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Autism & Other Special Health Care Needs:

Healthcare Transition Survey Results

In the fall of 2019, Ohio’s Interagency Work Group on Autism (IWGA) conducted a survey of
young adults with autism and/or other special health care needs (i.e., diabetes, epilepsy, cancer,
etc.) who had recently exited high school.

The IWGA previously shared results related to transition from school to employment or further
education. In this publication, we focus on healthcare transitions -- moving from pediatric care to
adult care. While Ohio’s response rate was low, data from the IWGA survey aligns with national
findings, such as low rates of healthcare transition planning, and

Thanks to everyone who took time to respond. The information will be used to further the work
\of the IWGA.
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Health Status Transition Planning

Children with developmental disabilities are * Only 15% of youth with and without
more likely than typically developing children special health care needs receive transition
to: planning assistance from their health care
* have a poor health status. providers.
* have two or more overnight hospitaliza-

tions, experience delayed treatment, and Youth with autism were:

* less likely to complete healthcare
transition activities and tasks compared

have one or more unmet healthcare needs.

e Children with autism had near|y four times to individuals with other mental health/
higher odds of unmet health care needs behavioral/developmental disabilities.
compared to children without disabilities * less likely to consult with their doctor

e Children with other disabilities had nearly regarding healthcare transition.
two times higher odds of unmet health
care needs.
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¢ Children who received care consistent a “medical home” re-
ported fewer unmet health care needs; experienced less delayed
treatment; and were significantly less likely to report poor health
? I
What works? outcomes.
* Youth with special health care needs who had care coordination
and a written plan were more likely to transition to adult care. )
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https://iwg-autism.org/
https://www.ocali.org/up_doc/IWGA-transition-survey.pdf

Resources

Family-to-Family Health Information Cen-
ters (F2F HICs) are family-staffed organi-
zations that assist families of children and
youth with special health care needs and
the professionals who serve them. F2F
HICs provide support, information, re-
sources, and training around health issues.
Ohio’s F2F is based within the University
of Cincinnati, University Center for Excel-
lence in Developmental Disabilities (UC
UCEDD,).

Got Transition/Center for Health Care
Transition Improvement is a cooperative
agreement between the Maternal and
Child Health Bureau and The National Alli-
ance to Advance Adolescent Health.
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Got Transition: Six Steps

Got Transition has identified six steps
to help youth (and their families) get
ready for health care as an adult.

1. Discovering: learn about your pro-
vider's approach to transition

2. Tracking: know your own health
information

3. Preparing: learn to manage your
own health care

4. Planning: get ready for adult health
care

5. Transferring: make the change to an
adult provider

6. Completing: provide feedback

You can take their quiz to see if where

you're at. The site also includes:

e videos of youth managing their own
care.

¢ skills checklists and other tools to
help with self-management of care.

e transition related questions for
youth and families to use with
healthcare providers.

* a list of “must have” papers and
sample medical summary and emer-
gency care plan.

e stories from youth and their families.

¢ ideas about how to share health
information with family and friends.

* resources on guardianship and sup-
ported decision making.

e information on finding and access-
ing adult care.
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https://www.ohiof2f.org/
https://www.ohiof2f.org/
http://gottransition.org
https://www.gottransition.org/youthfamilies/HCTquiz.cfm



