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Background

� Special health care needs – intellectual, developmental or physical 
disability

� Understudied field 

� Transition Readiness Assessment Questionnaire (TRAQ)

� Looking at young adults with medical complexities

� Dissatisfaction among youth



Aims

Describe YASHCNs’ 
perspectives on decision-
making involvement 
during transfer from 
pediatric to adult care.

1
Compare perspectives on 
decision-making among 
YASHCNs with and 
without intellectual or 
developmental.

2
Explore YASHCN’s 
perspectives on decision-
making in healthcare and 
non-healthcare contexts.

3



Methods

� Recruitment

� Semi-structured phone interviews
� TRAQ

� Content analysis
� figure



Scenarios

1. Exciting internship in a different city

2. Doctor prescribes a new medication despite not finding anything wrong

3. Unusual symptom while at home



Interview 
script



Categories

Autonomy

Knowledge

Goals

Self-management

Decision-making

Family/friends

Social support

Impact of school/work

Social determinants of health

Self-awareness

Healthcare interactions

Development/transition



Autonomy 

• Forced autonomy
• Being vocal
• Coping with 

independence

Knowledge 

• Healthcare logistics
• Setting parameters
• Knowledge gaps
• Problem-solving skills
• Engaging in 

appointments/inclusion

Goals 

• Life goals
• Vocational decisions
• Balancing limitations 

with goals
• Shared life goals

Self-management 

• Appointment 
preparation

• Prioritizing health
• Self-motivation



Decision-making 

• Processes of making 
decisions

• Bad experiences shaping 
decisions

• Revisiting decisions
• Soliciting for opinions
• Different sources
• Learning from other’s 

experiences
• Acute event/transformative 

experience

Family/friends

• Physical distance
• Emergency safety net
• Not involving friends
• Not involving family
• Negative aspects of family
• Familial coordination

Social support

• Role model
• Normalizing condition
• Emotional support
• Financial support
• Medical support

Impact of school/work

• Flexibility/accommodations
• Condition impacting school
• Condition impacting work
• Work impacting condition
• School impacting condition
• Disclosure



Social determinants of 
health

• Health insurance
• Financial barrier
• Continuity of 

care/access
• Built environment
• Transportation

Self-awareness

• Weighing ability to 
manage

• Awareness of 
limitations

• Awareness of 
consequences

• Being cautious
• Health as a barrier
• Emotional maturity

Healthcare interactions

• Health care provider 
coordination

• Disagreement/conflict 
with healthcare team

• Feeling unheard
• Frustration
• Power dynamic
• Ageism 
• Developmentally 

appropriate 
interactions

Development/transition

• Not making changes
• Discounting future 

consequences
• Going through the 

motions
• Timing of transition
• Expectation vs reality



Themes

Feeling like a minor 
character in their 
own healthcare

Balancing support 
with emerging 
independence

Transformative 
experiences shaping 
how they navigate 

life decisions



Findings

� 7 interviews completed so far



� Physical distance

� Setting parameters

� Optimistic 

� Balancing 

Interview #1

Balancing 
support with 

emerging 
independence



� Self-awareness

� Being cautious

� Condition affecting school

� Reflection

� Transformative experience

� Accommodations

� Prioritizing health

� Balancing limitations with 
goals

Interview #1

Transformative 
experiences 

shaping how they 
navigate life 

decisions



� Prioritizing health

� Social support

� Emotional maturity

� Weighing capacity

� Accessibility

� Being cautious

Interview #1

Balancing 
support with 

emerging 
independence



� Coping with independence

� Going through the motions

Interview #2

Balancing 
support with 

emerging 
independence



Interview #2
• Feeling unheard

• Background character

Feeling like a 
minor character 

in their own 
healthcare



Interview #2
• Developmentally appropriate 

interactions

• Power dynamic

Feeling like a 
minor character 

in their own 
healthcare



Interview #3
• SDOH

• Distance 

• Self-awareness

• Not including friends

• Continuity of care

• Access 



Limitations

� Population pool

� Selection bias
� Email 

� Telephone vs in-person

� Social desirability bias

� Recall bias



Implications
� Educate doctors and parents on perspective of youth

� Legal ramifications for legal decision-making

� Share information with employers/schools



Next Steps
� Continue the study until thematic saturation

� Compare TRAQ scores with responses



Lessons 
Learned

� Research requires a LOT 
of reading

� Perspective matters

� Checking myself 



� Physical distance

� Setting parameters

� Optimistic 

� Balancing 

Interview #1
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