
Introduction 

 Adolescents with developmental disabilities have 
difficulties with health care transition, which is the 
purposeful and planned process moving from the 
pediatric to the adult health care system.“ (1) 

 Research suggests that both health care providers and 
families face difficulties with the health care transition 
process.  

 Barriers for providers include time restrictions, 
need for further training, lack of financial 
reimbursement and difficulties accessing resources 
for patients. (2) 

 Barriers for families and adolescents include finding 
knowledgeable adult providers, lack of a clear 
transition plan and a need for holistic approaches to 
care. (3) 

Study Objectives 
 Assess parental viewpoints and experiences on the 

transition from pediatric to adult health care world in 
adolescents with developmental disabilities  

 Assess the perceived role of health care professionals 
who work with adolescents during their transition to 
adulthood 

Method/Procedures 
Participants 

 Participants in the Parent Focus Group were five mothers 
of adolescents with developmental disabilities 

 Participants in the Professional Focus Group were five 
healthcare professionals  (i.e., occupational therapist, 
special education specialist, psychiatrist, nurse care 
coordinator, and nurse practitioner) who worked with 
adolescents with developmental disabilities at CCHMC 

Procedure 

 IRB approval  was granted for this  project as part of a 
larger study 

 Participants were recruited via email and through fliers in 
hospital clinics and social media websites 

 Qualitative data was obtained using a focus group 
approach  in which participants were asked specific 
questions based on pre-written scripts  

Analyses 
 Researchers coded each focus group transcription to 

identify recurring themes   
 The researchers met and consensus-coded to reach 

agreement on final themes and subthemes 

 
 

 

Themes from the Parent Focus Group 
 Challenges to Successful Transition to Adult 

Healthcare: 
 Lack of generalists/specialists who have training, 

exposure and understanding of the complexity of 
patients with developmental disabilities 

 
 

 
 Lack of facilitators/care coordinators/advocates 

 
 
 

 
 System/Process of Transition from Pediatric to Adult 

Healthcare: 
 Assistance with transition  

 
 

 

 Questions to ask 
 
 

 

 Uncertainty about the process 
 

 
 
 
 

 Initiation of topic and being proactive 

 
 

 

 Vision of the Ideal World of Transition to Adult 
Healthcare: 
 Broader System - “Care across the continuum” 

• Adult Clinics available  
• System is developed 
• Education of Specialists 
• Acceptance - Community/Education leads to 

acceptance 
 Case Coordination 

• Team Effort 
• Self-advocacy and Self-management 
• Reciprocal  relationship of ideas 
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Limitations 
• Small sample size 
• Limited diversity of providers (e.g., no community-

based primary care providers) and family members 
• Selection bias  due to factors such as mothers and 

professionals  volunteering and being highly motivated 

Discussion 

• Both parents and providers mentioned an overall lack 
of knowledge regarding healthcare transition and what 
it encompasses for youth with developmental 
disabilities. 

• There is a disconnect between providers’ beliefs of 
services being delivered and parents’ perceived 
experiences. 

• Parents and providers both desire a structured and 
consistent transition process, but there is no 
infrastructure set up for this. 

• Parents and providers both communicated a need for 
greater access to trained community providers, an 
increase in collaboration between professionals, and 
accessible resources. 
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Next Steps 
• Additional focus groups should be conducted with 

larger, more diverse samples of families and 
professionals. 

• Future focus groups should also include community 
providers and school personnel . 

• Focus groups with adolescents should be conducted to 
gain insight into their understanding and experience of 
the healthcare transition process. 
 
 

 

 

Results 

Themes from Professional Focus Group 
 Perceived Roles of Professionals: 

 Educating Families 
• Introduction to transition issues 
• Specific topics (e.g. guardianship, IEPs, etc.) 

 
 

 Develop a Plan for the Future 
• Waiver planning 
• Treatment goals 

 
 
 

 Process Family Concerns 
 Self Advocacy 

• In the transition planning process 
• Self-management skills  

 
 

 

 Challenges Professionals Face: 

 Provider feelings of lack of transition knowledge 
• Discussion of the transition process 

• Providing information on specific topics 

 

 

 Need for community providers 

• Referral options 
• Community collaboration  

 
 

 
 Provider and Family expectations and goal 

differences 
• Realistic goals 
• Planning for the future 

 
 
 
 Organization of transition process within the 

hospital 
• Centralized access to resources 

• Collaboration between providers 
 
 
Time 
 
 

“Helping families start to think about that 
[transitioning]…because it takes so long to get services in 
place for some of these families.” 

“He needs to go to the IEP meetings and learn some of 
those self management skills and self-advocacy skills…. He is 
ready.” 

“ I don’t feel like I have enough specifics to adequately 
counsel parents in a lot of those areas.” 

“ It’s very challenging to find physicians that will see adults 
with significant developmental disabilities that need quality 
healthcare” 

“At what point do you suggest or help the family think about 
moving towards more vocational or life skills instead of an 
academic pursuit for a child?” 

“ …It would be helpful to have some sort of printed 
materials to give to families… Like in a central place.” 

“We have so much we are trying to consolidate into a short 
amount of time, you know medication management, 
healthcare behavior management, so we have a more 
problem focused visit.” 

“I feel my role is to introduce some of the concepts of 
transition to families.” “I would love to be able to have a conversation with a 

physician who could advise me on things to think about.” 

“What are going to be the layers that we’re going to be able 
to build on?” 

“There’s not a gatekeeper for everyone, you have to be your 
own gatekeeper.” 

“I don’t know where to begin in the adult world as far as 
resources go.” 

“I don’t feel like anyone really prepared me for this.” 

“We don’t even really know the right, what questions to ask 
because we don’t know how to go about the system.” 

“It has always been the parents leading the charge and I’m 
tired of leading the charge.” 

“If it’s not a collaborative thing, I don’t know how it will 
work.” 

“For me, it’s making sure my son knows that he needs to get 
help.” 


