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Birth intendedness 
and residential status 
are two important 
aspects of fatherhood.
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• PhD student studying disability policy at 
Brandeis University

• Worked with Illinois’ state UCEDD for 7 
years; led college program for students 
with IDD

• Worked with Massachusetts’ DD Council 
for about 2 years

• Have family experience navigating DD 
systems

About Me
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• When young adults with IDD age out of 
school services at age 22, they lose supports 
they were guaranteed under IDEA.

• The adult service system is fragmented and 
difficult to understand.

• Discontinuity in services and supports can 
cause problems with healthcare access, 
employment, and social participation.

The Transition Cliff
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LIFE AFTER SCHOOL

Transition spans many areas and systems
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Housing

Employment

Education

Legal Capacity

Healthcare

Services and Supports

Future Planning



• Students with Individualized Education 
Programs (IEPs) are required to have 
transition service needs in their plans 
starting at age 14-16.

• Plans require collaboration between 
the school, DD services, and Vocational 
Rehabilitation agencies.

• Many schools lack resources to do 
effective transition planning.

Transition planning starts in school
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• Avenues that provide access to Medicaid 
change when someone turns 18.

• Many young adults lose access to Medicaid if 
they are not re-enrolled.

• One avenue is through Social Security Income 
(SSI) - young adults with disabilities MUST re-
apply for Social Security Income (SSI) when 
they turn 18.

Before 18: Medicaid Eligibility and Enrollment
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PA Health Law Project, 2024



HCBS Waiver Programs
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• Access to adult services, like Home and Community-Based 
Services (HCBS), are not guaranteed. 

• Waiver programs and eligibility vary by state.

Medicaid-funded HCBS include: 

Direct Support 

Professionals

Home 

Modifications

Accessible 

Transportation

Family Services 

and Supports

Employment 

Services



HCBS Waiver Program Waiting Lists
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• Many programs have long 

waiting lists (up to 10 years!)

• Nearly 700,000 individuals on 
waitlists for HCBS services in 
2023.

• Most people waiting have IDD. 

• Burns A, Watts MO, Mohamed M, Pena M. A Look at Waiting Lists for Home and Community-Based Services from 2016 to 2024. KFF; 2024



• Barriers include:

– Inadequate planning and support
– Difficulty finding providers; discontinuity in 

care
– Lack of training, preparedness among 

physicians

Healthcare Transition to Adult Services

11
Family Voices, 2022

Transition to adulthood includes a shift from pediatric to 
adult healthcare systems



• Schools are the #1 referral 
source for guardianship-
this often happens during 
transition planning 

• An estimated 58% of 
young adults with IDD are 
placed under guardianship 
during the transition to 
adulthood (aged 18-22)

Legal Capacity: Guardianship 
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“When I was 16, the public school 
system told my mother and me 

that I would need full guardianship 
once I turned 18. In that case, my 

legal guardian would have the final 
say in all major decisions about my 

life, including where I would live 
and what services I would receive, 
along with all of my financial and 
medical decisions — likely for the 

rest of my life.” 

– Jonathan Gardner (WBUR, 2024)

NCD, 2019



Legal Capacity: Supported Decision-Making
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"Thanks to SDM, I am the one in control of 
my life, not a judge or guardian.” –

Jonathan Gardner (WBUR, 2024)

• Supported Decision-Making 
(SDM) allows individuals to 
make their own choices with 
help from trusted supporters.

• In some states, SDM is an 
accepted legal alternative to 
guardianship



Supported Decision-Making (SDM) Legislation

14SDM Resource: https://supporteddecisionmaking.org/in-your-state/

• 22 states/territories have 
legislation that recognizes 
SDM as an alternative to 
guardianship

• Other legal protections:

– Recognized as less-
restrictive option by Courts

– Recognized facet of 
transition planning

– Accommodation for 
healthcare decision making

https://supporteddecisionmaking.org/in-your-state/
https://supporteddecisionmaking.org/in-your-state/
https://supporteddecisionmaking.org/in-your-state/
https://supporteddecisionmaking.org/in-your-state/
https://supporteddecisionmaking.org/in-your-state/


Promising Practices
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Budget Allocations

Allocate dedicated funding 
to ease transitions

Example: Maryland’s 
“Transition Youth” Bridge 
Funding

State Referral 
Systems

Require early referrals 
before school exit

Example: Massachusetts’ 

Chapter 688 program

Data Transparency

Statewide tracking on 

transition outcomes

Public reporting on waiver 

waitlists and disparities
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Legislator Resources: State DD Networks
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• The DD Act established a 
DD Network in every state 
and territory to support 
people with DD and their 
families – these institutions 
are also mandated to 
provide training and 
technical assistance to 
policymakers!

NACDD, 2025



Legislator Resources: National TA Centers
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• ACL's National Institute on 
Disability, Independent Living, 
and Rehabilitation Research 
(NIDILRR) funds Rehabilitation 
Research and Training Center 
(RRTC) programs relating to 
transition to adulthood and 
associated topic areas. 

• RRTC on Employment Among Transition-Age 
Youth With Disabilities, Virginia Commonwealth 
University

• RRTC on Learning & Working During the 
Transition to Adulthood, University of 
Massachusetts Chan Medical School

• RRTC on Community Living and Participation 
Among People with Intellectual and 
Developmental Disabilities, University of 
Minnesota

• RRTC on Community Living Policy, Brandeis 
University

https://acl.gov/about-acl/about-national-institute-disability-independent-living-and-rehabilitation-research
https://acl.gov/about-acl/about-national-institute-disability-independent-living-and-rehabilitation-research
https://acl.gov/about-acl/about-national-institute-disability-independent-living-and-rehabilitation-research
https://acl.gov/programs/research-and-development/rehabilitation-research-and-training
https://acl.gov/programs/research-and-development/rehabilitation-research-and-training
https://transition.vcurrtc.org/
https://transition.vcurrtc.org/
https://transition.vcurrtc.org/
https://transition.vcurrtc.org/
https://www.umassmed.edu/TransitionsACR
https://www.umassmed.edu/TransitionsACR
https://ici.umn.edu/program-areas/community-living-and-employment
https://ici.umn.edu/program-areas/community-living-and-employment
https://ici.umn.edu/program-areas/community-living-and-employment
https://heller.brandeis.edu/community-living-policy/


Learn more/contact us

facebook.com/LurieInstitute

lurie.brandeis.edu

kstober@brandeis.edu

@CLPolicy    @LurieInstitute

18



Supporting Aging Adults with IDD
and Family Caregivers

Joe Caldwell, PhD

Director of the Community Living Policy Center



About Me



Supporting Aging Adults with IDD

Adults with IDD living longer 

Face many similar aging-related  
needs as general population, but 
also some unique support needs 

States need to plan and bridge 
supports across aging and 
disability service systems 



Adults Living with Aging Caregivers

University of Minnesota (2018) RISP

Most adults with IDD are NOT KNOWN to 
the formal IDD service system or receiving 
services

Most individuals with IDD live at home 
with family

➢ 24% with family caregivers age 60+

➢ 35% with family caregivers age 41-59

Braddock et al. (2017) State of the States



Key aspects of planning:  

• Financial planning and benefits

• Living arrangements
– Residential settings

– Siblings other family members

• Employment

• Social participation

• Decision-making supports

• Healthy aging

Future Planning is a Major Issue



Bridging Aging and Disability Networks

The Aging Network can and should 
help support aging adults with IDD 
and aging family caregivers

However, often the IDD service 
system is siloed from the Aging 
service system

They need to talk to each other and 
work together to better support this 
polupation

Older Americans Act

Core Services Provided by Area Agencies on Aging



Supported by the Administration for 
Community Living (ACL)

– 17 States

– State teams of aging and disability 
state agencies and organizations

– Promote dialogue, collaboration and 
action  

Community of Practice: Lessons Learned





Access to Services and Supports

• Some states have improved data collection on 
individuals with IDD living with aging family 
caregivers 
– Individuals receiving services and individuals on waiting lists 

– New federal requirements on waiting list data provide 
opportunities

• Some states have prioritized individuals with 
IDD living with aging caregivers for services

Promising Practices for State Legislators

Not all states maintain 
waiting lists for IDD 
services

Over 511,000 
individuals with IDD on 
waiting lists for HCBS 
waiver services

Kaiser, 2024



Information and Referral

• Some states have developed or improved 
“No Wrong Door” systems (also called 
Aging and Disability Resource Centers)
– Improve resources and training of ADRC staff on 

disability

– Intake forms that identify aging caregivers of 
individuals with IDD and coordinate between aging 
and disability agencies

Promising Practices for State Legislators



Future Planning

• Many states have shared information, 
resources, and training about future 
planning with families –such as:
– The Arc’s Center for Future Planning

– The Future Is Now

• Some states have embedded questions 
about future planning in their person-
centered planning guides for case 
managers

Promising Practices for State Legislators



Family Caregiver Supports

• Caregiving legislation within states
– RAISE Act National Strategy provides blueprint

– Ensure caregivers of individuals with IDD are included 

• National Family Caregiver Support 
Program
– Older caregivers (55 and older) of adults with 

disabilities are eligible

– Older adults with IDD caring for aging parents also 
need support

Promising Practices for State Legislators



Promote Cross Agency Collaboration 
and Planning

• Many states are developing 
Multisector Plans on Aging
– Ensure input and recommendations related to 

aging adults with IDD and family caregivers

Promising Practices for State Legislators



Contact Information

Communitylivingpolicy.org

joecaldwell@brandeis.edu

@CLPolicy



Supports for Culturally and 
Linguistically Diverse Families

Teresa Nguyen, MPH

Director of the Community Living Equity Center



About Me
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• The Community Living Equity Center (CLEC) examines barriers in access to 
community living services and support for underserved people with 
disabilities.

• The CLEC is focused on the following goals:

– Generate detailed new knowledge about disparities in community living.

– Develop or identify effective systems-change initiatives or other promising 
practices that reduce community-living disparities.

– Serve as a national resource for community living and participatory 
research that recognizes the unique challenges faced by people with 
disabilities from traditionally underserved communities.

About the Community Living Equity Center
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HCBS Waiver Access for Adults with IDD

A. Alex Levine et al., Disability and Health Journal, https://doi.org/10.1016/j.dhjo.2024.101676

• 48 states operate 1915(c) waivers

– But 480,000 people with intellectual and/or developmental 
disabilities (I/DD) remain on waiting lists

• Waiver programs and eligibility vary by state. 

Medicaid-funded HCBS include: 

Direct Support 

Professionals

Home 

Modifications

Accessible 

Transportation

Family Services 

and Supports

Employment 

Services



• Single-state studies from California, North Carolina, and Georgia found racial 
inequities in waiver waiting lists and HCBS use

• Nationwide surveys found racial and ethnic inequities in unmet service needs for 
people with I/DD and their families

• Racially minoritized beneficiaries may be systematically excluded or marginalized in 
waiver application, assessment, and authorization processes.

• Racial and ethnic inequities in 1915(c) waiver enrollment may worsen existing 
disparities in unmet need, emergency department visits and hospitalizations, and 
quality of life

A. Alex Levine et al., Disability and Health Journal, https://doi.org/10.1016/j.dhjo.2024.101676

Racial and Ethnicity Inequities in Access to HCBS 
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Community Living Dashboard

This dashboard provides national- and state-level data on estimates of who needs 
Long-Term Services and Supports (LTSS), who receives Medicaid LTSS 
(institutional services and Home and Community-Based Services), and disparities 
in access to Home and Community-Based Services (HCBS).

- Advocates/Families 
- Policymakers 
- Researchers 
- HCBS/LTSS Providers, Public Health Workers and Direct Care Workers 
- Advocates in Aging 
- Other stakeholders interested in examining need and utilization of persons 

with disabilities

https://heller.brandeis.edu/community-living-policy/clec/community-living-equity-dashboard-home.html


Community Living Dashboard

Users can explore the data and filter by factors like type of disability, 
age, race, gender, socioeconomic status, language spoken, and more.
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Why This 
Dashboard is 
Important?

People with 
disabilities deserve 
to live independently 
and in the 
community

Anticipate 
expenditures / 
Aid in Equity 
Analysis 

Aids advocacy for 
HCBS services  

Assess unmet need 
and utilization



• Ensure your state agencies are collecting race/ethnicity data on 
the constituents you’re serving.

• Examine the data, the quality of the data, and where the 
disparities lie.  

• Improve outreach about programs and services to communities of 
color by:

– Increasing language access

– Utilizing plain language on documents and processes

How Can Legislators Help?
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Let’s Connect! 

CLEquity@brandeis.edu
TeresaNguyen@brandeis.edu

- Follow Us: LinkTree

- Signup for our Newsletter: Subscribe

mailto:CLEquity@brandeis.edu
mailto:TeresaNguyen@brandeis.edu
http://linktr.ee/lurieinstitute
https://heller.brandeis.edu/community-living-policy/clec/subscribe.html

	Slide 1: Advancing supports for individuals with IDD and families across the lifespan
	Slide 2: Lurie Institute for Disability Policy
	Slide 3: Transition to Adulthood
	Slide 4: About Me
	Slide 5: The Transition Cliff
	Slide 6: Transition spans many areas and systems
	Slide 7: Transition planning starts in school
	Slide 8: Before 18: Medicaid Eligibility and Enrollment
	Slide 9: HCBS Waiver Programs
	Slide 10: HCBS Waiver Program Waiting Lists
	Slide 11: Healthcare Transition to Adult Services
	Slide 12: Legal Capacity: Guardianship 
	Slide 13: Legal Capacity: Supported Decision-Making
	Slide 14: Supported Decision-Making (SDM) Legislation
	Slide 15: Promising Practices
	Slide 16: Legislator Resources: State DD Networks
	Slide 17: Legislator Resources: National TA Centers
	Slide 18: Learn more/contact us
	Slide 19: Supporting Aging Adults with IDD and Family Caregivers
	Slide 20: About Me
	Slide 21: Supporting Aging Adults with IDD
	Slide 22: Adults Living with Aging Caregivers
	Slide 23: Future Planning is a Major Issue
	Slide 24: Bridging Aging and Disability Networks
	Slide 25: Community of Practice: Lessons Learned
	Slide 26
	Slide 27: Promising Practices for State Legislators
	Slide 28: Promising Practices for State Legislators
	Slide 29: Promising Practices for State Legislators
	Slide 30: Promising Practices for State Legislators
	Slide 31: Promising Practices for State Legislators
	Slide 32: Contact Information
	Slide 33: Supports for Culturally and Linguistically Diverse Families
	Slide 34: About Me
	Slide 35: About the Community Living Equity Center
	Slide 36: HCBS Waiver Access for Adults with IDD
	Slide 37: Racial and Ethnicity Inequities in Access to HCBS 
	Slide 38: Community Living Dashboard  This dashboard provides national- and state-level data on estimates of who needs Long-Term Services and Supports (LTSS), who receives Medicaid LTSS (institutional services and Home and Community-Based Services), and d
	Slide 39: Community Living Dashboard 
	Slide 40
	Slide 41:  Why This Dashboard is Important?   People with disabilities deserve to live independently and in the community
	Slide 42: How Can Legislators Help?
	Slide 43: Let’s Connect! 

