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Almost Everything You Need to Know about the 

Transition to Adult Life for Youth with Disabilities 

Each family has a voice
Together, our voices will be heard
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Training for Families Who Have Children                                

with Disabilities or Special Health Care Needs  
 

“Did You Know? Now You Know!” explains resources and services for children 

with disabilities and special health care needs from birth through young 

adulthood. Learn about health insurance and how to best use your benefits, 

Medicaid and long-term supports. This training is free. Dinner and a resource 

binder will be provided.  
 

Topics include: Medicaid; Children’s Long-Term Supports; prior authorizations and 

appealing a Medicaid denial; respite; partnering with your doctor; and more.   

 
 

 
 
 
 
 
 
 
 
 
 
 
 

Want to Learn More? Visit the Family Voices of Wisconsin website, 

familyvoicesofwisconsin.com. 

 
This training is co-sponsored by the (Fill in Name) Regional Center for Children and Youth with 

Special Health Care Need, Family Voices of Wisconsin and the Southern Regional Center. 
 

                                                                 

CYSHCN 
Children and Youth with Special Health Care Needs   

Trainings
We’re a network of 

families who have children 
and youth with disabilities 
and/or special health care 
needs. Our work focuses 

on health care and 
community supports, 

education and information.

familyvoiceswi.org

Listserv
fan@list.wisc.edu

https://familyvoiceswi.org/


Five Regional Centers



About this 

Training

• “30,000-foot” overview

• Thinking about “What I want to do when I 
grow up”

• Legal and procedural considerations

• Overview of public benefits

• Cross-systems view: 
• Health care and insurance
• Post secondary education
• Community living, including residential 

and vocational
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Feeling a little 

stressed?
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Defining Transition

• Move from youth to adulthood

• Getting ready for work or education after 
high school

• Where the young adult will live, what they 
will do for fun, and what kinds of supports 
they need for a full and meaningful life

It’s what families do with each of their children as 
they grow up, regardless of disability or health

What is 

Transition?
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• Dreaming and imagining

• Role models

• Experiences and opportunities

• Safety and tolerance for risk

• Planning for the future

A Vision for 

the Future
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Financial/Legal  

Health

Education

Community 
Living 

Family and 
Youth

Transition is 

Complicated
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• Legal changes at age 18, including decision 
making

• IDEA (Individuals with Disabilities 
Education Act) requires transition activities 
to start at age 16 (Wisconsin at age 14); 
services end at 21

• Connect with Aging and Disability Resource 
Center (ADRC) at 17 years, 6 months

• Apply for Supplemental Security Income 
(SSI) just before 18th birthday

Legal & 
Procedural 

Considerations
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• HIPAA (Health Insurance Portability and 
Accountability Act) limits health information 
access at ages 14 and 18

• Health Care Coverage Changes—Medicaid 
and Private Insurance

• Supported Decision Making

Legal & 
Procedural 

Considerations
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• Guardianship is the most widely 
used legal tool

• Less restrictive options are growing 
in popularity

• Finding experiences for growth and 
development

• Support a young adult’s ability to 
make decisions

• Allows the greatest control over 
future as an adult

Supported 

Decision 

Making
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• Release of information/consent

• Power of Attorney (POA) 

• Representative Payee Trustee

• Supported Decision-Making Agreements 

• A new legal tool in Wisconsin

• Guardianship

Tools for 

Supported 

Decision 

Making
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• Guardianship is court appointed
• May be temporary or permanent

• There can be full or partial guardianship
• Guardian for the person and/or the estate

• Guardian of the Person: The guardian has 
custody and control of decisions made for the 
“ward”

• Guardian of the Estate: The guardian is 
responsible for managing the “ward’s” money 
and property

Tools for 

Supported 

Decision 

Making
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ABLE (Achieving a Better Life Experience) Accounts 

• Assets disregarded for public benefits eligibility

• Accounts are state sponsored programs 
• Open to residents of other states, including Wisconsin 

• Account beneficiary must become disabled by age 26 

• Can be any age when account is setup

• Annual contribution of $15,000 (if unemployed) 
$27,060   (if employed) and lifetime limits *

• Funds must be used for qualified disability expenses

• ABLE National Resource Center: ablenrc.org

*Amount may be adjusted annually

Financial 

Planning

http://www.ablenrc.org/
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Special Needs/Supplemental Trusts

• First-Party Trust (Medicaid payback trust): 
Holds funds that belong to the beneficiary  

• Third-Party Trust: Holds funds from family, 
friends and others 

• Pooled Trust/Wispact: Trust funds are pooled 
with other funds and managed by a third party: 
wispact.org

Financial 

Planning

http://www.wispact.org/
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• SSI/SSDI

• Medicaid

• Long-Term Supports—Medicaid waivers
• Children’s Long-Term Support
• Family Care/Partnership and IRIS

• Vocational Rehabilitation Services

• Economic Supports for housing, energy 
assistance or food

Public 

Benefits
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Financial/Legal

Health

Education

Community 
Living Family and 

Youth

Transition is 

Complicated
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Who is responsible to participate?
• Youth and their parents/guardians

• Pediatric medical and therapy providers

• Adult providers

Who might also help?
• Family members, friends and other allies

• Children's COP and/or Children’s Waiver service 
coordinator

• Faith communities, spiritual leaders and members

• Aging and Disability Resource Centers (ADRCs)

• Family Care/Managed Care Organization (MCO) team

Help with 

Health
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Private Insurance 
• Affordable Care Act (ACA) 

• Coverage on a parent’s plan up to age 26

• Marketplace options

• Employer Coverage 

• Disabled Dependent Provision:
• Some private plans, allows a child with a disability to stay on 

parent’s plan indefinitely 

Public Insurance 
• Medicaid: BadgerCare, SSI and Long-Term Support

• Medicare: SSDI 

• MAPP (Medicaid Purchase Plan): Buy into Medicaid for those 
with disabilities and higher income and assets

• 250% of the Federal Poverty Level (FPL), and assets under $15,000

Paying for 

Health Care
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• Transition from pediatric to adult health 
care providers

• Supported Decision Making

• Portable medical information
• Including emergency plans, medical summary 

and medical alert bracelets

Health Care 

Providers
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Build Your Bridge: Moving from Child 
to Adult Health Care

healthtransitionwi.org/training-events

Health 

Transition 

Training
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Increased independence of youth:
• Understanding and talking about disability/health 

needs
• Filling prescriptions and making appointments 
• Directing caregivers and expressing needs
• Using technology
• Asking for information to youth in a way they can 

understand

Role playing examples:
• What would you tell a new doctor about yourself?
• What would you say if someone asks you about 

yourself at the store?
• What if you’re seeing a doctor because you don’t feel 

well? How would you tell the doctor about this?

Health Care: 

Skill Building
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Financial/Legal

Health

Education

Community 
Living 

Family and 
Youth

Transition is 

Complicated
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Who is responsible to participate?
• Youth and parents/guardians

• High school staff, including transition coordinator

• Division of Vocational Rehabilitation (DVR) 

Who might also help?
• Family members, friends and other allies

• Aging and Disability Resource Centers (ADRCs)

• Family Support and/or Children’s Waiver service staff

• Faith communities, spiritual leaders and members

• Post secondary disability services (if student qualifies)

Help with 

School
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IEP meetings: Transition planning begins    
at age 14

• Post-Secondary Transition Plan (PTP)
• College and Career Readiness IEP

Class selection: Get ready for post-
secondary education or employment

• Whether or not to graduate at age 18?
• Participating in graduation vs. getting        

a diploma

Thinking 

about K-12 

Education
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What school programs can offer after 
12th grade?

• Secondary-education preparation
• Job development  
• Volunteer opportunities 
• Life skills training
• Career exploration

Thinking 

about K-12 

Education
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• IDEA does not apply to colleges, universities or 
technical schools

• Colleges and technical schools have offices for 
disability services

• Need to have a disability determination that is 
acceptable to the school to get accommodations

• Accommodations include tutors, extended test 
times, note takers and technology 

Thinking 

about Post-

Secondary 

Education
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Financial/Legal

Health

Education

Family and 
Youth

Community 
Living

Transition is 

Complicated
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Who is responsible to participate?
• Youth and their parent/guardian
• Aging and Disability Resource Centers (ADRCs)
• Family Care/Partnership Organization (MCO) or IRIS 

consultant
• County service coordinator

Who might also help?
• Family members, friends and other allies
• Independent Living Centers
• Faith communities, spiritual leaders and members
• Employment benefits counselors
• Employers and job coaches

c
Help with 

Community 

Living
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BEGIN with Outcomes (goals)
• What do I want my life to look like?
• How do I want to spend my days?
• Where and with whom do I want to live?
• What do I want to do for fun?

THEN, Supports for Community Living
• Employment
• Residential
• Recreation and leisure

c

Thinking about 

Community Living 

& Long-Term 

Supports
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• Integrated Employment—real jobs for real pay
• Competitive employment

• Supported employment

• Customized employment

• Self employment

• Segregated Employment

• Workshop employment for sub-minimum wages

• Pre-Vocational Services

• Day Services

c

Thinking about 

Work & Day 

Services
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• DVR plus Family Care and IRIS
• Job developers
• Job coaches
• Workplace personal assistance

• Work Incentives Offered Through 
Social Security

• Work Incentives Benefits Specialists

c

Thinking about 

Supports for 

Integrated 

Employment
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• Choosing your neighborhood

• Owning a house

• Renting a house/apartment

• Roommates or living alone

• Living with relatives, including 
parents or siblings

c

Thinking about 

Living in the 

Community
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• Community Participation—
What does this mean?

• Volunteering

• Things to do for fun

• Friendships and social connections

• Role of Natural Supports

• Safety and Tolerance for Risk 

c

Thinking about 

Recreation & 

Leisure
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NEXT STEPS!

What concern/issue will you take on first?

Which partners will you bring on to help you?

Where do you need to have more information?



Other Trainings from Family Voices of Wisconsin
Did You Know? Now You Know!

Coordinating Your Child’s Health Care

This training explains resources and services for children with 
disabilities and special health care needs from birth through 
young adulthood. 

A training that explains the importance of having coordinated care, 
a medical home and integrated health care for every child. Tools 
like Care Mapping and the Shared Plan of Care are covered.

Trainings online at: 

familyvoiceswi.org/learn

https://familyvoiceswi.org/learn


Thank You.

familyvoiceswi.org

Facebook: FvofWi


