Interview
First Interview – June 11th 2022 – Patients and Caregiver
Introduction
Patient 3 and Mother : 
When she was in the polyclinic the child still had body aches, couldn't walk well, sometimes had a headache. She was treated twice, the first time she was treated in the children's room, her appetite decreased, she couldn't eat and drink in 2019, since she was little she had never been sick before. She was taken to the National Police Hospital, and it wasn't kidney problem, after going back and forth and didn't recover, then she was taken to Harapan Kita before she was told she has autoimmune disease, then she was sent RSCM to be treated. At 18 years old she was transferred to Internal Medicine.
Patient 1 and Mother : Patient 1 started being sick in 2017, diagnosed as smallpox and was treated for 1 week in Tangerang Selatan Distric Hospital and was diagnosed with SLE, he was referred to Fatmawati and had his kidneys checked. He has improved by getting kidney therapy, he was recommended to go to RSCM because his pediatrician moved to RSCM so he continued at RSCM. (follow the treating doctor and the lab facilities there are also lacking). 
He also went to orthopedics to check for abnormalities in his pelvic area, after 18 years he was transferred to Internal Medicine. Patient 1’s mother also had SLE since 2009.
Patient 4 and Aunt
The first time I got sick was in 2017 when I was in high school, I was very weak, my Hb went down, I got 4 bags of blood transfusion. One week later, I got rechecked that my Hb was still low (1.5) at Bekasi Regional Hospital. I vomited no blood, there was no bleeding. I was referred to RSUP Persahabatan and to RSCM in 2017 to the Pediatrician. In 2019, Patient 4 was hospitalized in the ICU for a total of 11 days. She was was unconscious, after that the eyes were checked and nothing happened. After that, the kidneys were checked and they were good, but it got bad in time. 
Patient 2: the first time I got sick in 2019, rashes appeared on my face, I went to a dermatolPatient 1st, I was given medicine and ointment, until the rash appeared again, I went to the hospital and was referred to Budi Asih Hospital, treated for 1 week and given a transfusion, then I was referred again to RSCM to Kiara Polyclinic (Pediatrician)
How to transfer form Pediatric clinic to Adult Clinic?
Patient 3: Her pediatrician said that since she was 18 years old,she should be transferred just transferred to adult rheumatology clinic. The doctor said that she had to be treated further so she was moved to the adult clinic. 
Patient 1: At 18 years old, continued to the adult polyclinic, initiated by pediatrician
Patient 4: IDEM
Patient 2: IDEM
What documents do you need to bring during the transition?
Patient 3: Just a pink letter for referral to the adult clinic, then sign up at the rheumatology clinic and register again
Patient 1 and Patient 2: IDEM
Patient 4 was told to go to the eye clinic first
Are there any difficulties moving?
Companion: None, just a different room and a different atmosphere. In children there are pictures of their children, in rheumatology there are lots of adults. It is more comfortable on the pediatric clinic.
Patient 3 mother: but because I wanted to get treatment, I stopped thinking about it because the goal was to get treatment, at first it wasn't comfortable but later I got used to it and it felt like home and was comfortable
What suggestions do you have to make it more comfortable?
Patient 4’s Aunt: If possible, separate the transition clinic for first 2 years in order to adapt first
Patient 2: For children, the space is spacious, when they moved to rheumatology, they were a bit surprised that the room was a bit narrow and there weren't many chairs, so they had to give in to the elderly.
After arriving at rheumatology, what documents need to be completed?
Patient 1: Pink letter and lab results, reference letter, and letter to refill data
How do you feel about transition?
Patients : It's normal because I'm used to it, there are no difficulties
Patient 3: It's the same, actually, all the lab results from the child are requested
Regularity of treatment
Patient 4: I used to have frequent relapses, I didn't understand the condition, I still wanted to go out with my friends, but my aunt gave me understanding. The medicines were still trivial at first, now I know that you have to take medicine regularly. My aunt also reminds me regularly.
Patient 3: Sometimes children can get bored because they keep taking medicine and I usually complained to my doctor and my complaints was taken seriously. At home, people also remind me to get myself treated, so I think parents’ role are important
The parents also usually accompany their child to get routine check up at the polyclinic
Is there a problem with the referral process up to the counter and meeting with the doctor or not?
No problem, just a long queue, information are easily obtained
Patient 3 and Patient 2: online registration should be upgraded as I was once told to go home as the queue number ran out

Advice to health workers and administration
Patient 3: patients should not be advised to go home, I would rather be last in queue than told to go home
Patient 1: The health services are all good but sometimes the nurses take too long
Patient 3: Once the lab worker was a bit cranky and the injection made it really hurt and turned blue
Patient 3 mother: the doctors are all good
Patient 3 and Patient 4 : Pharmacy’s policy are sometimes hard to understand, sometimes from the 3rd floor you can be asked to go to the 1st floor pharmacy
Patient 3: the doctors keep changing, sometimes there are those who don't undertand though there are notes in the computer, but there are also doctors who explain in very detail (it can be different between one doctor and another)
Patient 4 and others: the service at RSCM is very good in inpatient and emergency rooms
Second Interview – July 6th 2022 – Healthcare Worker
The ideal patient transition process from pediatric to adult (INTERNAL MEDICINE) when handing and receiving
Rheumatologist 1 : rheumatic patients are a chronic disease so they need continuous therapy. Patients who are approaching/entering the transition period should : First, have a complete record of the history of what medications have been given, if they were changed for what reason, and future treatment plans. Second, those who hand it over and receive it must know the standards/guidelines for patients in children and adults, how to treat it, are there any differences, for example in children and adults lupus nephritis is also different. Third, preparation of the patient's readiness, whether he is independent enough or there is dependence on his parents, conveying the social background of the patient, his compliance, to adjust the education that needs to be delivered, whether it is enough for the child or needs to be given to the parents.
Moderator : Ideally, how long does it take to prepare for the transition process?
Pediatrician 1 : Early adolescence is 10 years old, maybe starting at 16 years old for transitional education. BPJS requires transferring at the age of 18 years administratively. So far, there are many things that have not been prepared, such as transfer documents. Some 'special' patients are sought for a transition meeting with the division to be transitioned.
Obstacles experienced:
- In pediatric clinic, all doctors are in charge, but in Internal Medicine clinic, only one supervisor is in charge. In pediatric clinic, only Allery-Immunology division is in charge, but in Internal Medicine there are several divisions which handle the patients
- There are way less patients than in children (max 50 per day) than in Internal medicine (up to 100 patients per day)
-The difficulties for many patients also sometimes result in patients not being able to register according to schedule because their poly quota has run out even though the medicine is about to run out.
 If you want to see a good example of a transition that is quite good from the Thalassemia transition, there is a special clinic for Thalassemia.
 A suggestion might be to create a WA group between representatives of children and rheumatology together with patients and parents, as in pediatric clinic
Pediatrician: There’s a confusion regarding the treatment for patient aged 17.5 years-old but still require our intensive monitoring, but the National health insurance strictly regulate the transfer the patients aged 18 years-old to internal medicine clinic.
Rheumatologist 1 : Autoimmune in internal medicine is handled by both Rheumatology division and Allergy Immunology, which may be confusing, while other organ involvement are treated accordingly by each division. 
Psychiatrist : Each division should write their own competency and will be sorted by the medical committee. As an example, CDL can be installed by several divisions and department. This white paper then will create solution regarding this problem

Rheumatologist 1 : Other solutions may include making of “Panduan Praktik Klinis/PPK” for every division, in order for each division and department to give the same standardized treatment

Pediatrician 1 : every 3 months, a meeting should be held regarding this transition

Pediatric Nurse : pediatric patients complained about difficulties in getting queue number in internal medicine clinic, several patients choose to go back to pediatric clinic as they ran out of medication 
Rheumatologist 1 : less patient made the communication more intense in pediatric clinic than rheumatology clinic
Rheumatology nurse : we exchanged phone numbers with the patients in order to keep the communication going, renovation of the clinic is also planned in order to create more space

What is the ideal transition condition according to psychiatry?

Psychiatrist : patients need at least 3 months to adapt in new situation, 20-70% of patients have neurocognitive disorder, thus they are having trouble receiving so many informations, maybe we should explain the whole process starts from registration department. Blueprint for ideal polyclinic is not yet established.  Transition should be prepared from the doctor, healthcare worker, and also from the patient’s point of view and experience. Facilities, doctor’s approach, and good teamwork are needed to create good transition environment. Patients feel traumatized to be asked about their painful experience allover again, and they also afraid that the doctors don’t understand about their condition. We have to make a transfer method that approved by both pediatrician and rheumatologist.
Rheumatologist 2 : a routine cognitive examination should be done to each patient in order to accommodate their need in transition. I also suggest to add community approach in order to help the patients transitioning.
Pediatrician 1 : usually, patients with risk of cognitive abnormalities are sent to the Psychiatrists.
Rheumatologist 1 : transitional patients should be treated by supervising doctor for at least the first 6 months, to help the patient accommodate to the polyclinic environment and adjust best treatment for their condition.  

Is there a need for checklist?
Rheumatologist 1 : A good transfer document shoud consist of complete medication history and medication planning, including the reason of stopping or switching any medications in order to assure the medication continuity… it can be adopted from ACR.
Pediatrician 1 : we adopted the checklist before, but evaluation was not made until now. I suggest that 3-6 months before transition, we have informed the rheumatology clinic regarding patients transition 
Rheumatologist (R2): Previous attending physician’s note can guide our next management planning. Pediatric clinic inform the transition patients to visit rheumatology clinic on certain day, to a transition care room in rheumatology clinic with a person in charge.”  
Pediatric nurse : Paper documents can be lost, its better to be integrated within electronic medical records.
Rheumatology nurse: Electronic medical record might need longer time to processed, we can use paper documents temporarily.” Communication between department and division are also needed. 

Third Interview – July 26th 2022 – Administration Staff
Pediatric Administration : Patients aged 18 years old are advised to get treated at adult polyclinic with resume on pink colored paper. We always give clear explanation regarding location of the clinic, how to register,  and other procedural standard. Transition patients will bring a consultation letter and letter of patient’s history.
Rheumatology Administration : we gave more attention to transition clinic as they are still newly adults, we also gave support for them to get checked regularly.  There are medical resume and drug records in that resume letter. We will make a report if there are any problems identified
Rheumatology Administration : Patients aged 17 years-old in rheumatology clinic can be examined due to certain social indications, and then will be referred to pediatric clinic
Pediatric Administration : Sometimes we noticed that there’s still patients undergone certain protocol in pediatric clinic and haven’t get transferred although they have reached 18 years-old until the medication protocol was done.
Suggestion :
Pediatric Administration: We should make a special day for rheumatology clinic to accept the transition patients, so that the patients can meet their peer group.
Rheumatology Administration  : The suggestion regarding special day is difficult to carried, there must be difficulties to separate their age from registration department. The problem lies on the referral report, as it will be confusing. 

Pediatric Administration : The transfer document should be made by doctors because of their knowledge regarding the medications.

