RAISE

Stepping forward,
stepping back

How parents can support youth moving to adult health care
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Using Closed Captioning

* To start using CC, click the caption Closed Caption
button

Uso de la interpretacion de idiomas

* Hagan clicen el icono de interpretacion
Off

v @ English

— @ spanish
* Seleccionen “Spanish”

Mute Original Audio

o

* Después de seleccionar “espafiol”, hagan clic =)
"Mute Original Audio"

Using ASL

To pin the interpreter, hover over the video of the participant you want to pin and
click ...From the menu, click Pin.



Objectives

At the end of this session, participants will understand:

 What is offered by the Center for * How youth can be leaders in their
Transition to Adult Health Care for own health care transition processes
Youth with Disabilities  How families can support learning

* How rules and roles change during for youth during health care
health care transition transition
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Presenters

Rachel Shandler

Youth Engagement and Empowerment

Coordinator

SPAN Parent Advocacy Network

Nikki Montgomery
Director of Strategy & Communications
Family Voices (National)

Parent of a transition-aged son
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What 1s health care
transition?

Health care transition is the process of
moving from a pediatric to an adult
model of health care.

Health care transition is just one piece
of the transition to adulthood.

Less than one-fifth of youth with intellectual
and developmental disabilities receive all the
services needed to move to adult health care.

Learn more from our new data profile at
movingtoadulthealthcare.org/data.
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Center for Transition to

Adult Health Care for
Youth with Disabilities

Transition to Adult Health Care D
for Youth with Disabilities UMKC ki =W,
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About the Center for Transition to

Adult Health Care for Youth with
Disabilities

This project is supported by the Administration for Community Living (ACL), U.S. Department
of Health and Human Services (HHS) as part of a financial assistance award totaling

$2,425,000 with 100 percent funding by ACL/HHS. The contents are those of the author(s) and

do not necessarily represent the official views of, nor an endorsement, by ACL/HHS, or the
U.S. Government.

June 15,2026 | PAGE 6 RAISE CENTER



Youth Leadership in the Center

* Young people with intellectual and
developmental disabilities

* Youth Steering Committee (18-26 years
old)

* Youth Development Initiative (12-17
years old)

 Guide processes and products

e Learn life skills and mentor others
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What We’ve Developed

Landscape analysis report about barriers to effective health care transition
Annual data profiles

Health Care Transition curriculum kits

Website (MovingToAdultHealthCare.org) and mobile app

ECHO training for health care professionals
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What Changes during HCT?

Rules

Legal changes about access to information

Rights and responsibilities of patients

Roles

Societal, family and individual expectations
of adulthood

Evolving support needs

June 15,2026 | PAGE 9

RAISE CENTER



Shifting Roles

SHARED MANAGEMENT APPROACH
Role of Parent/Caregiver Role of Youth

Parent PROVIDES care = === — » Youth receives care
Parent becomes MANAGER of care = < Youth Eruvidﬁjome self-care
Parent becomes SUPERVISOR of care e ““Ii- Youth becomes manager of care

— Youth becomes supervisor of care

Parent becomes CONSULTANT to youth ==

-

"™~ Youth becomes leader of care

Adapted from: University of WA Adolescent Health Transition Project.  Parent-Child Shared Management: Path to Independence.
Seattle, WA: 2010, Available at https://depts washington.edu/healthtr/documents/sharedmanage pdf.




How Youth Can Lead HCT

State their needs and preferences related to their health and care.

Learn about their health conditions, medications and needs, and learn to help
manage health tasks.

e Finding medical information (health record, doc’s phone number)

e Ordering meds and supplies

Take a leadership role in their health appointments, from asking questions to setting
goals.

e Checkin at appointments

 Plan questions in advance
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Youth Leadership in HCT

Supported decision-making
vs. Guardianship

Centered on the young person and their
desires and needs

LifeCourse Nexus offers a Healthy Living Life

Trajectory tool that can help you get started.

00000
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How Families Can Support

Practice skills.

Young people can
take on care tasks
over time.

They can practice
directing others
involved in their
care.

Talk about care needs.

Young people can narrate care processes with the use
of visual guides if needed.

Let go...at the pace your child needs.

* Give tasks and assignments; monitor progress.

* Give opportunities to practice independent living
skills.

e Talk about the results and how to build on skills



Supporting

Youth in HCT

Initiate the
conversation.

Talk to your
child’s doctors
about moving to
adult care.

Focus on skill-
building.

Independence
doesn’t mean no
support.

Stay flexible.

Think beyond
guardianship.

Include the
school.

Add HCT goals to
IEPs and 504
plans.



Start early.

Interested in healthcare advocacy for youth? The Center for Transition to Adult Health Care for Youth with
Disabilities is looking for youth leaders to join its Youth Steering Ci i or Youth D itiati

Building skills and knowledge

Resources as early as age 12 is

00 O recommended.
2 gy &

Youth/Young Adult Parent/Caregiver Clinician/

Introduction to HCT Introduction to HCT
Becoming an HCT Self Advocate Becoming an HCT Self Advocate Videos
Getting Ready for HCT Getting Ready for HCY Interactive Quizzes, Toolkits, and
Workbooks
Changes in Insurance and Legal Rights Changes in Insurance and Legal Rights

Quick Cuides and Infographics

Don’t do it alone.

Stay Connected! Keep up to date on transition-related news and resources.

for Youth with Disabllities

@ e o A b i : G 5 Ooprimant f kath and o Sries 1152450 Include all members of the care

ance aword to 000 with 100 percant
S. The cont of the autharfs) and do
not necessarily represent of, nor an endorsement,

o o o oo o team to support transition to
adult health care.




Tools for Youth and Families

MovingToAdultHealthCare.org website: Information
tailored to youth, families and professionals

EZ Readers & Side-by-Side Guides: Conversation
guides on key topics about HCT

Toolkits: Tools and worksheets to help you plan
ahead...together

Center for
Transition to Adult Health Care
for Youth with Disabilities

Moving to Adult Health Care: A 6-Part
Toolkit Series for Health Care Transition

The Moving to @i || @SssE
Adult Health Care — =
toolkits help young
people understand
the transition to
adult health care and
build the skills to
manage their care
for a healthy life.

MovingToAdultHealthCare.org/Toolkits
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RAISE upcoming events

Webinars

Monday 9/21, 2pm ET - Beyond High School: Inclusive Postsecondary Education Options and How Students Can
Prepare

2026 RAISE Summit
Part 1-July 13, 2026, 2pm-4pm ET — From Practice to Power: Tools and Strategies for Sustainable Impact

Register for Part 1

Part 2- July 20, 2026, 1 pm-3pm ET- Powering Youth Engagement: Innovation, Tools, and Youth Voice
Register for Part 2

RAISE CENTER


https://spanadvocacy-org.zoom.us/webinar/register/WN_bECD0FMQQT-xNx3021W3fw
https://spanadvocacy-org.zoom.us/webinar/register/WN_bECD0FMQQT-xNx3021W3fw
https://spanadvocacy-org.zoom.us/webinar/register/WN_YxuE1R1MRxymbajIGDohlQ
https://spanadvocacy-org.zoom.us/webinar/register/WN_ub3pRxeQQneJr2dXCcZX_A

Center for
Transition to Adult Health Care
for Youth with Disabilities

We've updated
our website
with new

resources to
For more information and resources support youth

about health care transition, visit moving to adult
health care.

Thank you

movingtoadulthealthcare.org.

MovingToAdultHealthCare.org

Center for
Transition to Adult Health Care
for Youth with Disabilities
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