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eTable. Results on Modifications of SMART Component Definitions (underlined) and Representative Quotes 
SMART Component and Definition

(modifications are underlined) Representative Quotesa 

 
Patient 
n=14 

Parent 
n=18 

Provider 
n=10 

Socio-demographics/ Culture: 
Age; ethnic/racial identity; socio-
economic status (SES), culture of 
family and community. 

I’m 20 now it feels like how long am 
I going to go here [pediatric 
hospital]? 

My son is starting to transition to 
the adult hospital because he’s 
going to be 23 at the end of this 
month. 

I: Do you talk about the 
transition to adult care? 
R: It depends on the age of the 
patient. 

Access/Insurance: Level of access 
to pediatric and adult system of care. 
Current insurance benefits. Future 
insurance prospects. 

I was kicked out of my pediatrician 
so I finally had to [transfer]. They 
were like you can’t come here 
anymore.  

 

[Our preferred provider] was no 
longer accepting our insurance. I 
thought oh my! What am I going 
to do now because maybe now 
that I’ve signed up and it’s after 
my enrollment date. We’re going 
to be stuck out there in the real 
world. 

You definitely see more dropout 
at that age – calling patients, 
“why haven’t you been here?” 
[They respond], “I don’t have 
insurance right now.” 

Medical status/risk: Late effects, 
disease history, health risks or 
problems. 

Adult issues that come along with 
the effects of your treatment. 

 [My son] will never drive 
because his vision’s all off. 

If I think they might relapse, I 
won’t send them. 

Neurocognition/IQ: Neurocognitive 
status 

That happens to me all the time. 
[My providers] are making tons [of 
points]…but…I do not understand 
sometimes. 

 [My son is] developmentally a 
teenager, even though he 
processes so slowly. 

The ones that are aging out 
but continue to come to the 
pediatric neuro-oncology clinic 
seem to be the severely 
cognitively delayed young 
adults. 

Knowledge: Knowledge related to 
disease history, health 
status/needs/management and 
benefits of transition. Knowledge of 
health-related issues such as 
insurance, transition, and navigating 
the health system. Knowledge of 
the inevitability of transition. 
Investment in acquiring knowledge. 

My doctor said I did not have to 
get MRI’s anymore, so I guess I do 
not know if I would even go to 
adult healthcare. 

My son has one doctor at the 
adult hospital, but 4 other 
doctors are still here at the 
children’s hospital. Say he had 
a problem with his kidney and 
needed hospitalization, would I 
come here or go there? 

I often feel like I’m actually 
sending my patients to people 
who have more experience 
than me at looking for some of 
these later side effects. Even 
though I really enjoy seeing 
them, I’d be doing them 
somewhat of a disservice to 
follow them in the long term. 
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SMART Component and Definition
(modifications are underlined) Representative Quotesa 

 
Patient 
n=14 

Parent 
n=18 

Provider 
n=10 

Skills/Self-Efficacy: Skills/self-
efficacy related to managing 
personal health and transition. Skills 
related to communication, 
adherence, and navigation of the 
healthcare system. Parent/provider 
skills to support/promote transition. 
Ability to “let go”. 

 
It is hard for me because I do not 
know any questions to ask. My 
mom, she asks the questions.  

Even if [my son] takes some of 
the responsibility, I still feel like 
I have to monitor.  

There are a lot of medical 
issues that pediatricians will 
miss as people get older. 

Beliefs/Expectations:  
Beliefs related to the transition  
process, follow-up care, or adult 
care. Realistic or unrealistic 
expectations. Beliefs related to 
pediatric care. 

Why would you want to move from 
the warm  
fuzzy world of pediatric care to the 
cold prickly world of adult care? 

I think transfer to adult care 
means more than just medical 
needs. 

It’s a scarier place than 
pediatrics.  You’re not coddled 
as much. 

Goals/Motivation:  
Goals of the transition process. 
Goals related to or that facilitate the 
transition process and disease 
management. Motivation related to 
transition, follow-up care, and self-
management. Thinking concretely 
about steps to take towards 
transfer. Mismatch or match 
between stakeholder goals. Patient 
future-orientation in general or not. 

You may be ready to move on and 
your parents are refusing to let you 
take charge of your own 
healthcare. 

 

It’s time to move on. 

 

I could do better thinking 
about my goal for transition… 
it is easy to kick the can down 
the road and say, ‘We will see 
you one more time’, but that is 
not necessarily the best thing. 

Relationships/Communication:  
Relationships among patients, 
parents, and providers (pediatric 
and adult providers). Functionality 
of relationships (e.g., blurred 
boundaries, overbearing 

To this day, my parents are always 
trying to find out more about what 
is going on, and trying to take a 
more active role in things. 
Sometimes I just have to push 
them away and say, “Listen I am 

For myself, transitioning her to 
adulthood was hard for me 
because of this sickness. 
Because I was closer to her 
because of that…so it’s harder 

If the doctor’s not letting go, 
the family’s not letting go. 
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SMART Component and Definition
(modifications are underlined) Representative Quotesa 

 
Patient 
n=14 

Parent 
n=18 

Provider 
n=10 

relationships). Influential 
relationships outside of PPP that 
affect disease management and 
transition. Nature of communication 
among PPP. 

an adult I can take care of myself.’ emotionally to let go. 

 

Psychosocial 
Functioning/Emotions:  
Psychological conditions, family 
functioning, acute crises (patient 
and family) and emotions related to 
the transition process. Traumatic 
stress. Adjustment to survivorship 
and “moving on”. 

A lot of it is too much to handle. It was like a good feeling that 
they felt he could be 
transitioned. 

 
Being transferred to a whole 
different hospital and whole 
different setting, I think is 
really disconcerting. 

Developmental Maturity (of the 
patient): Evidence of 
developmental maturity necessary 
for success in adult system. 
Developmental maturity as 
indicated by the SMART 
components above. Mismatch or 
match between patient and 
pediatric system. Evidence of 
meeting related milestones. 

I tried harder and harder to take 
charge of my healthcare as I got 
older. 

Chronologically our kids might 
be – in my case 26 – but if you 
add up all the time that he’s lost 
in the hospital, he lost all that 
socialization time. He might be 
26 but in a lot of ways he is 
five…how do you treat an adult 
who sometimes is an adult and 
sometimes isn’t? 

In my experience, the ability of 
patients to accept those 
responsibilities is in some 
ways related to their age but 
often not. 

 
aItalicized quotes beginning with “I” indicate the interviewer is speaking; “R” indicates that the respondent is speaking. Representative quotes are from many participants—quotes from 
both days of focus groups and the majority of interviewees are presented. 


