed then we break the news that it is confirmed as a malignancy and what the treatment is what the prognosis is, what the cure rates are, what the side effects is and then the children start the treatment. (information about diagnosis communicated after thorough investigation) (information about prognosis, treatment and toxicities are communicated before commencing treatment)



You mentioned that they come with not expecting or usually it's a surprise, can we talk about it? 



Okay. Sometimes they come with a different complaint where they have not suspected a malignancy. 

(sometimes present with a complaint not suspicious of malignancy)



And sometimes they are already picked up by somebody and then referred. (sometimes already diagnosed)



In children who are like where they have come with some complaint without a suspicion of malignancy, I think the first thing is once you get the first test which raises your doubt then only we start preparing them like, how this result has come back as abnormal and one of the reasons that is possible is because of this malignancy. (if initial tests points towards malignancy… start preparing the family)



See we need to do the test which would be most of the times…a particular test information, so that they are prepared initially itself that what we are investigating for the malignancy. (inform the family that tests are done to confirm the diagnosis) (helps them to be prepared)



If it doesn't turn out to be a malignancy, they are quite relieved (family is relieved if the tests do not show malignancy)



but most of the times in the suspected malignancy it turns out to be a malignancy. (often it turns out to be malignancy)



Sometimes the answer may be obvious, but we still want a confirmatory diagnosis if the count is very high like two lakh count and you know, there's not much of differential diagnosis is there but still we don't have a confirmatory diagnosis and although we are sure we say that, No, we are suspecting malignancy. We are going to run some tests. That gives them time to digest the information.  (even when the diagnosis of malignancy is apparent confirmatory tests are done to prove it) (inform the family that tests are done to confirm the diagnosis) (helps them to be prepared)



Can we please talk about your experience of working in the field of pediatric cancer? 



Well, it's actually quite rewarding because unlike adults we cure. (rewarding experience as children with cancer get cured)



Most of the children not all but majority of the children. So, it's much more rewarding doing a pediatric oncology. (most of the children get cured)



And also, you get to know the families because it's a long-drawn process not one consultation. Uh, so you get to know the families you get to know the children and so on. So, it's different from the other specialties. (get to know the families) (prolonged care)



You said it is a long-drawn process. Can you describe more about it?



For families it's always a bad thing, especially if they're coming from different places or where they have to travel. The long-drawn treatment makes it difficult because minimum they will have to stay here for six months or something. There is lot of traveling involved, that way it is bad for the patient. It is good in that you get time to know the family and have knowledge. So, there is much more better understanding between the doctor and the patient. (families have to travel a lot for treatment) (prolonged periods of living at a different place for treatment) (get to know the families) (prolonged care) (bonding between doctor and the patient)



You mentioned that knowing the families has been helpful, Can you please elaborate it further? 



Definitely. I think you are at a much more personal level rather than I mean even if it is all professional, even then you know the family, (get to know the families)



you know the names, (know the names)



you know what they are doing and how it is affecting them. (know what they are doing and know how illness is impacting them)



Even where there are short treatment periods when they come for their complaints, you just do not manage the complaint and whatever the disease is. In oncology you get to know the full family and is not just the mother and father, you know, some relatives initially, the people that come and go. So, by the end of the treatment you almost know every one inside out. (treatment is not limited to managing complaints) (get to know the families)



It is really helpful when you are counseling and the first counselling is difficult then you later know, you know exactly what are the issues are. (getting to know families and their issues helps in counseling)



Can we please talk about some challenges that you face in your practice? 



Well managing a child with advanced cancer …I think in Indian setting like in any other setting first, the parents are very upset. (parents are very upset with cancer diagnosis)



I think it is even for the completely curable cancers. Once you tell them it's a cancer, they are in shock, denial and all those things… and convincing them… and then there is a phase of like…is there any point in treating… even for curable cancers… (even in curable cancers parents are upset) (react to the information in the form of shock and denial) (family unsure about benefit of treatment)



when you are looking at an advanced cancer with a poor prognosis and all of them becomes exaggerated and not only that they are upset and there is this element of what's the point of treating?

(reactions are exaggerated in advanced cancer with poor prognosis) (family unsure about benefit of treatment)



Okay, and then and again the financial and economics comes into play. (family finances influence treatment decision making)



They ask for hundred percent guarantee when we say nothing has got hundred percent here. (family asks for guaranteed outcomes of treatment)



You are telling them it's bad prognosis when percentages are like very low 20% to 30% then it becomes very upsetting for them that they are going to put in a lot of effort, spend and still the prognosis may be bad and they are stuck between whether to do it or not do it. (communication of low treatment outcomes is upsetting for families) (families have to spend and put in effort for treatment) (family unsure about treatment decision making)



I think it is one of the challenges as a doctor you want to do it because even if there is a 10 percent chance you want to try it and see, (doctor would like to treat even when there are low outcomes)



but from the parent’s point of view, even though they came around to that line of thinking initially. There's a lot of uh, which they have to think about whether to continue treatment or not. I think that's one of the biggest challenges. (parents find it challenging to make treatment decisions when outcomes of treatment are poor) 



You mentioned parents become very upset. Can we talk about it? 



The first thing is to acknowledge that they are upset and I think showing them hope is okay. 

(acknowledge the emotions) (fine to give hope)



That means you have to tell that it is cancer, but there is treatment and it may be curable. 

(communicate the diagnosis of cancer also communicate that it is curable)



I think that's like channeling that upset into purposeful energy. So, I tell them, Yes, you have got upset but there's no point sitting upset, you will have to do this. Just let us start the treatment. So, I think that's what takes their mind of upset because they have got something to do. (channeling the upset emotions to positivity by assigning the task of treatment) (having something to do takes their mind away from negative emotions)



You mentioned parents ask you what’s the point of treating. Can you please explain that? 



The bottom line is painting the true picture, not very bad, not very good, but to tell them what are the percentages (providing the right information)



what it means because sometimes the most misunderstanding is when you tell the person is 30 percent or something. They think okay. The tumor will come down by 70% and 30% will remain. They don't understand that what I am meaning. So, I clearly telling them what I mean by 30% is like if I treat ten children completely only three will get well. (clear communications to clarify any misunderstandings)



And so that gives some hope that it is not completely lost. So then just let us let us pray and hope that my child is in one of those three. (fostering hope)



Even in the poor prognosis situation it is like all or none phenomenon, some children are completely cured. (even in poor prognosis situation children may be cured)



Okay. So, presenting that data is like explaining to them what prognosis means…not everybody is going to die. (poor prognosis means not everyone is going to die)



There is still hope that a small percentage will live. Yes. It is a small percentage, but there is a chance that your child may be in that small percentage. (small percentage that child may live and hope that child might belong to the small percentage group)



You have mentioned few family specific challenges are there any child specific challenges that you would like to discuss?



The child specific are…one good thing is children cope much better than adults. (children cope better than adults)



They are not understanding what's happening. (children do not understand what is happening)



Whatever is happening cancer doesn’t mean anything to them. (whatever is happening may not mean anything to children)



It's like they're more worried about the blood test that you are going to do or poking rather than what is going to happen in five years’ time, they don't understand the gravity of the situation. They refuse medications or spit the medications out. (children are more worried about the immediate things happening to them rather than long term outcomes) (refuse medications)



So, there are age specific challenges but overall treating the child is much easier than adults. (treating children is easier than adults)



Less challenges because there is this whole lot of psychological components in adults that are not there.  (psychological aspects of care are less in children when compared to adults)



Especially in children less than 5 years, they are just more worried about the immediate problem rather than the overall long-term. (younger children are more worried about the immediate things happening to them rather than long term outcomes)



Challenge is a disadvantage. They don't understand the gravity of the situation of taking medicine or uh, see they take it as like once they are better than there's no need to take any medicines. (children not able to understand the seriousness of illness can be challenging)



It is quite upsetting for them that they don't know why it is being done. Once they improve a little bit that they are actually well, and feel that they are completely well. So is more difficult for them to accept that they are well, but something is being done to them. There's no explanation. Like we are saying we are trying to make you better. Like I'm already better isn't it. (children find it difficult to accept treatment not knowing why it is done and done when they are well)



In other situation like respiratory distress, they accept a little bit better because they are having a problem that is getting improved. And once the Improvement happens, whatever hurt is being done will stop. In oncology they come with some problems, symptoms improve and then they're actually well, but you're continuing the treatment. (children accept treatment when they are unwell) (children find it difficult to accept treatment when they are well)



The other extreme is the teenager. In the teenager because problem is again complex. (treating teenager is complicated)



Okay, uh, because the ones that are well, they understand everything, but do not want to do. (although teenagers understand they refuse)



The problem is once they have a hair loss then they don't want to go to school. They don't want to go to because the other children will make fun of them. (do not want to go to school when they lose hair) (fear ridicule from their peers)



Even if it doesn't happen they are afraid that that is going to happen. Even though they are fit to go to school. They don't go to school. (fear of losing hair prevents from going to school)



There is an element of overprotection from the parents also that is adding to not going to school. I clearly tell them to send the child to school now but still the child is kept at home. 

(parental overprotection prevents children going to school)



It is because one the parents overprotect and the other thing is the child doesn't want to go because there is no hair or there is line sticking out. (parents do not want child to be sent to school when there is a IV line)



This is especially in the school going children. In the older children like about 15 to 16, the main problem is the compliance. Um, they don't think I will get better. I don't like, oh I got cancer. I don't want to do anything. I don't care attitude. (compliance and attitudes of teenager towards cancer and treatment can be challenging)



Are there any other challenges apart from what you have mentioned that you would like to discuss?



I think the main problem…. Actually, in the Indian setting it is the finances it is the economic. (financial issues pose the major challenge)



Firstly, the treatment is costly and it is not one of off treatment. (cost of treatment and prolonged treatment)



So, it is emotionally draining and physically draining for the family. (emotional and physical drain)



The other thing is the uncertainty, one complication can happen as everything goes well, so you tell them the plan and this one complication will throw the entire plan out of the window. (uncertainties due to complications)



I think that's where the families find it very difficult to cope. (families find it difficult to cope)



A child comes in with like leukemia something then one severe infection, they are in the ICU, uh, not only the condition changes, the cost planning that they have planned goes for a toss. (development of a complication during treatment upsets the treatment cost planning) 



You mentioned few financial challenges, Can you please discuss it further?



I know but there's one thing good thing about this we can try to cut the costs. (treatment costs should be reduced)



Hospital will provide discounted treatment and the other way now is the crowdsourcing. I think the lot of patients are able to go on the crowdsourcing website and are able to raise funds for the treatment. (discounting treatment and crowd funding)



There are certain things that we can do where we can cut the antibiotics orally. Things like that can be done. And the other thing is the hospital giving some discounts and like that so that is how I think the financial parts are being managed. (minimizing antibiotic use) (hospital discounts) (managing finances)



Can you please describe your experience of referring or accessing palliative care?



I think I mean, I worked at setups where there was established palliative care. Even when I was in the setup where there was no palliative care in-house, there are always access to a palliative care, a good palliative care team. (worked with an established palliative care setup) (had access to a good palliative care team) 



So, I don't think there was any major hurdles in accessing the palliative care. (no major hurdles to palliative care access)



When we are talking about access, I would like to know how easy or difficult it was to refer to palliative care?



I think it was quite easy because well, when I was in ****** there was a good palliative care team in place. (had easy access to a good palliative care team)



It was easy to refer and when I moved to the next hospital, there was no in-house palliative care team.

(hospital palliative care team makes it easy to refer) 



So, most of our advice was through the phone, but when the patient was discharged and I handed over to the palliative care team. (received phone advice) (care transferred on discharge)



I see the palliative care team as like two things one is inpatient for immediate symptoms for the admitted patients and the second part is once I sent them home for ongoing care. (role of the palliative care team perceived as: symptom control and ongoing care after discharge) 



In places where that is inhouse palliative care team, both parts are taken care of well. 

(both the roles performed well by the hospital palliative care team



Okay, palliative care teams will assess the child and put their plans, (assess and plan treatment)



symptom relief and everything else. (symptom control)



And then even after discharged home the palliative care takes over. (care at home transferred to palliative care on discharge) 



Whereas working in a setup where there is no in-house palliative care team, Then the problem becomes when the patient is admitted under me (patients admitted under the oncologists when there is no hospital palliative care team)



and I am just taking palliative care advice on phone. (receives phone advice)



I just tell this the symptoms and everything that the quality becomes poor, a little bit because obviously, (quality of palliative care treatment compromised) 



 uh, I won't be able to do as good an assessment as a palliative care team would do from that point of view. (inability to conduct a good palliative care assessment)



But it still helps when I present them. They will tell something. (receives palliative care advise based on oncologist reporting)



Once discharged I just hand over completely to the palliative care team. (care transferred on discharge) 



You just mentioned good palliative care team. Can you please elaborate what “good” means? 



I said good. Good means proactive. (proactive care)



Not just I mean once you refer a patient, uh, you would come see the patient assess the patient. (patients are assessed by the palliative care provider on referral)



It is not like you give a problem, like pain, you come and give Morphine, not that kind of palliative care, but actually assess, check, look at all the aspects. Okay, and then come up with a full plan rather than telling patient has pain give Morphine. (not a problem check-list based approach) (assess all aspects of care) 



It is quite easy to tell, we are not asking for the dose of Morphine. What you're looking for is the complete approach and package which is there in the palliative care. (expecting beyond problem check-list based approach) 



Can we please discuss about the highlights or challenges in making a palliative care referral?



They were always at the end of a Phone call, (always available on phone)



uh, maybe I uh, one thing was the only one thing was out of hours availability. (limited out of hours availability)



Otherwise within one working day all the patients used to be seen. (patients seen within a day)



Once you give a referral they will see on the same day or whatever the phone advice was given and by the next working day the patient was seen. (patients seen the same day or the next day) 



At ***** actually as far as accessing the palliative services or getting hold of a palliative person was not difficult in the last few years. (accessing palliative care services was not difficult) 



Can we please discuss about your experience of working with the palliative care? 



When I returned from UK, I thought that there is no palliative care in India, (expected that palliative care was unavailable in India) 



which was true to a certain extent, but I was just lucky (chance)



that I have to land in a place where there was a palliative care team in place. (joined a place where palliative care was available)



90% of the cases where I could have landed there may not have been a palliative care team in place. 

(high chance of joining a place where a palliative care team was not available)



I was just lucky enough to come to a place where there was an ongoing palliative care team, (considers himself lucky)



but I think most of the places they don't have access to palliative care team and there is lot of deficit. 

(feels that there are gaps in access to palliative care in most places) 



My experience was very good (good experience)



to the extent now I just spread the word that this person is good, you can refer to him. (advocates for a particular provider) 



For many other they don't even have it, (majority do not have palliative care services)



I mean they might have just heard about palliative care or it is something which they have read in the textbook, they have not actually accessed it. (majority have knowledge about palliative care from books not from experience) 



I put lot of patients in touch with Dr. *****.  You can refer to this person. He does a good job. (advocates for a particular provider)





Can you please narrate some of the highlights of your experience?



Parents of some of the children who died actually came and thanked us which is very unusual. 

(parents thanking after the child’s death is unusual)



When the child dies in the acute setting the parents are very upset, 

(child’s death in an acute setting is upsetting)



whereas children who have been referred to palliative care, some parents actually come and thank us, my child died, but still we thank you. 

(when referred to palliative care, bereaved parents thanked the referring oncologist) 



You tried your best and the child was not in pain and was comfortable. And some of the patients were actually kept comfortable at home. 

(child was pain free, comfortable and at home) 



I think that is one of the things which was really highlight as all these patients didn't die in the hospital. They died at home and 

(dying at home was the highlight of the experience) 



I'm sure most of the palliative care teams would have been giving advice on the phone to these families.  (providing phone advice to families)



Once I handover, I just roughly know what's happening but not actually involved in the actual care of what's happening? 

(knows somewhat about what’s happening with the child even when actually not involved)



I know this is going this is happening and the child is comfortable. 

(knows that child is comfortable) 



I get to know the information but I am not like running the show of increasing decreasing the doses or responding to the phone calls. (not involved in the day today care of the child)



And so, whenever I handed over a patient to a palliative care, then I get an occasional phone call about the patient. (receives information through occasional phone call) 



Most of the patients whether admitted or the treatment has started in the hospital or in the OPD. These patients also actually died at home (hospitalized patients referred to palliative care died at home)



and I am sure the palliative care consultant would have seen patient only once or twice physically, (patient seen only a couple of times by the palliative care consultant)



but the whole care was continued at home (care continued at home) 



I think that was one of the good things about working with the palliative care team. (team approach)



You mentioned that it is good for children with terminal cancer to die at home. Can you explain it further?



I think it depends on the family. Some families can't cope. Okay. Some families just cannot cope. (some families find it difficult to cope)



They want to bring the child to the hospital and let the acute service take care when the child dies. 

(families want the child to die in the hospital)



Even though there is no point in treating they come to the hospital because they do not want it to happen at home. 

(families do not want the child to die at home)



They are actually afraid of what is going to happen when the child dies. 

(families scared of the events surrounding death)



They have accepted the fact that child will die (accepted child’s death)



but the actually, what is going to practically happen they don't know (not aware of the events surrounding death)



so they bring the child to the hospital to die. (child brought to the hospital to die) 



Where the palliative care team was involved and like there was time to develop rapport between the palliative care team and the family, none of them came back. (rapport with the palliative care team) (child did not return to the hospital) 



They all accepted, knew what was going to happen and those children died at home. (accepted child’s death) (knew the events surrounding death) (children died at home) 



So, in a way that was good, but I think that depends… what decides that is one the family, and more than family how much time there was between the referral and the death. So, like where there were more than 15 days or one month or something a rapport actually developed between the family and the palliative care team. (early referral facilitated building rapport between families and palliative care team)



They have been much more comfortable to keep the child at home. (family comfortable with keeping the child at home because of previously developed rapport)



You just mentioned about duration of palliative care input and outcomes. Can you please elaborate it further?



I think it is very important and when I was in **** it used to be introduced as symptom relief team and patients knew the palliative care team at diagnosis. (palliative care introduced as symptom relief service) (patients were referred at diagnosis) 



It was not just the palliative care team, it was a palliative care team, but they were doing symptom relief and presented as yeah, we treat the cancer and these people treat the symptoms. So, the family already knew them.  (oncologists treat cancer palliative care providers provide symptom relief) 



It was not like from today you are palliative. There was no point where uh today you are palliative care… kind of switch over, it was continuous. (not switch over but continuous) 



While working at ****that switch had to be done because there was no inhouse palliative care team to involve. (switch over happens when there is no hospital palliative care team)



So, the symptom control was being done by me only and it used to be like, (oncologist has to perform the symptom control role)



okay you are now palliative, this person will take more precedence over what I am doing. (switch over to palliative care) 



You spoke about transition and rapport building; can you please elaborate on it?



It is a clear-cut transition here, there it was smooth. Actually, there was no transition at all. The palliative care continued to look after the symptoms, and we used to say now we will start treatment to cure your child. It was not like this is on that is off. It was like both is on and later one is off. 

(oncologists and palliative care providers performing their roles concurrently) (no transition issues when palliative care providers are working concurrently with the oncologists)



I was lucky enough to work with good people. (worked with good providers)



The only challenge was when I moved into the hospital that did not have palliative care. (changed jobs and had to work in a health care set up without access to palliative care)



I was so used to palliative care, which was looking after everything. (used to working in a set up with access to palliative care) 



When I was working at **** that had an in-house palliative care, I did not have any challenges. At the other place it was the access to palliative care which was not there. (lack of access to palliative care was challenging)



You have stressed upon the need for an inhouse palliative care. Why do you feel that it is important?



I think there is a need for inhouse palliative care. Yes, especially if you're dealing with uh, life limiting conditions. (hospitals caring for people with life limiting illness should have a hospital palliative care team)



In my previous workplace, it was the children’s hospital and I was the only person treating cancer, the others were like respiratory physicians treating cystic fibrosis. People felt that there was no need for a palliative care team. (palliative care need is felt less among non-cancer providers in a general hospital)



When I was working at ****, it was a cancer hospital, so it was available. (palliative care need is better felt in a cancer hospital)



When you are working in a general children's hospital, very few people access the palliative care team. (fewer providers access palliative care in a general hospital) 



Can we please discuss your views about referring a child with advanced cancer to palliative care? 



I think when you are going down advanced cancer prognosis diseases…I think the quality of life becomes important. (quality of life is important in advanced cancer)



Okay, so, whatever we do. I think the palliative care team has got a better approach in providing the quality of life than an acute physician. (palliative care providers stand a better chance in improving quality of life than acute care providers)



I think it is important to refer to palliative care. (referral to palliative care is important)



You mentioned few benefits, can we talk more about it? 



I think benefits, one is child is more comfortable. (child is made comfortable)



Better symptom control (symptoms better controlled)



and number two there is less use of the hospital. (less access to hospital resources)



Okay, because just by training we are more used to see the patient, take history, do the clinical examination and then treat. When you are an acute physician you still treat the palliative patient with the same approach. (acute care physicians continue to treat a patient needing palliative care with acute care approach)



So, you are uncomfortable telling something on the phone without seeing the person. (acute care providers are uncomfortable in giving phone advice) 



The palliative care person is much more comfortable on phone and managing at home doing that. 

(palliative care providers are comfortable in giving phone advice)



Okay, so actually place like**** where patients have to travel to see you, I feel that why they have to bring the child to the hospital for such a small complaint, but you are not confident enough to manage the child at home because your training is like that.  Because you don’t what to miss something. In acute medicine, you want to do a good physical examination, then you approach the problem. (by training acute care providers insist on bringing the child to the hospital for assessment) (bringing the child every time to the hospital for minor complaints can be an inconvenience) 



And you even see the palliative care from that angle because that’s what you're doing every day. The palliative care physician is comfortable answering over the phone and keeping the child at home. (palliative care providers are comfortable in giving phone advice and managing the care remotely)





You mentioned about how palliative care is important to improve quality of life of the child. Can you please explain it further?



I think one is symptom relief. Okay, uh, no pain, no vomiting and wound care, (relief of symptoms)

Okay, and actually managing the patient at home, (home based care)



that actually will improve the quality of life that they are not carrying the child in **** where it will take half a day to come and go to the hospital. That itself improves the life. (logistics of travel and time taken to access hospital)



I'll tell you an example. I had a child with rhabdomyosarcoma, which was recurrent. And it's spread to the brain and all I referred the child to ****. Because this was admitted and operated in **** then discharged and palliative care was not there.  Then after the surgery I did not see the patient at all because the child was too sick and bedridden to bring to the hospital. ****just saw the child once and I think he managed the palliative care for like three to four months and actually when the child died they phoned me up and thanked me. (child referred to palliative care died at home) (family called the oncologist and thanked)



I thought **** was like actively seeing the child and managing the symptoms, but later I realized that **** has seen this patient once in the OPD. (child was seen at palliative care OPD only once)



And everything was managed on the phone (phone advice and care was managed remotely)



and the family was really grateful because the child was bedridden and it was not a very small child to carry. To bring them to the hospital even for symptom control would have been very difficult.

 (family expressed gratitude as it saved them the logistic challenges of transporting the child to the hospital)



I think that’s the quality of life and that's like a real improvement in quality of life. If not anything else… not making them travel. (minimizing logistic challenges of travel and transporting the child back to the hospital is a way of improving quality of life) 



Can we talk about any disadvantages of palliative care referral?



The only disadvantage I can see is the naming (smiles). (the name palliative care is disadvantageous)



The Palliative, because the patient feels that you are already in the last stage. (patient feels palliative care means end stage)



Okay, so that's why it's better to get them as symptom control and introduce early. (introduce the service as symptom control and introduce early)



You talked about naming or branding somebody as palliative. Can you please explain it?



It has both advantage and disadvantages. When you brand as palliative then the realization happens to the parents. (naming someone as palliative can help the parents to realize)



Okay. This is now we are on a different territory, we are not trying to cure, that kind of realization it is good. (can help them to realize the change in treatment approach) (realization is good)



But when parents have not accepted. Okay that there are some chances of cure etc. there will be resistance to go to palliative care. (parental resistance to accept palliative care when there are some chances of cure) 



But that can be overcome by telling that this is for symptom relief. (introducing it as a symptom relief service helps in overcoming the barrier)



It does not matter that I am trying to cure you or keep you comfortable, keeping you comfortable is important. (child’s comfort is important irrespective of treatment approach)



 Even If I am trying to cure you, you need to see palliative care (palliative care is needed during the curative phase)



Not just rebranding, I think it should be from the beginning, right when you write the first dose of Tramadol or Morphine, the palliative care should be involved. (palliative care should be introduced early)



The patient sees you as not as palliative care, not like a switch on and off but a continuous service right from beginning for the symptom relief. This is the team which will come and give the relief. I think it is the introduction at the first stage rather than the last stage. 

(continued service from the beginning for the relief of symptoms)



You mentioned about certain challenges because of the term palliative care, Can we talk more about it? 



At this point no. Once I moved to the**** it was always a switch on and off kind of thing. (switching over of the services)



It is because they understood that we cannot cure he's handing over to a person who will do the symptom control better. (when curative options are exhausted transfer to the provider who can control symptoms)



Can we please discuss what facilitates or may facilitate a palliative care referral?



I think in the India setting availability. Availability (availability of the services)

and knowing the right person. (right provider)



Even now I think that the service is patchy and not all hospitals have access to palliative care. (access to palliative care is limited)



You mention about the right person, Can you please discuss what do you mean by that? 



Because in settings where there is no actual palliative care team the job is taken over by a person who can manage pain, usually the anesthetist. (when there are no palliative care services pain physician and anesthetist fills in the role of the palliative care provider)



Okay, and their approach is entirely different. (pain physician and anesthetist have a different approach)



Okay… The anesthetist comes in because there is lack of service, you know, you want to refer to palliative care service but there is no palliative care service and what is the next best option? The next best option is the pain team which is usually run by the anesthetist.

(anesthetists and pain physicians are the next best option when there are no palliative care providers)



They get the control of the pain. very good, they do their job very well, but it doesn't cover the other things. (role limited to management of pain) (other aspects of palliative care are lacking)



When you say other things, what do you have in your mind?



When you say other things, I mean the not only the symptoms, but taking on social, emotional and psychological. Things that are completely untouched. (palliative care is not limited to managing physical symptoms) (Involves other health dimensions) (Other health dimensions not addressed) 





Can we please discuss what hinders or may hinder a palliative care referral?



As far as I can see the main hindrance is only the availability. (non-availability of the service hinders)



Availability of the right person in the hospital. (right provider)





Once I decide, when I say an advanced cancer, the first thing I do is to counsel the family. (counseling the family about advanced cancer)



This is advanced cancer. These are the chances. Do you want to take the treatment or not take the treatment? These things are mentioned. (counseling about outcomes of the cancer and treatment decision making)



Most of them they will try to take treatment (majority opt for treatment in advanced cancer setting)



and once it fails, at that point the child is still asymptomatic. Okay, because we are going to pick it up early on the scan or a blood result or something, rather than the child being acutely symptomatic. (children with advanced cancer are often asymptomatic) (advanced cancer often picked up on investigations)



But you know, which way it is going to go. I usually refer to the palliative care team at that point before the child has got any symptoms. (refers the child to palliative care before appearance of symptoms)



When I say okay, this is now the time the child who is going to go from trying to cure to trying to keep the child comfortable. (discusses shifts in goal of treatment from cure to comfort)



Right now, completely comfortable but that is the time I introduce. I tell them I know your child has no symptoms now. Your child is likely to develop symptoms later. (asymptomatic now may develop symptoms later)



 You will need the help of this physician, please go ahead and see him now. (referred before symptoms appear) 





You mentioned referral should be made before the child develops symptoms. Can you please discuss it further?



As I told you, first the rapport should develop. So that they know the physician. (referring early before symptoms develops builds rapport)



I think then it's much easier for the family also, to access palliative care, rather than wait for the symptoms to develop. (referring early when symptoms have not developed allows time for accessing the services)



All my references have been at that point, where I know that the child is palliative but the child is fine. 

(always referred when there was a change in the course of illness)



So, they still go and see. He may say nothing and everything is okay, if there are symptoms call me. 

(palliative care consultation in absence of symptoms may not yield much but important for future care) 



You mentioned about referral when the treatment fails. What do mean by treatment failure?



The example, I was giving earlier, when I discharged, the child was fine. But it has recurred and the surgeon told he cannot operate on it. That is the only time **** saw the child. There was no symptom actually and the child was well, okay. I'm not going to try to cure this child. There is no more aggressive chemotherapy radiotherapy or surgery. (child had advanced illness with no curative options) (child was asymptomatic)



We are not going to go down that route from now onwards and I know that this child is going to die, but let me keep this child as comfortable as possible for as long as possible. (change in the treatment course, poor prognosis and the goal was comfort) 



Are there any situations in your practice where you will refer the child to palliative care more often than other?



I think mostly, more often solid tumors tend to get referred than leukemias, although leukemias form the biggest number. (solid tumors are more often referred compared to leukemias)



I think that is because leukemia relapses are much more acute and the child is going to die because of the low platelet count or something because of which the child is going to bleed. The time interval between stopping the treatment and the child actually dying is much shorter in the leukemia (acute course and complications in children with leukemia makes palliative care referral challenging)



compared to a solid so by default the solid tumors tend to get more referred that too extra cranial. (extracranial solid tumors are more often referred compared to brain tumors) 



Because with the brain tumors what's happening most of the times is that the child gets seizures, unconscious or has drowsiness and all uh the patient brought to the hospital just because of the nature of the illness. (acute course and complications in brain tumors makes palliative care referral challenging)



Child having a solid tumor having pain or vomiting or other symptoms are more accepting of the palliative care physicians’ approach. (symptomatic children accept palliative care more easily) 



But in leukemia it is very clear, they will need platelet transfusion or blood transfusion and by default end up in the hospital. The same thing is for the CNS tumors, because it will be a fit or the child becomes drowsy. Very rarely they may have hemiplegia and palliative care physician will be looking after them. But most of the time the child starts fitting, becomes drowsy, sleepy, abnormal breathing then they tend to bring the child to the hospital. (leukemias and brain tumors present with complications and acute care needs needing hospitalization and care from an acute care provider)



So, by default more solid tumors end up with the you.  (patients with solid tumors are more often seen by the palliative care provider)



It is because I think it's a more long-drawn process. (protracted course of cancer favors palliative care)



Because if the child is fitting or coning, or the child has a big intracranial bleed, or pulmonary bleed, we are not going to intubate and the child is going to die very quickly. (cancers with acute complications can have a short course before death)



In solid tumors it is a long-drawn affair. So, there is more period which the child needs care (protracted course of illness in solid tumors favors palliative care)



Are there situation when you have not considered referring a child with advanced cancer to palliative care?



So far, I have not thought of any. I think it has to do with the acceptance of the family, (family acceptance of palliative care key for referral)



I think if you have not referred because the family is in denial and don’t want to see palliative care. (non-referral is due to non-acceptance of palliative care by family or denial)



Very rarely almost none that I have not offered. (seldom not referred)



If I see this as an advanced cancer with symptom needs which is beyond my first line of management I usually refer. (advanced cancer, symptoms, beyond first line of treatment triggers for referral)



I usually tell that this is a person who can take care of this problem better than me then it's up to the family to accept or reject. (decision to accept/reject rests with the family)



I don't use the word palliative care. I just say these kinds of symptom is looked after by this person. He will do a better job. (name palliative care not used) (introduced as symptom control service)





You mentioned about the situation where palliative care is required but family is refusing, Can you explain it further?



They are a bigger problem because they tend to end up more landing in the hospital. (families refusing palliative care more often access hospital resources)



That is why they just bring the child to the hospital and stay there till the child dies. (families refusing palliative care have higher chances of child dying in the hospital)



Then everything is taken control off, you put the canula, just keep going up on the painkillers. You control everything, everything is taken care of. (receive more intense acute care in the hospital)



It is exactly the type of parents who are not able to cope with the process of child dying at home.  So, they will line up in the hospital, just come to die.  (unable to cope with child dying at home) (accessing hospital resources and hospital death)



And you will have to keep the junior doctors away from acting on things. (have to resist junior doctors from acting upon things happening with the patient during the course of hospital stay)





You mentioned acting on things, what do you mean by that? 



When I say acting on things, because some will ask for the blood sugar to be checked or CBC, where it is completely not required, and the child will be poked three times to take the blood which we are not going to act. (medical investigations not required or no action will be taken on the investigation results)



Can you narrate a memorable experience of palliative care referral?



I've told you one that we have managed. This was a child who had a tumor in the paranasal sinuses operated. Given chemotherapy and radiotherapy, recurred, given second line, again tumor regressed, and then was sent for surgery, the second time surgery went wrong because they couldn't remove the entire thing. So, they did half as much excision as possible and came out and then they went in again to remove that tumor (recurrent advanced cancer)



and the child had complications, intracranial bleed, hemiplegia and all those things. So, they abandoned the surgery then they wanted to operate on the child again. (severe complications)



 But by that time, she was not fit for chemotherapy. (not suitable for disease modifying treatment)



She was waiting for the surgery and the disease progressed. Progressed means only on the scans. (progressive disease)



The child had no symptoms and that is when we decided that the child is progressing on second line chemotherapy. (progressed on treatment)



They went and saw ****. Finally, the patient died, the parents actually phoned and said I'm so sorry the child died, but you did everything and **** did everything and thanked us. (family called and thanked the oncologist after patient’s death)



Why was this episode a memorable experience?



The fact that the child was managed at home without ever getting out of the home was like really unique. (continued care at home until the end)



Can you narrate a negative experience of palliative care referral?



As far as I can see, the team that I have worked with, I think no. 



Is there anything else that we have not covered in the interview you would like to add?



The only thing I would like to add is more of you are required. Availability is the main issue. (emphasizes availability of the services)



Since this question of availability had come time and again why do you think palliative care services are not available to paediatric oncologists? 



I think right now because there are more pressing needs. Okay. Now the biggest challenge is to actually convince the patients to get to take the treatment and not to abandon the treatment. Most of us now are focusing our efforts towards that. Until this issue is sorted nobody is going to ask for more palliative care. All the efforts are towards curing the children who can be cured. We are failing in that itself. That is seen as a bigger need. 

(not taking treatment or abandoning cancer treatment is a major challenge) (efforts focused towards enhancing cancer treatment takes precedence over palliative care)





Thank you very much for participating in this research interview and thank you for your time. I'll stop the recording now. 



-End of Recording-





		Field Notes 



Male, 10 years + consultant experience in paediatric oncology, paediatric oncology training at UK. 



The participant is a sole consultant working in a private hospital that provides cancer services. He is a busy practitioner.  However, he readily provided me the interview slot.



At the end of the interview I got the feeling that participant had a superior view of oncology and palliative care is the next best thing. It looked like that after changing his employment from the cancer hospital to a private institute he is struggling with palliative care consults. 



Post interview he made a statement that you are interviewing someone who is pro-palliative care. 



According to him non-availability of palliative care is the main reason for non-referral. If there are services available, those who generally do not refer will utilise it at some point, know the benefits and start referring. 








image2.png




Microsoft_Word_Document1.docx


Interview: 2. Date: 14 July 2018. Participant identification: 002

Duration of the audio recorded interview: 75 minutes 48 seconds. Transcribed Verbatim by NS



-Start of recording-



Today is 14th of July 2018. I am interviewing the participant 002. The participant has consented for audio recording.



Can we please talk about your work that involves managing children with cancer? 



So, in our set up we  predominantly see children with malignancies. We also see children with benign haematological problem. But let me first speak about the type of cancers that we see here. So typically, children are either referred by primary paediatricians when they suspect a diagnosis of malignancy.



Like for example, leukaemia is the commonest malignancy so fever cytopenia organomegaly or something like that,  then the referral is made or sometimes children have already had a diagnosis of cancer, which is suspected based on the clinical presentation or on the blood reports and then they have come to the referral centre for the management because paediatrician may not be managing it So leukaemia’s, that's the commonest malignancy we see here. In addition to that, we also see lots of lymphomas which include both Hodgkin and non-Hodgkin typically presenting with either painless lymph nodes glands in the neck, which is the presentation of Hodgkin lymphoma. Sometimes fever and weight loss and all that and sometimes non-Hodgkin’s lymphoma which is more aggressive in presentation presenting with either mediastinal mass or abdominal Mass with systemic symptoms.



We also see lots of bone tumours here osteosarcoma Ewing's sarcoma children typically presenting with pain and swelling of one long bone of the body because we have a dedicated Ortho-oncology wing here as well. We also see lots of brain tumours here because of the strong radiation unit. So, we see medulloblastoma's and also diffuse brainstem glioma ependymoma and all that.



So, these are all the new malignancy. We also see neuroblastomas Wilms tumours. eye tumours so almost the entire gamut of paediatric oncology malignancy series here in addition to this. We also come across patients who had initial treatment elsewhere and they come to us either at the time of relapse or if it's a progressive disease.



So, the challenges that we face are actually multiple the diagnosis of malignancy as such for the family is a big shock. So sometimes they're not aware of the suspected diagnosis. So, then the type of counselling that we do is a little different because it involves letting them know about that bad thing, which they don't want to actually hear and then breaking that and then going ahead with it.

Sometimes they have already been informed about this diagnosis, which they are extremely worried, and they might have consulted many people before coming to us. Sometimes they have talked to many extended family members who might have had malignancy in the family, and they have their own perception about this particular disease.



Sometimes they've also gone on to the internet. They're done lot of Google search and try to know about things before coming to us. So typically, the initial interview for us does take a minimum of one hour sometimes as long as one and a half two or three hours because we need to go deeper and not only understanding the medical aspects, but also a lot of social aspects involved with the diagnosis of the disease and the management plan and also look into the financial aspects and all that also the challenges that we face. Sometimes the disease has bounced back when treated elsewhere. So, relapse setting, or sometimes multiple lines of treatment have failed and then they'll come to us and they come with a lot of hope to us thinking that this is a centre of excellence. So probably we can do with the curative intent, but sometimes almost all the options are exhausted by the time they come to us so upfront we have to counsel them about where we stand with the disease process and what should be our goals of management and accordingly take it forward. 



You told about some patients’ families who come are not aware about the diagnosis and they are probably coming with some form of suspicion. How do you handle those situations?  



Typically, in my practice I first like to understand from the families that what do they think is the problem? Why do they think that they are here for? So for example, if the child has been taken to the paediatrician with prolonged fever say going on for a week or 10 days multiple antibiotics failed workup for common diseases like typhoid, malaria or urine infection has not worked and then somebody has done a blood test and they feel that there are some abnormality is like a low haemoglobin, low platelet or a high or low WBC count and they say please meet them the haematologists. So many of the times the paediatricians…they give a clue to them that we might be seeing something more serious than a normal problem. That's why you need to see the specialist. But sometimes the referral is made just telling them that you just go and meet this doctor. So, when they come here the first thing, I want to know from them is what do they know about the problem? And what do they think is the problem? So, I start from there. So, then there is no set point that I will be starting from there only. So, for example, if they say that we've been told by our paediatrician that probably we are dealing with a more serious blood problem. Then the next question asked is what you think can be a serious blood problem? So, there are families who might come out and say it may be a blood cancer. So, I get the point and then I start from there. Then there are families who might say that we've been told that there might be something serious. We have not been told what the problem could be, so we actually don't know so I again try to ask a leading question to them. So, you have come to this hospital. So, what kind of Center this is and what are the kinds of problems that are dealt with here? Do you have any clue about it? Or have you read about me or have you heard about me from somewhere or something like that? Sometimes they say that. Yes, we know that this could be a cancer or a blood cancer. We've been told like. That's a possibility. Is it possible? Is it possible that my child is having this, and they break down that's how it starts? So, I take it from there and many times the families are very emotional which is quite expected as parents. We all know how difficult it is to go through it. The first the first statement I usually make in that kind of situation is okay, we have a problem here. We need to find out whether really that's the problem what we are suspecting first. And once we are able to diagnose then we'll be able to tell how do we go about it? And there are problems which are treatable in majority of the people but exact numbers I would not be able to tell until we have a confirmatory diagnosis, but the treatment might be a little prolonged and challenging which we are going to take you through that. And so, it's a long interview. That's how it starts and then we go deeper and deeper than based on how the family is taking us through and one of the things I have found is after the initial interview once they've got convinced, they get admitted for the workup or further diagnostics, the parents are very emotional about it and they usually want to know. Will my child be cured for good? And that's a very difficult question to answer in a single word, isn't it? I mean, I can't be telling that. Yeah, I guarantee the child is going to get better because that's something which is incorrect. So, I shouldn't be making that statement. So, I try to go around and tell that the possibilities at this point of time include acute lymphoblastic. leukaemia versus acute myeloid. Leukaemia versus some rare kinds of malignancy. Each malignancy has different protocol and each malignancy has different cure rates. There are cancers which have cure rate as high as 90% And Then There are cancers which have a very poor cure rate. So, at this point of time talking about all the cancers and telling you the treatment protocol for all and prognosis of everything doesn't make sense because you need to know what your child is having. 



So, my first job is to first confirm whether your child has cancer or not. And the second question is what the type of cancer is and then we'll sit and discuss how we should go about it.



You told me earlier  that is very hard to break bad news to the parents, how are you managing those things? 



One of the things that I see is in India predominantly most of the families when they hear about such a kind of news when they come to us. if they have a little bit of clue as to what kind of problem, they are dealing with… is a serious problem, you know extended family and couple of more people supporting the couple come to us. Which is good for us. So, I normally sometimes what happens is like the families. They don't know whether all of us should enter the doctor’s cabin or not. So, they're the father and mother of the child have brought the child inside and the moment. I have gone through the history and examined. I'm going to ask is there anybody else with you? They say yes, my uncle or my father and mother or couple of other people are there but they're sitting outside. So, I definitely want them also to come inside and be part of the conversation because these are difficult time. And. Usually most of the couples are married for a very short time maybe for five years the child is so young two to three years. They are into the beginning of their actually married life. And then this news has come so they find it very difficult to cope with it. So, I feel the support of the extended family, the grandparents of the extended family make a lot of difference in the initial counselling through the care and subsequently. So, I do make them involved. Sometimes there are friends for example. Now this gentleman is working in a software company. Example and his closest friend would have come from the office accompanying him because he's shocked that his child. So, I involved them also, so it helps me and then I go about telling them and as I told you the most important thing to understand is what is their perception of the problem so I can go on talking about it. How I'll diagnose leukaemia how I'm going to categorize it risk stratification and how I am going to manage it but most important is to understand what their perception of the problem is. What is their biggest fear? So, for example, most parents their biggest fear is cancer is equated with death. For example, the general perception and we all know that adult oncology majority of the cancers are either in advanced age and mortality rates are higher comparatively and sometimes we are able to control the disease many times. We have to address on supportive care. Whereas in childhood cancer. It's exactly the opposite many of the times we are able to cure them completely. Sometimes we can control and rarely upfront we tell that this is not curable. So, we have to understand their perception of the problem and try to address their concerns. For example, we may be thinking that their biggest fear would be mortality that is death happening from cancer. But actually, their fear may not be that, their fear maybe that for example, the mother of the child is pregnant now and they're into something else and they don't know how to cope with those things. For example, they have come from very far off. For a holiday and then this has happened. So, their biggest concern is we are okay with the treatment but whether treatment should be done here or whether it can be done elsewhere. So, well and how long the child is going to stay in the hospital. For example, the child may be studying in 10th standard. So, the biggest concern would be my child has been topper all these years. So, is she going to miss the school throughout this year? How is she going to cope with that? So, there are different kinds of concerns of different families, and we need to understand. What are their concerns in addition to addressing the primary problem and telling them the treatment levels, because if we go just in a blanket manner that this is what I am going to tell each family, then that's incorrect because probably their concerns may not be addressed?

We recently… about a year and half ago, we had a family whose child was like 15 years old and she was school topper studying in all the biggest reputed schools in the city and when they came there quite educated family and they got quite well adjusted to the diagnosis as well as the treatment plan. They were okay with it. Okay, we have this problem. We have to face it. These are the problems you have told. This is the treatment program. We understand all this we are okay with their biggest concern was the thought that one the child would not be able to cope with losing the hair at this age because she's an adolescent. Secondly, she will not be able to miss the school for next six months and she will not be wanting to waste or one year. She's been school topper all this while. Those are the biggest challenges for us rather than the medical part and we did address those concerns independently with the child and the family and subsequently the child now so she's going to miss school for that year because I said six months not going to school and then remaining six months trying to catch up. She may not be able to get those desired results …so it's better to let go one year. This Academic Year this April…she finished her 10th  standard and she was the topper. She got back her whatever merits and all those marks and now the family was so happy because they're fought for that, but they fought in the right way. So, it depends on what are their fears and concerns and we have to go into depth into that rather than I am having a set kind of thing that this is what I'm going to tell about tell that now in the current scenario. I feel there are brochures kept everywhere. And there is a lot of information on the net which is available. So, if you Google any of the sites, what is acute lymphoblastic leukaemia, how is it treated? What are the cure rates for it? All that information is available and many of the families are already aware. Some of them even bring lot of printouts of those things. It's more important to understand what their concerns are and try to address them more importantly, so we have told some families come with some perception. Maybe from their past experience or from Reading from the net how do you manage those perceptions? So, but perceptions are also mixed some perceptions are right. It's not that all perceptions are going to be wrong. So, for example, there is a family somebody in the family has had a diagnosis of malignancy and after treatment in the same centre probably and that's the person has suffered and then they have lost that person. So, their perception will be like malignancy is something which is going to drain all your resources and then it's going to be miserable in the end and then death is inevitable-. So, we have to go deeper and try to find out what was the problem with that particular person. So, for example, if that person was having some kind of dangerous malignancy, like carcinoma pancreas ddvanced age for example, and then the person has died. It cannot be equated to something like a standard risk acute lymphoblastic leukaemia. So, we have to go deeper and try to address their concerns and also some perceptions. We can't call them as misconceptions. Although sometimes… till now thinking that malignancy is almost always familial or hereditary. This is one area where we have to go… one of the things which I use commonly in my practice when I am communicating to them and I feel that the parents are about to break down because they're about to tell sometimes… they eventually tell sometimes… they don't want to tell it is whether there could have been anything could have been done to prevent this from coming this one area. I sometimes tell them before they ask also, for example, I tell them that there wasn't anything you could have done to prevent this. So, for example, I tell them that paediatricians have been the pioneers of vaccine-preventable disease. We all want children not to die from vaccine preventable disease. Now Indian Academy of Paediatrics has been so strong. We have been able to eradicate so many things, polio measles and all those primary vaccinations. So similarly, if we had one shot vaccine available for all childhood cancers, we would have been the biggest pioneers of that pushing hard for it because we don't want people to get this problem. Unfortunately, we don't have an answer like that. Second thing is sometimes they feel that probably some wrongdoing that they have done before or somebody has done. That's why this problem has come. This is a common perception that we come across. So, this is also a statement. I tell them so there is nothing you could have done to prevent this and there is nothing you have done that this has come. So, let's not think too much about it because we all know that 95% of childhood cancers are idiopathic. That means we don't have known cause only in 95% percent of the cases. We have genetic environmental and other causes so 95% of the time we don't know…not predicted…couldn't have prevented. So, let's not go about blaming or thinking that how this could have prevented also sometimes what happens is like the diagnosis of the problem has been delayed. Because of the presentation of the disease not necessarily… because the doctors who have been handling and they have not understood it because for example Hodgkin lymphoma. Typically, we know that it is slow painless lymphadenopathy which is going on for weeks to months. But sometimes the parents have not taken notice of that our if they've gone to the doctor and they're being given multiple course of antibiotics. It is not caught better. Then somebody says no no the something more and then they probably do an excisional biopsy, which is the right thing and not an FNAC and then they get the diagnosis, so they go back and say oh for these he's been there for six months. So probably if somebody would have picked it up five months back. Maybe the disease would have been an early stage and not late stage. So, we have to make them explain. Sometimes the biology of the disease such that only if it has been present for such a long time then only it is diagnosed, and suspicion is made. For example, if somebody comes to me with one day history of cervical lymphadenopathy on day one. Even today I as a paediatric oncologist I'm not going to tell them excision biopsy today, isn't it? We have a way how to tackle the situation. So, we have to make them understand the biology of the disease for example neuroblastoma the day it is picked up. The biology of the disease is such that usually they are Advanced stage. So, it's not because it's being going on for months and it is not diagnosed. That's why it has become Advanced is the biology of the disease is like that. There are few other malignancies like lymphoma. For example, Hodgkin’s specially it can go on for weeks and months and still remain local regional early stage rather than advanced stage. So, we have to go deeper and address these concerns accordingly. 



You said that that you're working in a centre of excellence and people come with an expectation to cure. How are you able to manage those expectations? 



So, we have to be very realistic and  truthful with this because it's a relationship we built from the family right from the first interview then throughout the care of the child. So, we have to be very truthful and realistic and sometimes I quote them that from literature that these are the cure rates. Whereas in my practice with the published papers that I have made these are the cure rates and with the unpublished data in my experience these are the cure rates. We have to be very realistic and truthful to them. Yes, they have come to the Centre of Excellence, but we can't be giving them false promises and hopes. For example, you have different scenarios. You know, I got a family from ….was referred to me by a close friend of mine. Who happens to be my classmate during my MBBS days is a family physician in Bangalore and he referred them to meet the family was from …but they were settled in …They came all the way from there and they came with lots of hopes and fortunately this child had squint and then imaging was done and the imaging showed diffuse brainstem glioma, which was high grade. And surgically not operable because the location of the tumour, and the only treatment which could be offered was radiation along with the temozolomide and it is essentially palliative upfront because all of us know that in high grade diffuse brainstem glioma, even with treatment the longest survival duration is a year or a year and a half max, So I had to spend a lot of time with the family and family had huge expectations. They are quite well-educated well-versed and they had access to many other centres in the country and even abroad so I had to tell them the realistic things that yes, you have come to the centre of excellence and we have treated many children of this kind of tumours. But unfortunately, the type of tumour that your child is having is in an area where surgery is out of question and even with radiation and concurrent chemotherapy temozolomide the outcomes are not great. So initially when we give treatment now the symptoms that your child is having is going to get better, but eventually the disease comes back and unfortunately, we lose all this. We also need to tell them that even though this is centre of Excellence that there can be better centres elsewhere in the world, especially in the West for example in Europe or in the United States where newer clinical trials might be happening for diseases which are not managed by the standard  methods. So, if we have some options like that, we tell up front, like at present these are the treatment options that we have but, there is an option like this which is probably better than this, but we do not have access to that. So, we tell them up front. So why I quoted this example about this family is eventually the child got treatment with radiation temozolomide and got better for a while and they went back to the… and few months later they came back with a recurrent recurrence of the symptoms. And at that time imaging showed that further progression of the tumour, but since we had told them up front in the beginning that this is what is expected from this there was no chances, it was not very difficult for us to convince the family to go into the route of supportive care or palliative care only and eventually I convinced the family to move back to … and try to be with the child at home rather than running around with the hospital when curative intent is not possible and peacefully the child passed away at home. And the family did get back to us after that also and informed us that as you said, this is what happened, and the terminal event was quite peaceful for us and the child passed away and they did come back to us. In fact, to thank us for the care that we have taken during that time. So, I think as a doctor for me, even though you know, it's very disheartening to lose children with this type of problem. But since you know the outcome if you told them upfront about these things then the coping of the families is better when this happens. 



You mentioned some of the family specific challenges are there any child specific challenges?



Well in paediatric oncology, I think definitely it all depends on what age group of children. We are managing isn't it? So, for example, generally when the children are below five. Their understanding of the problem is very limited and most parents they want us to communicate in front of them because they personally feel that the child's understanding of the problem will be very limited. Even though I give the option that the child can stay with one of the grandparents. During this communication of what diagnosis and the treatment plan and the complications and prognosis even when child is below 5,  I don't want them to be hearing this sometimes their perception is that below 5 their understanding would be limited. It is fine,  you just speak in front of the child. But after we have done the counselling for the family, for example for below five kids, I and my team members usually we sit down with them and try to understand their concerns,  children are not that easy in below 5 are not going to become friendly with you from day one. It takes some time during the course of treatment. We have to understand what's their requirement for example parents may feel that we are doing our best. We have brought the child to the best centre and we are giving the best treatment but from the child's point of view, what are their requirements? Example below five the requirement would be child just started going to school probably preschool nursery. So, they would want to know when I can get back to school and that's not possible with the schooling kind of environment can be brought in the hospital during their stay. For example, the child used to love to play with toys drawing colouring painting or to watch cartoons child is denied all this during those treatment days. It's going to be difficult. So, we have to make arrangement for those things to happen child used to mix with either siblings or friends of similar age group and play around which has been denied in the child is in the hospital. That would be a big setback psychologically also in style. So, we have to provide that kind of environment. So, this is the now between 5 to 15 is another area. Now we have to assess the children based on their mental capability not the age per se you might have a child who's 10 years old, but. Is thinking capacity maybe like an 18-year-old and vice versa is also true. So, based on the child's thinking ability. We do take consent from the families that we would like to tell few things about the treatment to the children. Also depending on their age group. Majority of the time parents are overprotective, and they would want us not to tell anything about the treatment protocol and stuff like that to the kids thinking that we just want them to protect it. So, we do try to tell them that we will be talking most of the positive things to the child exact numbers, like for example, prognosis cure rates mortality. These are the things we tell the parents and not in the age group of 5 to 15 to the children need to understand that they may lose hair. There may be vomiting episodes. They may not be able to eat. Well, they may not be able to go back to school for some time. They will not be able to take vaccination there might be days where they have to be isolated from others. They can't mix with people. They might be able to eat few things. They might not be able to eat few things. So, based on that we counsel them. Now one of the biggest challenging areas when you were here of knowing when we were working together, you know that adolescent age group is one of the most challenging area and we do come across with different malignancies in this age group. It can be leukaemia. It can be lymphomas or can be brain tumours and sometimes germ cell tumour. So adolescent is one big area and currently, you know, adolescent and young adults’ separate departments are coming up in most of the places, where we treat people from 14 to 21.

So, the challenge is in this age group is the understanding from their point of view is quite complete. Actually. they are almost like they're able to understand. What's the problem? There are parents they want to be protective and they say that please do not tell anything to the child... my child is preparing for the 10th standard board exam…my child was preparing for 12th  standard. My child has just joined be engineering or MBBS or something like…was preparing for the entrance of please do not tell about all these to them, but my personal feeling is like unless you talk to the person who is in question…they are not going to get the confidence as to what treatment is being made and they will have their own perception. So, for example, if I have a Hodgkin lymphoma 15-year-old child, I am going to treat for next 6 months with chemotherapy. I'm expecting an excellent outcome and I have not told anything to them. They might think that there might be something really bad…that's why I'm not being told because doctors don't talk to me and the family members…they don't want to tell me anything. You're just go to the hospital and come back now you can't eat. No, your hair will go that's also like this information in pieces will actually make things worse. And their access to Internet. They will read about it and they may read the right or the wrong information because internet there is lot of information. There may be reliable information. There might be less reliable information. So, it's important for us to actually have separate sessions with them after informing the family. Why is it important for us to do that? And then do it? In the adolescent age group, the challenges. we face are little different, like for example an adolescent girl the biggest this thing for her would be the hair loss. For example, at this point of time hair loss. How do I go about it another or I miss school or college this year? I was preparing for entrance. How do I get back to things like that and in boys similar kind of you know social problems are there also the type of treatment that we are doing some of them have the risk of infertility…This is one big area…And this is one area generally speaking…We talk to the families first and we offer them sperm banking or ovum banking up front. But sometimes the decision is made by the parents and they say you need not talk to your child about this. My child may not know about this. We had a boy who was 18-year-old about a year ago diagnosed with osteosarcoma, big tall and very well built a nice family there from …And the family felt that their son would not be knowing anything about it. So, they said please do not talk to our son about sperm banking because you do not know anything about this and it's unfair on your part to be talking about these things. And so, we had to have two three sessions with them and make them understand that he's into first year engineering and he's a normal well-built boy, and it's probably our culture that the children will not come and talk about these aspects to the parents. But it's not true that they will not be knowing about it. So, we have we told them that we know how to deal with people in this age group and there is a system in place. I mean, so we had to take the child separately and when we counsel them in depth, he was very much aware of sexuality and masturbation and infertility. Importantly, he could understand those things and then we got back to the parents and we said he knows about it. So, can we go and counselling regarding the sperm banking? So, when we did counsel him, he was okay with it, and he said I would want to get it done because yes, I have a problem. I'm giving up my engineering for a few months. Now. I want to fight this disease out, but once I am better and in future if I am infertile. And if it's only because of my low sperm count then why not my own sperm for fertility, so I want to get it done. So, we did the sperm bank. What is the boy now the boy has just finished the treatment last month and he's free of the disease…So, these are the different kinds of challenges we face in this age group 



Can you please describe your experience of referring or accessing palliative care?



I have worked with the different palliative medicine specialist in this Center and I personally feel that the involvement of the palliative medicine team has to be quite from the beginning . It should not come in the end. It's not that every child we are treating with cancer would go on to have palliative care in the end and die. It's not like that, but the referral has to be little early. Because there's a lot of areas like people have a perception that palliative medicine deals with only children who are terminally ill and they will be given only palliative care just before they are dying on their dying bit, but it's not like that. I have been fortunate enough to work with … and we know that the armamentarium of the palliative care is so vast ranging from pain management to stoma care to wound care to mucositis management to end of life care and stuff like that. So, the referral has to be definitely early. The families have come with problems which we just discussed. So, during the course of treatment usually for example, if I am dealing with the ALL child at times of febrile neutropenia when they get bad mucositis, we know how to manage the pain in that but always involving the palliative team to manage the pain in coordination would be better at that time because they would be able to manage better. That's what my experience has been, and I do involve them quite early me. There are also other areas like for example constipation for example, and then we have involved and then wound care like that. So, it's not necessary that the referral has to be made only when we are exhausted all the active modalities of care many times. What happens is like the families are referred late to the palliative team when you have exhausted all standard lines of treatment and the families feel that we are probably giving away care and dumping it to some other team which has got no rapport with them. They're not being able to understand disease process the child as well as the family. So, their coping at that particular point of time becomes difficult. So, I have been fortunate enough to work with fantastic people here whom we have been able to involve from the beginning. So, for pain management or for other services and So eventually If the child happens to be unfortunately in some kind of situation where we have to stop active care and put them only on palliative care then it's easy for us to hand over the entire care to them. Even though families do request us that even though the palliative team is going to be the primary point of contact for them for management, but still you be involved in the management. So that's fine. We can do a shared care and stuff like that, but it's important that they have a rapport with that  team quite early, in the presentation.



How easy or difficult it was for you to access the palliative care service in the hospital?



I think in our centre right from the time I have been working here. There has been a very robust pain and palliative medicine Department here . So, I don't think I had difficulty in accessing the department now, I've been fortunate enough to work with people who were more than helpful in various aspects of management and the moment we have the situation of the problems with them they have got involved and we have worked together. So, I don't think I have had difficulty in accessing the palliative care.



You mentioned referring a child was easy because you said that you had no problem in accessing palliative care services. What were the other things you think that that made it very easy for you to refer?



One of the things is I thought that always…when you are handling a child with malignancy in the centre your primary motive is to make sure that the child is getting the right type of care child is getting… the complete care and always if you're a multidisciplinary kind of approach is followed. It's always better so I might be looking at for example mucositis or pain management with my point of view, but. If I involve my colleague from palliative medicine to do look into the pain management and the mucositis management, it would be better. So, when I pick the phone and I call them to discuss they were more than happy to discuss as to what issues and facing and then. We were able to discuss and come up with a consensus kind of plan what is best for our child and make involvement like that. So, I think that was what made it easy for me to have this because my understanding was that I thought that helped from this particular person is required from this team is required. And from the other side they were more than happy to work as a team to have come to some kind of consensus and also sometimes what happens is like I have involved pain management team specifically to deal with the pain for example mucositis related pain, but sometimes they've been able to bring about some other concerns.

The family which even though I have spent hours together and counselling them, probably we have not been able to get those concerns out from them. Sometimes my colleague has been able to get out those concerns and say for example, there are some issues happening between the couple…husband and wife. They are not able to cope with the current situation and they're having issues. And when we were addressing the pain issues with the family, we came across this. So, we again sit together and discuss sometimes we involve our psycho-oncologist into the pool and then try to work with them. 



Can we please discuss some of the highlights or challenges of making the referral?



I don't think it was difficult because I have been fortunate as I said by the when I started working here, the palliative medicine department was there. And I don't think I had any difficulty in making a referral to them and working with them. The understanding was great. Ultimately who benefited was the patient that is most important for us and the lot of learning things for each one of us. Also, when we are making the referral it's important that we do not just write a referral note for the referring physician. It's important that we actually either pick the phone and call them and actually tell that what is the scenario and what's the situation? And the entire, you know background of the patient and the family and the current situation and what are our goals we discuss and expect the same thing from the other side and I've been fortunate that the person was dealing with this when they saw the patient and they've got back to us and address the concerns and had a mutual agreed-upon plan and that has benefited the patient.



What was your overall experience of working with them? 



I think I personally feel that a strong palliative care department is a requirement for every oncology centre. I am a paediatric haematology/oncology specialist. So, I will be speaking on behalf of this. At least I can tell and probably even now in some of the centre’s it might be underutilized, or people will not be knowing the importance of having it as I told you that many people think that palliative care is equated to terminal care…but that's not…there is a lot more into it. So, every oncology centre should have a palliative care unit working and the referral from the oncologist has to be quite early in the patient care. And involve them for multiple areas. It's not just for you know, terminal care and stuff like that. I think I might have to give some example to explain that, so we had a child was 14-15-year-old girl with a rhabdomyosarcoma. And she was treated elsewhere with the standard chemotherapy and surgery and unfortunately the disease bounce back and they did have their second line of treatment elsewhere to start with then they came to us the family was from another metro city in India, and they had gone to multiple oncology centres and they are taken multiple opinions and when they came to us now…we got to understand the background of the family. This was an elderly couple. Who had the primary infertility and after treatment for infertility they had this child and this was their only child family…quite well educated financially quite sound. The recurrence of the disease was extensively metastatic. That means the disease was present in many bones of the body, was present in the lungs and the child’s general condition was not that great to offer any kind of active treatment. The family had come to us with lot of hopes that we are going to do something which is going to be curative. So even though I spent a lot of time in explaining to them that this is where we stand currently and probably the goals of care have to shift towards only palliative care up front and I may not be able to offer active treatment because she has failed standard lines of treatment and the disease has relapsed and it's a bad disease but still it was quite difficult for me to convince them to that  So, because of multiple bony mets, she did have a lot of bone pain. And we were giving her medications to start with tramadol and paracetamol one and then I immediately involved my palliative medicine consultant and we sat together and we discuss with him about how should be the pain management now and how we will go in the pain ladder, you know Step 1 Step 2 Step 3 like that and then eventually.

When we had repeated Counselling of family, then we were able to convince them that why we are opting for no active care because it's not going to be beneficial to the child and eventually the child didn't make it. We sat down together and when we talk to them there were concerns from the family because they felt that these their only child and the child has been born after so many years. You know and adolescent girls is being healed and healthy before that. They've they were not mentally prepared to lose the child at any cost which is quite natural as parents. All of us would think the same way but then repeated the discussions with the family with together with the palliative medicine team you were able to actually explain to them that there are situations where unfortunately we may not be able to do what actually we intend to that means we want the child to get better. We want the child to get cured for good. But unfortunately, the options that we have had, or all failed and now our goals of care should shift, and we should try to keep the child comfortable for as long as possible rather than. Actually, troubling the child with some kind of active treatment, which is not going to be beneficial at all. And eventually the family, you know, they were able to understand that what we were trying to tell them, and they were quite receptive subsequently and in fact the child had a lot of challenges with regard to pain and because she was bedridden through a lot of bedsores and eventually the child had to be given morphine infusion and at the end the family's actually came to us and said Doctor we don't want her to get up from sleep at all. She should go to heaven peacefully while she's sleeping because the moment, she gets up from sleep is the trouble the pain or some kind of breathing difficulty or the discomfort of the bed sore and all that so. They wanted her to be completely sedated so that she is at least pain-free. We want to just see her that she's sleeping and then let her pass away and subsequently we were able to achieve that goal by at least for the family to make them feel that the child was as comfortable as we could in the end in the terminal event and then good.



You narrated an experience just now, why was this experience special?



What made it special I think in the initial couple of conversations that I had with the family. I personally felt that I actually may not be able to convince them that they should go only the palliative care route. Because they had come with lot of hopes from far away to the centre of excellence …big paediatric oncologist with lot of experience. So, they thought that something active would be possible. They had actually read about lot of other experimental therapies, like the new drugs new clinical trials, which I did talk to them that can be tried but none of them have been proven benefit that we can just try My personal perception was that they were not ready. The palliative care route and they would actually force me to do something. I would not be comfortable doing or they might actually drop out of the system and go to another Center another doctor who would be willing to do something active even at that point of time. So but eventually when we actually sat down with them on repeated discussions and probably involving the palliative team together, we were able to actually make them understand that why we want to take this route or the things that I always tell is like see you are here to make your child better. I am here to offer treatment if it is going to be. Better for your child but always we have to see if they. even if there is a 10 percent chance of a cure and for parents as such even if there is a one percent hope for complete cure, they would still want us to go in that way, but it's our duty to actually explain to them. The pros and cons of doing active treatment of that at that point of time because if it's going to be more detrimental to the overall condition and then sometimes we have to take a spiritual and you know other issues into the this thing so I think with that family, I don't know if I've been able to describe to you. The challenges that I face because going through this I personally felt that we will not be able to actually convince them for that. But on the repeated conversations probably a team together, we used to have every day almost one-hour session with them. Okay, so I used to make combined round with my palliative medicine consultant, and I will be used to go and see the child together and then sit with the family and actually discuss.

Almost every day and eventually subsequently whatever happened was the best possible thing for that child and for that family and this was about two three years ago, and I should tell you this, you know last month the family contacted us and they've been blessed with the child now. After 15 years, so the child was 13 14 when I treated and this was about two years ago, and now fortunately they are blessed with the new child and they actually informed me. That we have been blessed with a child. God has given back and so that's a great thing for me. I'm so thankful to the god to the to God that they have given the child back to them something like that. And the family is able to cope with it at that point of time. I thought that this family will actually totally, you know, they will just go down into depression because the only hope they had in their life was this child. And when they are losing out on this child, I thought once the child is gone. I was worried about them that how they're going to come out of it. That's how it is. I think spending more time with them working as a team working with my colleague palliative consultant helped a lot. I think.  



Can you narrate a negative experience of referring to palliative care working with the palliative care team?



Not really sometimes what happens is like for example, I have a. relapsed, the neuroblastoma case. So typically, a high-risk neuroblastoma kid coming to me. I would tell them that I would could do chemotherapy surgery autologous bone marrow transplant radiation and differentiation therapy. The whole treatment is going to go on for a year or longer and the Cure rate up front for high risk.

Neuroblastoma is less than 30% all over the world and in my personal experience also, so there are there are families who would not want active Care up front. For various reasons it may be because they feel that going through all these ordeals and still the success rate is less than 30 percent do not want to do anything of this sort or sometimes it may be Financial. So, if it is financial then we try to convince them that. There are resources we can try to get funding and stuff like that or if this Center they cannot take treatment where else this kind of treatment may be available at a lesser cost. So never finances should not come in the decision-making. That’s what my personal perception is if they understand the problem and they feel that probably doing all this is really not worth it. One of the things that I utilize is like as parents we would always think that. We will try our best from our side and then if we fail then we are able to probably think that okay, whatever humanly possible was there. We have tried and then we have lost the battle that is so there it is. Not difficult. So, if I involve my palliative medicine consultant up front for pain management or for something else during that. They revert back to me and asking Sir how good or how bad is the prognosis and do you think you're okay doing active care? So I've been able to convince them telling that this is how it goes and this is what my personal experiences and these are data and this is how we go about it because what happens is sometimes we go the active route and God forbid in the end we lose out. What happens is like the family has gone through all this for a year and financially also they are drained out and then they lose out. So, it does affect their family. For example, their finances are affected their other child who was studying somewhere, you know, everything gets Disturbed. So probably my colleague might come back and tell that whether would have offered upfront palliative care will be better. You're drained all the resources for a year and then you lost so medicine doesn't work like that. We all know that simple problems like dengue can range from being a very mild illness to life-threatening. So, it's not that the moment a person gets Dengue tell that okay will not treat at all. Dengue can vary from that so like that 30% chance of survival doesn't mean that every child is going to die. So, I cannot predict which child is going to die. So I'm going to give active care and if you fail it's unfortunate, but if we have communicated them enough it's fine. But when the child comes back with a relapse of neuroblastoma, and I consoled them that there are options you can use when the child has relaxed. Also, even though the Cure rates are much lesser than the survivals maybe even lesser at that point of time I had. Difference of opinion because they might feel that I mean realistically have you ever cured relapses neuroblastoma for good even in the literature also demanded. So if I've been able to communicate to the family that these are the realistic goals probably this treatment will make him disease-free only for few months or a year and never heard about long-term survival this but if they do want to go the active route, how can I deny them active route. So, I think by communicating to my colleagues have been able to convince them why I've been going this way. 



Can we please discuss your views about referring a child with advanced cancer to palliative care? 



I would like to structure it into probably two halves. The first half would be yes, if the child has come to me in advanced cancer up front. So, the initial interview explains them that what was the initial diagnosis what treatment your child has already had and why the disease has come back or why that disease has become Advanced and then try to tell them that at present. This will be the goals. Probably we are not able to treat the active route because. The available information literature or the available experience expertise does not support Active Care. So we'd be going this way and we would be trying to give only supportive care or palliative care at this point of time for these reasons and I personally feel that if the child has family has come to me for the first time and at that point of time if I tell them that now I am going to hand over you to my palliative medicine team and they are going to be your primary point of contact and they would take care of the rest of things. Becomes a little difficult that point and they are seeing me for the first time. They've been referred by somebody and as you said Center of Excellence of their come with positive hope and then I say no active care is possible and then I tell them now you go to another. Team, they are going to be your primary point of contact it becomes really difficult. So what I do at that point of time is so that's the initial consult and then I tell them to bring their extended family one more time sit with them again, and then explain and after that try to address their concerns, for example, now the child is having what are the issues the child is facing for example, whether it's related to pain or related to bowel habits whether it is related to wound care Their Fear of what is going to be the terminal event. For example, okay. Now we understand child is not going to make it. So, what is the terminal event the child may have or how long you think my child is going to survive? So, these are the areas they start going so that is where I am able. Tell them that this is a team who work very closely with us and they are Partners in managing this kind of situations because they deal with these scenarios more than us. So, they would be working closely with us. And what we do is we try to schedule a combined interview together. So for example, if they met us here either do it here or do it in the pain medicine OPD together so that we sit together and then try to talk to them and subsequently shared care model is followed that is better so that they always feel that we are also part of the care. But for kids who have been treated in our Center only from the beginning and then they have reached a relapsed or Advanced disease where the goals of care have completely shifted to palliative. I don't find it difficult to hand over to the palliative team entirely because the palliative  team has been involved in the patient management before at some point time, even though as I did mention to you that families do tell us that doctor You please be involved with us because you know, we feel comfortable with you and our child and stuff like that, even though we know that doctor. they met us but you be part of the care so we don't find it difficult because we can be part of the care and a shared model but proper communication between the teams has to be involved as with the second scenario what she told was about the child whom you have been following for a long time and has been relapsed or now having an advanced disease.



When do you normally think of making a referral to palliative care?



So, as I told you like majority of our patients who have had treatment in our Center have had referral from my palliative team quite early in the management at some point of time either for pain management mucositis or for some other kind of problem. So, it's very rare that the families are seeing my palliative team consultant for the first time when they have actually reached the advanced stage. So, I don't find it difficult at that point of time. Because if I have not made a referral early and only when the child has become advanced care and if I'm making a referral at that point of time, then it's a little challenging because the families may feel that I'm just handing them over to some other doctor who is not been aware of the scenario. The disease has been going on for six months or one year or two years. The child has been with me now certainly one new doctor has to one new team has to look after, so it is difficult. So, as I told you in the beginning, it's not that I want every child to. Go to the terminal care advanced care. That's why involving palliative care. My understanding of palliative care is there are different sections in the palliative care is not just the end of life care or terminal. That's why they have to be involved. They have to be involved in various other aspects from the beginning like pain management is one of the most important things.



According to you, what facilitates or may facilitate a palliative care referral?



Having good communication with our palliative team is important and probably having some kind of weekly meetings with them to understand their way of working and our way of working and the patients that are being seen during that week to be discussed and probably having some kind of joint clinics with will facilitate



According to you what hinders or may hinder a palliative care referral?



I think the biggest Factor hindrance is first non-availability of the palliative care. If it is not available, then that will be the biggest problem considering that say it is available. There is no proper communication between the two teams then it's going to be a problem because even if I made a referral to the palliative care team unless we have discussed as to what is the purpose of making the referral? What are the goals of care? And what is the communication that has been made to the family? And vice versa expecting some kind of feedback from my colleague is going to help otherwise sometimes what happens is like say for example, I am treating a stage 4 neuroblastoma with bony mets and I have referred to you for pain management. Well, and we have told them regarding the active care and the patient is in active are given the chance of survival is small but my pain medicine consultant if he starts talking to them only about palliative care right now. when the child is a now in active care that these diseases are more likely to relapse and once they realize then you go in the palliative care so. You know this kind of issues may come up so clear-cut communication between the two teams has to understand the goals of management and it's more important. 



You spoke about his communication and shared care for a better reference system. Can you please elaborate it further?



How can we achieve that...? I think good communication. I've been fortunate enough that the people whom I have worked. Here and elsewhere before I joined here. I have been fortunate enough to work with people where communication or never a problem. We just used to pick the phone and speak to each other and whenever we felt that the example that I gave we always felt that those are the kinds of challenging cases that we should always be working together. Should be doing an interview together by then. I telling you have a look and then I will talk to them and so always so I think they go hand in hand communication with each other regarding the goals of care and then having a shared care is there can be challenges in shared care model because you know the person on the other side with a dude like to work together in your timings may not match you might be doing IP visits and they might be doing OPs and so you have to come to some kind of consensus as to. What would be the appropriate time for you to sit together and work because I think ultimately all of us are working for the betterment of the patient and their families and ultimately whatever it takes for us we have to do to achieve that I think so. 



When will you consider referring a child with advanced cancer to palliative care?



That's a very good question. So as I told you like there will be some scenarios like pain management mucositis or stuff like that where the patient may be having actually a very treatable disease like Hodgkin’s lymphoma stage 1 with  90 95 percent cure rate where I'm not expecting the child to relapse and end up in advance to palliative and end-of-life Care per say. Still The referral is made because of management of some other ongoing problem, but more importantly for diseases like neuroblastoma high-risk or you have metastatic osteosarcoma or Ewing sarcoma. Most of these metastatic solid tumours or you have this diffuse brainstem glioma. I just mentioned to you the other diseases who have a very poor outcome. So, you know that in spite of giving them the active care upfront eventually their long-term prognosis is not great. So, I think in these cases even if you don't have challenges like pain management all because I still insist referral has to be made to this team to get them involved early in the course.



Why do you think these conditions that you listed require palliative care more than other conditions?



There are two things one is the outcome of these diseases even with active Care is usually less than 30% If you take metastatic neuroblastoma, or if you take metastatic osteo or Ewing’s even with active care the chance of long-term five-year disease-free survival is less than 30 percent. So, it's likely that in spite of doing all that you care. You might eventually the child might relapse. Three out of ten children would be cured and 7 would actually eventually relapses and when they relapse, they don't have any long-term cure. It's only going to be so if you involve them early then it is better. Second thing is for example metastatic neuroblastoma for this for that matter when the disease actually presence in advance or relapse settings, then they will lot of challenging situations, which will not be primary oncologist may not be able to handle the. It takes more dedicated Services more time to spend. For example. I had one child with neuroblastoma who had failed all lines of treatment and in the relapse setting and underwent bone marrow transplant subsequently underwent dendritic stem cell therapy and so on and so forth. I think you're around that time. The family had come all the way from Delhi. They were like, they wanted Active Care to be done. Unfortunately, we are exhausted all the active lines of and eventually the child had the you know, multiple bony mates all over the body. So almost every bone in the body, you know just popped out from the skull there was proptosis extensive pain requiring highest amount of analgesia. I have seen in my career. I think we had to give them morphine infusion and many other things and subsequently the child started bleeding from everywhere because of bone marrow involvement. So So these kinds of diseases the terminal event is not that smooth sometimes, you know parents have understood that okay. We are going to lose out on our child we are okay, but then the next thing is they don't want their child to suffer rightly. So, they want the child to be pain-free. If at all possible, they are able to feed the child till the last moment if they're there should not be any problem with the stools and urine. They should not be too much of bleeding. So ultimately, they want their child to be comfortable before the child goes back to the god. So, something like that. So, I think those challenges will eventually come up. So, if they are involved in the care from the beginning the communication is made regarding these things and then the goal. At that point of time. What would be possible would be better? 



When will you not consider referring a child with advanced cancer to palliative care?



Difficult to answer like that, I think. How can I don't think so because even if you have a child with say Hodgkin lymphoma stage one tumour or a standard risk ALL who has achieved remission your long-term cure. It is 95% Okay, or whilst tumour stage one. Your curate is 95% I don't think there is a contraindication telling that just because you have cure rate is 95% This child is almost never likely to relapse why you even involve your palliative medicine. But is as you asked me are you do you refer all your children to palliative care or do you not refer so yes all children are not referred to palliative care some children are referred to palliative care upfront either because I am expecting a poor prognosis in future or the chance of relapse so that they are involved in care from the beginning or I'm referring them to  Manage some other issues like being mucositis or stoma if they have something right? 



Can you narrate a memorable experience of palliative care referral?



One of the cases that we managed. We had a child with leukaemia who actually relapsed and then subsequently bone marrow transplant was done in our Center and following bone marrow transplant the disease was only in partial control and the mother was the donor for the child and we had to actually give the stem cells from the mother has what is called as donor lymphocyte infusion so that to keep the graft active because she was having only partial chimerism. So, this child was strongly funded by NGOs for the transplant because the child is adolescent girl and not very well-to-do family and she was funded from here. So finances are not a problem. So, you are continuing the active care but some point of time the challenges that we faced was the mother eventually told that I'm not subsequently going to give any more of my blood as donor lymphocyte infusion to my child.

So, we face this issue. I told such a difficult thing for us. So, we had to sit down with them and re discuss with them. What why does the thing she think that she should stop helping her child now at this point of time, they are quite motivated to go the active route and they because those are realistic hope that we transplant. She can be cured still even though the disease had relapsed and at some point, of time she gave it up telling that I'm not going to subsequently donate. So, we had to have repeated sessions with the. Family and the mother raised the concerns telling that yes financially we are being supported. That's why this care is going so long. Otherwise, we would not be able to actually bring her so long and now I personally feel that even with transplant even with lymphocyte infusion in the last three sessions her chimerism Still Remains a little low and there is a big possibility that she will eventually relapse. So, I think that continuing. Lymphocyte infusion is only going to prolong the things and not going to permanently change the scenario. It was her perception and because we had been communicating to her that in relapses leukaemia, she had T-cell leukaemia, which is a very bad combination leukaemia and with you and with transplant the long-term survival is not great. And with poor chimerism what her perception was actually, right? That if you are not able to maintain good chimerism post-transplant then eventually she will relapse and then she would end up being palliative. So, she said that even though we have done the transplant, even though we have done the DLI still we are sitting in a situation where actually the disease anytime going to come back. I don't want to push that inevitable for too long fear to face it let's face it now so because there were other members in the team who felt. Well, we have done all this they funded the patient entirely and we have done all this why should you not give now the lymphocytes for further continuing active care, but actually when we sat down with her and actually discussed what she was trying to tell her was like it was not like she didn't want to give the blood it was like she had understood the problem better now and then she was at how palliative care team helped in this case. So unfortunately, the patient belongs to some other consultant initially and only during the transplant we were involved and during the transplant when this. During the transplant we had involved the palliative care team first time and that time it was more for mucositis management and subsequently during the because the chimerism was mixed. We involve the palliative team and we told them that you will have to start counselling them regarding that there is a chance of the disease again coming back and then the child may become palliative, so. We involve them and through the care and then when she decided that we will not be continuing any active management for this child at that point of time.



Can you narrate a negative experience of palliative care referral?



I have had problems, but that is not for the yeah. For the pain management. I had made a referral to my palliative medicine colleague and I personally felt that pain scores for still high and the pain management was inadequate. So even after they were involved in the pain management for three days, the child was still in pain and when I went and asked them, I said I am not happy about the pain management because I. Work for the pain only for 24 hours or 48 hours and if I'm not able to achieve the goal, I am continuing active care, but I want somebody else to take care of the pain because I want the child to be pain free. So even if you are involved in the pain management for 72 hours, and if you are not able to achieve that goal, I was personally not happy.

So, they said that when they were making the rounds probably the child was pain-free or the child was sleeping their assessment was I mean, which I personally feel is incorrect. If the child was sleeping at that time, there. They were not able to assess you have to come back. One of your team members has to assess at some point of time. So only the pain management goal was not achieved 



Is there anything else you want to discuss or add?



All the centres in the country should have a robust palliative medicine Department working closely with both adult as well as paediatric oncology patients because that is the need of the hour I think and it has to be that the perception of some of the oncologists is changing some of the oncologists feel that upfront referral to palliative medicine should not be there. There should never be a term called as palliative medicine. We should always continue Active Care and stuff like that. But over a period of time it will change when they understand that there is a point of time where we reach this. So, I think this facility is available in each Center where oncology work is being done. It'll be fantastic. And there has to be a centre. I think Indian association of palliative care is quite robust, and they do a lot of training courses from all over the country and people from different specialities actually take the course. It's not people who are going to do only palliative care is the active oncology is and lot of other allied specialities also do this. So, I think phenomenal work is being made but I think we have a long way to go still you just mentioned. Perception of oncologists have been changing. Palliative Care should be involved right from the beginning and when bad diseases from the beginning in non-bad diseases also for other goals of management. But there are other oncologists who would feel that. I would not like to involve my palliative medicine consultant upfront because I am still going the active way and only the disease becomes Advanced and recurrent and when I feel that I cannot do anything active then only I am going to refer to them so that position still it remains in some of the oncologists and I think to take some time and it's hard work, I think.



Do you think the name palliative medicine has to do something with a referral?



yes, for some people, you know, there are people who would not like to hear the term as palliative medicine, like to tell us pain medicine or some other some other kind of terminology because palliative the equate to death. where the disease has reached a stage where active cure is not possible, and we are only doing supportive care until the patient is going to die. Some people don't want to accept that but it's the reality we have to be more realistic about it. 



Do you feel changing the name of palliative medicine to something else may change the referral practice? 

I don't think we should be changing. I think if we as palliative medicine people you have palliative medicine person. If you feel that this terminology is not apt to the type of care that we are giving, then it should change. It should not change because the oncologists on the other side, which who are your primary referral pool? I feel that that term is not apt. I don't think it should change because of that. 



Thank you very much for participating in this research interview and thank you for your time. I'll stop the recording now. 





-End of Recording-





		Field Notes 



Male, 10+ years consultant experience in paediatric oncology, paediatric oncology training at UK. 



The participant is a consultant working with a team of paediatric oncologists in a cancer centre. He readily gave me an appointment on request.



Post-interview he expressed his displeasure about the present palliative care consultant. He felt having a competent palliative care team is very essential factor for referral. 



He showed me his family photo and told that whatever he does is for the family, similarly whatever parents does are for their family. We need to acknowledge and respect that. 



He is recognised as one of the prominent oncologists at the centre. Having to live up to that expectation is challenging. He finds it hard to give away his patients even if the palliative care team is involved. He has to be involved. 
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