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Overview
• This webinar will focus on key housing issues impacting people with
disabilities with authors from the latest issue of The Disability RAPP.
• During this webinar, our moderated panel will explore important
housing topics like universal design, institutional qualities, and
where people with IDD currently live.
• The Disability RAPP is a collaborative effort by the Disability Rights
Center-NH, UNH Institute on Disability, and New Hampshire Council
on Developmental Disabilities. The latest issue focuses on Disability
and Housing and is available at drcnh.org

What can we learn from states who have moved
away from large institutions?

• It is possible to serve all people with IDD in individualized settings.
People with all types and levels of disability have successfully
moved from institutions to community settings.
• Early adopters of deinstitutionalization created lots of smaller
institutions. They are now working to move from group homes to
individualized settings.
• Late adopters can skip the small institution step and help people
move to or to remain in individualized community homes.
• States continue to struggle to serve people with mild or moderate
IDD whose behaviors are dangerous to others or who have been in
the criminal justice system.

Where do former residents of state institutions go?
• Many policy shifts supported institution downsizing and closure

– The law changed to require that all children including those with disabilities be able to
attend school. This helped families and reduced the demand for institutions.
– Medicaid offered funding but required states to reduce overcrowding in institutions
– The Medicaid Home and Community Based Waiver offered supports to assist people to
continue to live with family members

• Initially, people who left state-run IDD institutions moved to private institutions
or large group homes.
• Now most people leaving institutions move to
– small group settings (with four or fewer people) or
– individualized settings (own home, family home, or host or foster family homes)

Have some states transitioned to community-based options better than
others?

• There are tremendous state differences in how in-home and
residential supports are organized.
– Some states provided long-term support and services to 10x more
people per 1,000 people than other states
– Some states serve almost everyone in the home of a family members,
others do not provide funding to support many people in family
homes

Why is it important to collect, track, and analyze the place where
people with IDD live? What can we learn from this information?
• National and state data have been key to helping legislators and
policy staff monitor the services they provide and compare how
they are doing with those in other states.
• Data are critical to identify successes and to find and fix problems.
• Key challenges
– Separating the number of people with IDD who live in their own homes
versus those living with a family member.
– Having accurate and up to date information about unmet needs (waiting
lists)

New Hampshire Facts 2021
• NH ranks in the top five states in terms of the number of people with IDD
per 1,000 of the population who were getting Medicaid-funded LTSS (2018
data)
• The state reported no one living with a family member who had requested
Medicaid Waiver funded supports was waiting for those supports.
• Where people with IDD getting long-term supports and services live
–
–
–
–
–
–

97% of people in NH served by the state lived in homes with six or fewer people;
95% lived in homes shared by three or fewer people.
37% of people getting LTSS lived with a family member.
In 2019 there were approximately 93 people with IDD in nursing homes.
There was one non-state IDD facility serving 26 people.
There were 8 non-state IDD facilities serving 7 to 15 people.

NH served more adults with IDD per 100,000 of the
population than all but two states (2018 ranking)

Deinstitutionalization Facts
• There are only 1/10th as many people in state run institutions
now as there were in 1967.
• If the trend continues we could see the last state run
institution close between 2025 and 2030 and the last non-state
institution by 2040.
• There are now more people in large non-state facilities than in
large state run facilities
• Most people living in state IDD facilities live in Texas, Illinois,
New Jersey or North Carolina.

Most LTSS
recipients live
with a family
member

Nearly all the change in where people with IDD live is due to increased
Waiver funded supports for people living with family members.

Almost all people not living with a family member
share a home with 6 or fewer service recipients

State IDD agencies serve
46% of adults with IDD in
the US
Estimates
N People with IDD
N Served by State
IDD agencies
% of population
served

Children Adults Total
5.3
2.1
7.43
0.57
0.97 1.55
11%

46%

21%

People served in millions

Policy Recommendations
• Workforce shortages made more severe by the COVID-19 pandemic threaten access to
home and community-based supports for people with IDD. Policy makers must address
those shortages to ensure that people with IDD can move to or remain in their own homes
and other community settings while getting needed supports.
• As the remaining large state-run IDD facilities close, the focus of deinstitutionalization
efforts will shift to facilities operated by non-state providers. Different policy levers may be
needed to incentivize non-state providers to downsize or close facilities for seven or more
people.
• States that operate large state-run IDD facilities should be encouraged to use available
Medicaid rebalancing and other incentives to downsize or close those facilities and to
provide supports for people with IDD in home and community-based settings instead.
• The seventeen states that have already closed all large state-run IDD facilities have found
ways to support all people with IDD regardless of age or type or intensity of support needs
in home and community-based settings. Policy initiatives and technical assistance efforts
should help the remaining states to do the same.

Resources
•
•
•
•

Residential Information Systems Project https://risp.umn.edu/
30 years of Community Living https://acl.gov/30years
IMPACT newsletter (https://ici.umn.edu/series/14)
ACL’s Housing and Services Resource Center
https://acl.gov/HousingAndServices
• Charting the Lifespan for Families of Individuals with
Intellectual or Developmental Disabilities (Michelle Reynolds)
https://supportstofamilies.org/
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