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Introduction Procedure Themes from Professional Focus Group Discussion
] _ o = Examples of Focus Group Questions for Parent Participants Barriers * Both parents and providers mentioned an overall lack of
Ado.le.scen.ts anc y(.)tfng.adults with (?Ievglopmental disabilities . What t< of health N + £l Legal Issues knowledge regarding healthcare transition and what it
have difficulties transitioning from pediatric to adult health care. 'tlf? iISptefC > (')I' ea.thgare ransition are you tamitiar " Guardianship and legal ramifications of turning 18 encompasses for youth with developmental disabilities
= “Health care transition is the purposeful and planned process Wit e Ot Tamiiiar With: = HIPAA regulations and information sharing Regarding all of the areas of transition for youth with
moving from the pediatric to the adult health care system.” (Blum, " Interms of services and supports, what has worked or " Insurance Issues developmental disabilities, healthcare transition did not seem
what has been helpful so far? : : i iori
2003) P “It’s hard for the adult care system to figure out how to integrate to be the biggest priority for parents
= Research suggests that both families and health care providers " Examples of Focus Group Questions for Healtncare Professional the family meaningfully and with HIPAA” Parents and prowglers both comrr.1un.|cated the need for
e . . L Participants greater collaboration among pediatric and adult healthcare
face difficulties with the health care transition process. (Geenen et : oy . . .
L. . Providers/Facilities providers, community agencies, and schools, as well as
al., 2003) * How do you initiate the heath care transition process and .. .
: _ . = Lack of communication families
follow-up with your patients? . . . ,
» Barriers for families and adolescents include finding = Contrasting environments between health care settings There was a general consensus among parents and providers
knowledgeable adult providers, difficulty with managing one’s " What are some of the barriers for you regarding = Adult providers’ lack of knowledge and comfort that there is a need for resources and easily accessible
own care, and lack of access to a service coordinator transition planning and preparation? = Pediatric patients not using primary care providers information regarding best practices for healthcare transition
: = Saturation of knowledgeable adult providers
= Barriers for providers include a lack of training in Analysis . 5 b
developmental disabilities, a limited amount of time to focus The parent and professional responses to the questions were Al Chlldren.s. WE really .nurtur.e’an.d Cale. And the:\ when you go to
on transition, and a lack of financial reimbursement for coded for recurring themes in a three-step process: an adult facility, immediately it’s kind of switched. Limitations
transition services , , . . .
The researchers discussed field notes and patterns of Patient/Family Small sample size
Study Objectives observations from the focus groups = Patient’s ability to self-manage Limited diversity of providers (e.g., no community-based

Two researchers coded each focus group transcription to " Lack of knowledge of health care transition primary care providers)
identify recurring themes = Level of family involvement Limited knowledge of transition for the family participants

The researchers met and consensus-coded to reach agreement Other Supports Selection bias
on final themes and subthemes = Sustainability of transition tools and processes

" Gain more detailed information about the transition to adult
health care by asking parents/caregivers of adolescents with
developmental disabilities to share their perspectives and
experiences

“We seemed to have check sheets at one time, then

= Assess the knowledge, experience, and perspectives of pediatric
comprehensive lists, and then those kind of fall off. Then

health care providers regarding health care transition and the

Next Steps

supports and barriers to the transition process for adolescents with Results somebody else will come up with some big, beautiful check list and e Additional focus groups should be conducted with larger,
developmental disabilities . that kind of falls off.” more diverse samples
Themes.fro.m Parent/Caregiver Focus Group S Specific supports for the healthcare transition process should
Method Communication AT be identified, developed, and mad ible t id
T . N Providers , ped, and made accessible to providers,
= Communication between providers and families

adolescents, and their families

= Use of social workers and transition coordinators , . ,
Investigate the perspectives of adolescents with

" Effective communication

Participants = Communication between multiple providers

= Participants in the Parent Focus Group were five parents of “I've had other parents talk to me about it [transition]...but | _ developmental disabilities on their own healthcare transition
adolescents with developmental disabilities, recruited from an haven’t had an actual provider talk to me about it.” Eamnil /L';sw?g a team approach needs

: .. L ) : : ami atient
ongoing research study at Cincinnati Children’s Hospital Medical Care Coordination .y Family role in the transition process Explore the perspectives of school personnel regarding their
Center (CCHMC) about issues with the transition to adulthood = Coordinating care with other providers and agencies knowledge of healthcare transition and the role they might

= Providers’ ongoing support to family/patient

= Parent participants had adolescents with developmental Overall Awareness with Health Care Transition for Families play in supporting healthcare transition for adolescents

disabilities between the ages of 15-17 that included Autism
Spectrum Disorder, Spina Bifida, Down Syndrome, and
Intellectual Disability (n = 2)

“I hear you say a policy would be really instrumental. It’s not just
“There are a lot of great physicians and therapists and all kinds of our [pediatric health care] policy. It sounds like they [adult health
medical personnel out there...they just might not be aware of how care] would need a policy too...You really do need a system of care,
great that need is [serving adolescents with developmental a policy, and a role.” Selected References
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. D|5C|pl!nes represented included Pediatric Nurse o Supports for Transition = |nstitutional subport nltig
Eract.ltll.onelg (n=|2), Nurse fer-Ma-n?ger (n2= 25), C.hllijLlfek = Resources “If you think about how we want the primary care doc to take
pecialist, Developmental Pediatrician (n=2), Social Worker “If you don’t have a care coordinator, which specialist should you more of this role [transition coordinator], they’re not going to have | | | -
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