Table 4 (online supplement). Quotations related to subthemes and themes.
	Themes/subthemes
	Quotations

	Attitude of Professionals

	
	Awareness of parental needs
	That a nurse really asked me how I felt.[11:M]

	
	Professionalism
	You just know that on that unit your child is well taken care of. They try everything possible to do their best. [9:M]

	
	Trust in safety
	If she (child) needs the PICU again, I would go with her again to this PICU. [21:M]

	
	Listening to advice of parents
	The nurses ask also the parents how the child was at home, how the child reacts at home, how the child was before. So they asked our experiences of our child.[25:M]

	
	Empathy
	Giving us a feeling of trust and not been treated like a number.[2:F]

	
	Interest in the child’s needs
	Even when she was sedated those first days, what they did, they were always concerned… they were always asking, would you like a television set…[36:M]

	
	Attention to siblings
	And what I liked was that Maria (sister) was also welcome.  [29:M]

	
	Attention to pain and comfort of the child
	She liked it to lay with the head and foot of the bed elevated and she could tell if she was comfortable and they (nurses) listened to her. [17:M]

	
	Being recognizable
	They were all very kind and they all introduced themselves by their name and who they were.[12:M]

	
	Psycho-social support
	They (nurses) asked me four times if everything was okay at my work or if there were any problems…indeed, they also thought about us. [41:M,F]

	
	Respect
	With all the emotions I still have, if I look back, about the human aspect towards us, yes, I found that we were treated with a lot of understanding.[29:F]

	
	Support in critical situations
	They should not have leave me alone there (waiting room), of course I understand that they had to go back but they could have send another nurse. [16:M]

	
	Feeling welcome
	We never had the feeling that our presence was too much. [34:M]

	
	Atmosphere in the PICU
	The nurses were very nice. We had a lot of fun at the PICU… we had a click with the nurses. [18:M]

	
	Commitment
	The doctors and nurses were dedicated. Of course it is not like we hug each other, I know this too. [6:M]

	
	Differences in approach
	It was different per nurse. One nurse started to explain directly while the other nurse you had to ask constantly.[41:M]

	Coordination of Care

	
	Transition PICU to pediatric ward
	Because I had the idea that on this ward they had not any idea what exactly the problem was with Liza. [13:M]

	
	Teamwork
	He (physician) tried to arrange three things within one day, a canula change, to the OR for a port-a-cath, and later on the chemotherapy. [6:M]

	
	Unequivocal work by professionals
	We did too many procedures of which she (nurse) did not expect we could… well one nurse gives you more room than the other. [8:F]

	
	Having a first responsible nurse
	Of course they tried to have the same face at the bedside and that was succeeded pretty well. [21:M]

	
	Difference between PICU and pediatric ward
	That was a weakness of the PICU, they did not…, well, the pediatric ward has no knowledge of trachea canula care. We can do it, but we are not at the ward 24 hours a day, so then there were daily phone calls between the PICU and the ward, and two ward nurses came to the PICU to learn about canula care. [35:M]

	
	Medical care
	A lot of doctors. At a certain moment you think yes there he comes and then you need to tell the story again. [37:F]

	Emotional Intensity

	
	First hours of admission
	At that time you are being lived. [26:F]

	
	PICU stay
	I do not dare to say…we can not bare anything anymore because there is always something happening. [15:F]

	
	Being in the dark
	That we were scared of how we would find him… there is this fear that stayed with you all the time. [20:M]

	
	Appearance of child
	If you come in the morning and see your child in bed, everything clean, than you think how wonderful. But we had mornings when she looked different, with secretion in her face, blankets all over the bed. [7:F]

	
	Seeing other children
	You see and know a lot of the other children in the unit. And then… yes things like that… if that’s a child next to yours, it becomes reality.[7:M]

	
	Critical situations
	We were so scared that he needed to go back again on the dialysis machine or that he would get chronic renal failure. [15:F]

	
	Information giving
	And than we had a talk (with physician and nurse), and back in the hallway we said to each other, what did they say again. [29:M]

	
	Lack of clarity
	I had lots of worries like after New Year, another year ahead, without perspectives. [6:M]

	
	Sounds and lights appearance
	All these lights and alarm, they give so much impressions, even with your eyes closed. [11:M]

	
	Transition to the pediatric ward
	Yes those several transfers, these were stressful moments. Get used to new people an that sort of things.[11:F]

	
	Child’s critical illness
	And that you almost know everything; her heart beat needs to be like that. So you think; this is not healthy at all. [29:M]

	
	Feeling powerless
	That we were scared of how we would find him… there is this fear that stayed with you all the time. [20:M]

	
	Child on mechanical ventilator
	I saw the ventilator on maximum support and he got an incident with his blood gas. Yes, your stress levels went sky high. [22:F,M] 

	
	Hold on to family life
	You also loose your family, because we have another child at home. And everything continues like birthdays and so…Normally I am strong but this time I found it terrible [37:M] 

	
	Leave child behind at the PICU
	I enjoyed it to go to my daughter, but I always cried when leaving. It just did not feel right to leave her alone at the unit. [31:M]

	
	Stories other parents
	There were parents in the Ronald McDonald House with also a child in the PICU. They told us all. I said, I do not want to go there anymore. [15:M]

	Information Management

	
	Timing of receiving information
	Plan more moments to tell how the situation is or what will happen, yes give a little more information in between. [17:M]

	
	Test and procedures
	Even in the evening they called us at home to tell the results of the tests. [1:F]

	
	Honesty
	The communication about how things are going I found a bit thin… you need to be open to people, at least this is my feeling. [15:F]

	
	Discharge planning
	There should be, in a leaflet or the like, some information on what to expect, like less intensive attention. [22:M]

	
	Written information and diary
	They did not explain everything directly. I could read it in the information booklet. [24:M]

	
	Completeness
	But factual information about the disease I have absolutely missed on the PICU… something like, he has this disease and what went with it. [38:M]

	
	Univocal
	Of course if they would all say the same. [17:M]

	
	Understandable
	Talk till we understand, they tried to speak German, yes. [3:M]

	
	Structural information provision
	Plan more moments to tell how the situation is or what will happen. [17:M]

	
	Preparation for PICU admission
	They invited to come to the PICU after surgery (first time) and I was well prepared what I would see, so it did not scare me. [16:M]

	
	Influence of media
	I watch TV (ICU soap series), but when it concerns your own child…that is different... you are nervous. [12:M]

	
	Medication
	There was an error with medication. You do not want to think about what could have happened. [29:F]

	Environment Factors

	
	Privacy of a single room
	The privacy is a piece of curtain in between two beds. You keep your voice down on such a unit, everybody did that, except the nurses. [37:F]

	
	Organization of PICU
	I found that strange at the beginning that I had to ring the bell to get in to the PICU. [29:M]

	
	Catering
	Coffee and tea and around 4.30 PM they ask if we want some soup. [8:M]

	
	Sound and light
	The only thing I found unpleasant, as far as I remember, was that the ladies and gentlemen talked rather loudly. [1:M]

	
	Waiting room
	You can go to the family room and relax within a home-look-alike atmosphere. [29:M]

	Parent Participation

	
	Involvement in treatment decision-making
	But I often felt like, who is the professional here? I was so involved while thinking, just do it because who am I to know about that medication? [1:M]

	
	Participation in child’s care
	Little things, braiding her hair, lotioning her skin, brushing her teeth… these are the little things you can do and I found it very pleasant [36:M]

	
	Presence during test and procedures
	I just want to see how they cut the sutures and how they take the tube out [12:F]

	
	24 hours accessibility
	At night he (child) could not sleep. We could stay, but one can ask if this was a good thing to do or not. [2:F]

	
	Learning care procedures
	Suctioning the trachea canula… and the nurse said that I had to do it. She would stand next to me and see if I could to do it. [35:M]

	
	Transfer to and from PICU
	Well, they clearly discussed what we wanted, either transfer our child to a pediatric ward in the university hospital or to a hospital close to our home. We decided to go to the hospital close to our home. [34:M]

	
	Involvement during admission period
	We always said that whatever you have to do, do it. Surely you do not do things just for fun, it is necessary, so do it and we will hear it later what you have done. [19:M]

	
	Presence during rounds
	The doctors had the bedside round to discuss your child and in fact we wanted to be present to hear what they say, but this was not possible. [31:M] 


