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ABSTRACT

Housing options for adults with autism and/or intellectual and developmental disabilities (I/DD) are closely
tied to how federal policies around both Long-Term Support Services (LTSS) and housing have evolved
since the 1970s. This paper outlines the historical evolution of these policies, summarizes key federal
programs within Medicaid and HUD that are intended to provide access to consumer-controlled housing
options for people with disabilities, and lists barriers to accessing these programs. Medicaid has made
increasing access to community-based services a policy priority through federal and state Home and
Community-Based Services (HCBS) waivers; however, it is restricted from funding room and board.
Although all 50 states have HCBS waivers approved specifically for individuals with I/DD, only a few
states target housing-related service funds to help this population access housing. HUD programs have
increasingly shifted to address the needs of adults with disabilities, but these federal programs do not
provide adequate assistance to meet housing demand. This review establishes significant gaps in federal
housing support for adults with autism and/or I/DD across the lifespan that result in a fragmented and
underfunded patchwork of housing assistance. To address the need for appropriate housing and avoid
consequences like unnecessary institutionalization, homelessness or displacement from one’s
community, housing must be brought to the forefront of policy and legislative conversations regarding
adults with autism and/or I/DD.
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INTRODUCTION

Approaches to residential options for adults with autism and others with intellectual and/or developmental
disabilities (I/DD) have shifted significantly over time (Perl, 2016). In general, federal policies have shifted
away from funding only institutional care to upholding principles of the independent living movement that
aim to give individuals more choices for where and how Long-Term Support Services (LTSS) are
delivered. The most significant policy shift, made in 1981 to decrease Medicaid expenditures and provide
services in the community, was the authorization of Medicaid Home and Community-Based Services
(HCBS) waivers. This funding for services delivered in community-based settings enabled adults with
autism and/or I/DD to live and be supported in their family home and other residential settings (Centers
for Medicare & Medicaid Services, 2020; Lakin et al., 2003).

Adults with autism and/or I/DD are significantly limited by access to affordable housing and LTSS for their
support needs. Advocacy groups continue to identify considerable gaps in the residential options
available to adults with autism and/or I/DD who already face a relatively high housing cost burden due to
lower incomes and higher support needs (American Association on Intellectual and Developmental
Disabilities et al., 2019; Albrecht & Brown, 2014; IACC, 2019; Schaak et al., 2017). The benefits of
consumer-controlled housing include increased self-determination, choice and autonomy, as well as
improvements in outcomes related to domestic tasks, social relationships and emotional stability (Oliver,
2020). Despite these benefits, historically there has been a persistent lack of housing options to meet the
diverse needs of this population, in part because housing is often overlooked in relevant legislative and
policy conversations (California State Council on Developmental Disabilities, 2018).

Today, more than 5.3 million individuals with I/DD are known to live in the home of a family caregiver
(Braddock et al., 2017). Almost a quarter—or 1.3 individuals—live in the home of a family caregiver over
the age of 60. From a longitudinal perspective, almost 60% of those individuals live with a caregiver over
the age of 41, suggesting there will be a large population of people living with an elderly caregiver in the
next few decades (Braddock et al., 2017). In addition, 50,000 people with autism are aging out of high
school every year (Roux et al., 2017).

Little of this urgently approaching demand is met by existing housing options. Over the last decade, only
100,000 people (approximately 3% of the total with I/DD) have been able to access residential options
beyond their family home. Little data is collected on the residential options actually available or accessible
to or preferred by adults with autism and/or I/DD. The lack of access to residential options is concerning
given the growing population of these adults and their aging caregivers (Residential Information Systems
Project, 2020; Roux et al., 2015). It is reported that 30% to 40% of individuals experiencing homelessness
have a cognitive impairment, including traumatic brain injury, learning difficulties, intellectual disabilities,
autism spectrum disorder and attention deficit hyperactivity disorder. Loss of family caregiver is reported
to be the main cause of becoming homeless.

There are also disparities—some linked to living arrangements—in housing and LTSS access within the
population of adults with autism and/or I/DD. Individuals living in group or residential housing facilities are
more likely to receive comprehensive services than individuals living independently or within a family
home (Schott, Nonnemacher & Shea, 2020). Comparing state Medicaid HCBS service recipients with
I/DD, individuals with autism diagnoses are more likely to live in a family member's home and 42% less
likely to live in their own home, agency apartments or other living arrangements outside the family home
(Hewitt et al., 2017). As a result, adults with autism may experience worse health and social outcomes
(Roux et al., 2017).

Caregivers who currently provide both housing and support for their loved one are especially concerned
about the future when they are no longer able to take care of their family member. In one study, over half
of parents of adults with developmental disabilities worry about their children’s future living arrangements,
the meeting of their support needs and their future quality of life (Easter Seals, 2008). These concerns
are exacerbated by existing systemic barriers to housing and LTSS access, such as a shortage of direct
care workers and underfunded state service systems (Graham, 2017). Absent a coherent policy agenda
that addresses these gaps, some fear deleterious consequences for this population (Lutz, 2016).



A future where adults with autism and/or I/DD can choose from a variety of residential options and access
support services calls for a comprehensive policy agenda that prioritizes 1) the development of
appropriate housing and increased housing assistance; 2) access to LTSS for those who need it; and 3) a
system that helps individuals access LTSS in the residential setting of their choice. These choices should
include consumer-controlled and provider-controlled settings (currently the predominant housing model).

Defining the Link Between Housing and Services

The types and frequency of support needed and the preferred service delivery model vary with each
adult with autism and/or I/DD. Defining the ways housing and services intersect in the community is
important to contextualize housing policy for this population. Today, two terms generally define how
residential settings interface with LTSS delivery:

e Consumer-Controlled Settings: Properties where the housing provider is not inextricably

linked to residents’ LTSS provider(s), enabling residents to choose their preferred
provider(s). Different from provider-controlled settings, residents may change their support
service provider without changing where they live.

Provider-Controlled Settings: Properties where the housing provider is both property
manager and LTSS provider. In such residential settings, residents are unable to change
their LTSS provider without moving to a different home.

This paper focuses specifically on access to consumer-controlled residential settings, in part because
adults with autism and/or I/DD who prefer this option require assistance to afford housing. In addition,
housing shortages and affordability challenges especially limit access to consumer-controlled residential
options. Without housing assistance, the individual must choose between a provider-controlled setting or
homelessness. Addressing housing for those who can and prefer to live in consumer-controlled settings
plays an important role in preventing unnecessary placement in provider-controlled living arrangements
that may be too restrictive to adults with lower support needs while appropriate for others.

Although not in the scope of this policy review, ensuring access to provider-controlled settings such as
group homes, host homes or intermediate care facilities (ICF-ID) for those who prefer those settings and
service delivery models is an equally important policy goal requiring further exploration. These residential
settings should be considered part of the portfolio of options and housing policy conversations for adults
with autism and/or I/DD.

Developing a sustainable, person-centered system will require considerable shifts in policy and practice.
Examining the evolution of existing policy mechanisms governing housing (particularly consumer-
controlled settings) for adults with autism and/or I/DD can help identify gaps and inform potential policy
solutions.

This policy brief summarizes federal housing policy aimed at increasing access to housing assistance for
adults with autism and/or I/DD, including:

1. Legislation, regulations and court decisions that have impacted housing access

2. Existing federal programs that provide housing assistance for this population (with an emphasis
on housing assistance for consumer-controlled settings)

3. Barriers to accessing housing through existing programs



METHODS

To understand the evolution of policy related to residential options for adults with autism and/or 1/DD,
secondary sources related to federal policy on disability and housing such as academic literature and
federal reports were reviewed to identify key policy events, policy insights and barriers to access.
Applicable federal housing programs were identified, as well as eligibility criteria and utilization for this
focal population. Housing subsidy policies were limited to those that subsidize housing demand by
lowering housing costs for individuals with autism and/or I/DD, either by giving individuals assistance to
afford market rent or subsidizing developers to reduce rental costs. The scope of policies and programs
was limited to federal policies (including legislation, court decisions, programs and agency guidance) that
aimed to help people live in the community; increase the use of community-based LTSS; and increase
access to housing for adults with autism and/or I/DD through housing assistance services, housing
voucher assistance, direct cash assistance and funding subsidies for the development of housing.

EVOLUTION OF HOUSING AND RELEVANT
SERVICE DELIVERY POLICY

Table 1 chronologically lists and summarizes federal legislation, regulations, court cases and programs
that set parameters around LTSS and housing for individuals with disabilities (Conrad, 2020; MACPAC,
2020; Perl, 2016; Smith et al., 2000; Turnbull et al., 2007; U.S. Department of Housing and Urban
Development, 2020; U.S. Department of Justice, 2020). The majority of policies listed are designed to
apply to and serve the broader population of people with disabilities. Policies that specifically impact
adults with autism and/or I/DD are indicated in the table.

The evolution of these policies reflects the efforts of countless self-advocates, neurodiverse families and
friends who have called for programs to help individuals thrive in the community. In addition to
establishing programs to increase the availability of residential options, critical protections that articulate
their civil rights of self-determination and equal opportunity (Developmental Disabilities Assistance and
Bill of Rights Act), publicly funded services in community-based settings (Olmstead v. L.C.) and
protections from housing discrimination (Kushner, 1989) were codified for adults with autism and/or 1/DD.

CURRENT FEDERAL PROGRAMS INCREASING
ACCESS TO HOUSING

Three federal agencies fund programs that help adults with autism and/or I/DD live in a home of their own
through individually accessed subsidies:

e The Department of Health and Human Services (HHS) Centers for Medicare and Medicaid
Services provides funding for Long-Term Support Services (LTSS), including some forms of
housing-related assistance (room and board excluded).

e The Department of Housing and Urban Development (HUD) provides rental subsidies and
assistance to purchase housing, as well as capital to housing developers to make housing more
affordable or attainable.

e Social Security Administration (SSA) provides a cash benefit to assist with living expenses,
including housing or LTSS costs.

These programs and their corresponding funding allocations are administered differently across states.
Federal funding from HHS and HUD is typically managed at the state or local level, while payments from
the SSA are provided directly to eligible individuals by the federal government. As a result, who is eligible
and the kind of housing assistance for which they are eligible varies significantly by state. Figure 1
summarizes federal programs through which adults with autism and/or IDD may receive assistance to live
in a home of their own (if eligible). To date, there has been no landmark policy focused on the issue of



housing for adults with autism and/or I/DD, and no policies resulting in significantly increased access to
affordable, appropriate housing for this population.

The following section provides an overview of key Medicaid and HUD programs, including the extent to
which adults with autism and I/DD are eligible to receive assistance, the type of assistance available, how
many people participate in each program (utilization) and barriers to access. Barriers are exacerbated by
documented limitations of SSA funding levels, which are not enough to afford fair market rent in any
housing market in the U.S. (Martone, 2020).



Table 1. Key Federal Policies Marking the Evolution of Housing and LTSS Assistance for People with Disabilities

Broader Legislation
or Court Decision

Policy Goal

Impact on Housing or LTSS Delivery

Social Security

Provide support services for

Authorized as an optional Medicaid benefit, this allowed states to provide LTSS care in "intermediate care facilities for
persons with mental retardation” (ICF-MR now referred to as ICF/IDs due to a shift toward the term intellectual

decision

options.

e Amendments mdg’e'dléilj Poeoerglgg dazizﬁznce disability). These individuals did not need skilled nursing facility care but did need assistance beyond room and board.
Y ' States that opted in received federal matching funds to increase service access for adults with /DD (P.L. 92-223).
1972 Social Security Expand federal cash assistance and | Created the Supplemental Security Income (SSI) program to federalize cash assistance for the aged, blind, and
Amendments Medicaid coverage. permanently and totally disabled, which entitles SSI beneficiaries to Medicaid coverage (P.L. 92-603).
habilitati Codify rights, prohibit discrimination | Prohibited discrimination based on disability in programs conducted by federal agencies or receiving federal financial
1973 (aiinadeg'tfg%n g%% by federal agencies and create assistance. Following amendments, the act now authorizes federal funding for vocational rehabilitation services,
1092 and 20’15) ' federal funding sources for supported employment, independent living and client assistance (29 U.S.C.8 794; Jones, 2007; U.S Equal Employment
community-based support. Opportunity Commission, 2020).
Developmental Expanded eligibility for developmental disabilities designation and aimed to "assure that individuals with developmental
Disabilities . disabilities and their families participate in the design of and have access to needed community services, individualized
. . Caodify rights for a broader d oth ] h If-d - d - di ; d
Lr)| Assistance and Bill nopulation of adults with supports and other forms of assistance that promote se f-determination, independence, productivity, and integration an
of Rights Act el crealiies inclusion in all facets of community life” (42 U.S.C. §15001). A future amendment also authorized funding for research
(amended 1984, 1987, P ’ and advocacy through state Developmental Disability Councils, state Protection & Advocacy (P&A) organizations and
1990, 1994 and 2000) University Centers of Excellence on Developmental Disabilities (UCEDDS).
n Increase flexibility Established the Medicaid Home and Community-Based Services (HCBS) Waiver to deliver LTSS in community-based
Omnibus Budget h h wai hori d red . Wai hority. if ) “waive” entitl institutional ;
Ul Reconciliation Act through waiver authority and reduce settmgg aiver authority, i gran_ted, permits states t_o 'waive” entitl _ement to access institutional services and use
government costs by controlling Medicaid dollars to fund voluntarily elected services in the community. (P.L. 97-35; Rowland, Lyons, & Edwards, 1988;
high-cost program expenditures. Svahn, 1981).
Fair Housing o . . Expanded Fair Housing Act to prohibit discrimination in the overall housing market, including private, public and
ekl Amendments Act Gy Mgl 2 2 Hawsiig, federally funded housing, based on disability (42 U.S.C8 3601; Kushner, 1989).
Americans with Codify rights to independent living Prohibited discrimination based on disability in all areas of public life. The act specifically established equality of
1990 Disabilities Act and economic self-sufficiency, and | opportunity, participation, independent living and economic self-sufficiency for individuals with disabilities (42 U.S.C. §
prohibit discrimination. 12101).
Cranston-Gonzalez Improve housing access for adults Created programs within HUD to increase supply and meet housing demand for people with disabilities, including the
WOl National Affordable prove 1SIng access T HOME program and Section 811 Supportive Housing for Persons with Disabilities Program (42 U.S.C § 12703;
: with eligible disabilities. - . :
Housing Act Technical Assistance Collaborative, 2014).
Housing and Allowed HUD-assisted properties to designate buildings or parts of buildings as elderly- or disabled-only, and to
1992 Comm?mit Change allocation of publicly funded | prioritize elderly voucher applicants, effectively reducing vouchers available to people with disabilities (42 U.S. Code
Develo mentyAct housing. §5301; P.L. 102-550, § 2). To address this, Congress appropriated funds for Section 8 Non-Elderly Disabled (NED)
P Vouchers specifically for individuals with disabilities beginning in 1997 (Perl, 2016).
Olmstead v. L.C Codify rights to choose in The Supreme Court ruled that unnecessary institutionalization of people with disabilities constitutes discrimination
1999 Supreme Court community-based residential under the ADA and that individuals with disabilities have the right, not the obligation, to receive publicly funded services

in community-based settings (Rosenbaum, 2016).




Table 1. Key Federal Policies Marking the Evolution of Housing Assistance for People with Disabilities (continued)

Broader Legislation
or Court Decision

Policy Goal

Impact on Housing or LTSS Delivery

Deficit Reduction

Reduce barriers to the use of HCBS

Created the Money Follows the Person (MFP) rebalancing demonstration program (increasing the use of community-
based, instead of institutional, long-term services), which allocated funding to develop a financial incentive to transition

Act ) L individuals out of institutions, reduce barriers to the flexible use of Medicaid funds, ensure continuity of service and
2005 (renewed and |ncr§222;2§r3£§eosmmunlty promote quality assurance (42 U.S.C. § 1396a; Centers for Medicare and Medicaid, 2007; O'Shaughnessy, 2014). This
periodically) ’ new Medicaid allowance covered certain HCBS waiver services without requiring states to go through the lengthy
waiver application and approval process.
American Recovery Srori) s Tt Samies e Increased federal matching dollars for HCBS programs and enabled states to continue funding HCBS waivers and
VOB  and Reinvestment p cligibility for services other Medicaid services, also restricting state options for reducing service eligibility (P.L.111-5; Kaiser Family
Act grotity ' Foundation, 2011).
Frank Melville Increased efficiency of HUD’s Section 811 Program by implementing the more cost-efficient Project Rental Assistance
Pl Supoortive Housin Increase the housing supply for Program, now used to develop supportive housing for adults with disabilities. In response to the Olmstead decision, this
I‘:\F\)/estment Act 9 adults with disabilities. Act limited the “concentration of housing units in multifamily housing dedicated to persons with disabilities to 25% of the
total” (Perl, 2016), resulting in lawsuits in multiple states (Martone, 2020).
2010 aﬁgtff?otrzggcgc;?e Increase the use of HCBS as Increased proportion of federal matching funds for HCBS (by six percent) through Section 1915(k) Waiver Authority
Act opposed to institutional LTSS. (Centers for Medicare & Medicaid Services, 2019).
Rglel\jllvatl-iioanSS(in Reduce HCBS use in settings with | HCBS settings required to meet new minimum standards to better promote community access, choice (of housing and
2014 resgonse @ (e gualities of an institution and service delivery models) and ensure HCBS are not used in institutional settings. Regulations on requirement for
Affopr dable Care mandate person-centered planning | developing person-centered plans for delivery of services were also initiated (Centers for Medicare & Medicaid
Act) in the provision of services. Services, 2019).
Consolidated ;
2017 Appropriations Acts \Ilgzrcehagz ta:]\?an;l;?:?g gg:ﬁ:s\;vrﬁ HUD awarded funding for 27,000 new NED vouchers to Public Housing Authorities (PHAS), the first funding for
(2017-2019 expanded disabilit Mainstream NED vouchers since 2005.
funding) isabilities.
. Added language to prioritize and evaluate state data regarding the use of HCBS to help adults with autism and other
VARl Autism CARES Act Increase the focus on issues across developmental disorders engage in the community. Also added representatives from HUD to the NIH Interagency

the lifespan of adults with autism.

Autism Coordinating Committee.




Figure 1. Federal Programs Providing Housing Assistance to Adults with Autism and/or I/DD
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SUMMARY AND LIMITATIONS OF KEY PROGRAMS

Medicaid HCBS Waivers

Home and Community-Based Services (HCBS) waivers are intended to finance recipients’ long-term
services and supports (LTSS) in community-based (non-institutional) settings. HCBS funding specifically
covers services but not housing costs. In general, Medicaid HCBS programs aim to increase access to
community-based services for individuals living in, or at risk of, unnecessary placement in institutional
settings. HCBS programs have expanded over time to cover a variety of support services through various
service delivery models. State trends suggest LTSS delivery systems are increasingly collaborating with
housing resources and broadening enroliment to serve people with I/DD (Ensslin & Kruse, 2016).
Medicaid ultimately plays a limited role in housing assistance, as waiver funding is prohibited from
covering room and board.

Manatt Health’s (2020) inventory of state HCBS investments in supportive housing benefits summarizes
the extent to which Medicaid Section 1915 Home and Community-Based Waivers and Section 1115
Demonstrations cover housing-related costs (such as housing counseling, tenancy services or
adaptations) for a subset of states in the U.S. (n=12). Kaiser Family Foundation (2019) provided further
information about Medicaid eligibility and current waitlists.

Eligibility varies and waivers covering housing services target broad populations.

In general, access to LTSS available in consumer-controlled settings varies by state, as each state
Medicaid authority determines service availability and funding allocation. As it follows, HCBS eligibility
criteria are determined on a state-by-state basis. State eligibility criteria are only consistent in that
individuals must be considered eligible by a state’s requirements for services in an institutional setting
(Centers for Medicare & Medicaid, 2020).

Manatt Health (2020) found that in fewer than half of the states in their sample (n=5), LTSS waivers were
designed to increase access to consumer-controlled residential options for adults with autism, intellectual
disability, developmental disability or needing support for some activity of daily living. Only half (n=2) of
the states that provide direct assistance for one-time housing costs specifically assist individuals with
autism and/or I/DD who may be eligible based on support needed for activities of daily living (Manatt
Health, 2020). Beyond the states reviewed in Manatt Health’s brief, 12 additional states have waivers that
fund housing-related services to transition out of institutions and/or home maodifications specifically for
adults with autism and/or I/DD (Centers for Medicare & Medicaid, 2020).

Currently, only extremely low-income individuals are eligible for HCBS waiver services. Data from Kaiser
Family Foundation (2020) demonstrate that adults with disabilities are required to have, on average, a
median annual income limit of $9,000 to be eligible for services across all 50 states. States typically must
provide Medicaid to Social Security beneficiaries (74% FPL) and may extend eligibility for HCBS waiver
recipients with 1/DD up to 100% FPL or 300% of Social Security Income (SSI) levels (Kaiser Family
Foundation, 2020).

Waivers rarely cover costs associated with housing.

Manatt Health (2020) found that of the 12 states reviewed, nine fund housing stabilization services,
including services to help individuals find and maintain housing. Half (n=6) of the states fund home or
environmental accessibility modifications. Less frequently, state waivers supported one-time transitional
services (n=1), housing counseling (n=1) and housing consultation (n=1). As per federal regulation, no
waivers provide direct assistance for room and board. Waivers in four of the states reviewed allow
individuals to receive direct cash assistance for one-time or nonrecurring housing costs, including security
deposits, utility assistance and other start-up costs.
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Limitations
Many adults with autism and/or I/DD are not eligible for an HCBS waiver.

When adults with autism and/or I/DD are the target population for a waiver, they are typically eligible only
if they require an institutional (or intermediate) level of care (Manatt Health, 2020). There is a broad
population of adults with autism and/or I/DD who are not eligible based on these criteria but who still need
supports, services and housing assistance to live in the community. In addition, there is a significant gap
between the maximum annual income limit to be eligible for LTSS (100% FPL, or $12,760; 300% SSiI, or
$28,190) and the livable wage needed to afford housing (Aurand et al., 2017). This may further restrict
the already limited earning potential of those who rely on Medicaid and SSI supports. A recent report from
the National Low Income Housing Coalition (2020) reinforces that even before the recent coronavirus
pandemic, housing costs outpaced what those receiving SSI could afford.

Medicaid funding restrictions limit the services available—even to those eligible.

State Medicaid funding allocated toward LTSS may vary depending on the state’s expansion status (as
per the Affordable Care Act) and the design of HCBS waiver services. States may place caps on both the
number of individuals served and the funding allowed per individual. These caps may disproportionately
impact adults with higher support needs. Specifically, adults preferring to live in a consumer-controlled
residential setting are unable to do so if waiver funding is capped at a level below what they need to fulfill
their support needs.

Access to services also prevents HCBS-eligible individuals from living in settings other than their family
home. In 2018, almost 590,000 individuals with I/DD alone were on a waiting list for Medicaid HCBS
waiver services (Kaiser Family Foundation, 2020). The most recent evidence available suggests state
cost control policies, including limitations on financial eligibility criteria and available service benefits,
further increase the number of persons on Medicaid HCBS waiting lists (Ng, Stone, & Harrington, 2015).

Because Medicaid HCBS dollars cannot be used to cover direct housing costs such as room and board
outside of institutional settings, state-administered Medicaid programs can only cover costs of an
individual’s housing transition, sustaining an individual’s tenancy and state-level housing collaborative
services (Medication and CHIP Payment and Access Commission, 2018; Scotti & Cruz, 2020).

Although Medicaid dollars cannot be used to pay for housing costs, state Medicaid programs have
increasingly begun to collaborate with other public or private entities to increase funding for housing
(Kleinman et al., 2017). These collaborations are still limited by a shortage of affordable housing, a lack of
supportive services in the community and difficulties securing stable funding streams to assist residents
paying rent.

HUD programs targeting people with disabilities

The Department of Housing and Urban Development (HUD) addresses housing affordability and
accessibility through a variety of programs by increasing the supply of affordable housing through
subsidies to housing developers, financial assistance to homebuyers and rental subsidies that decrease
housing costs.

HUD programs address supply- and demand-side housing access for adults with disabilities, but currently
do not offer any programs specifically targeting the housing needs of adults with autism and or I/DD.
Section 8 Housing Choice Vouchers (HCVs) are the primary federal program designated to help low-
income households and other special populations access market-rate housing through the provision of
vouchers that lower the cost of housing by subsidizing rent (Perl, 2016). However, the ability to pay for
housing is just one mediator of housing access for adults with autism and I/DD (Grey et al., 2015).
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Multiple HUD programs seek to increase the supply of affordable housing for low-income households.
However, Section 811 Project Rental Assistance (PRA) is the only HUD program specifically aimed at
producing affordable, accessible supportive housing to non-elderly, low-income individuals with
disabilities (The Arc, 2020; Perl, 2016; Sloane, 2019). Other supply-side funding programs not specific to
housing for people with disabilities include Community Development Block Grants (CDBG), Low-Income
Housing Tax Credits (LIHTC), the HOME Investment Partnerships Program (HOME) and the National
Housing Trust Fund (NHTF). There are no HUD programs specifically targeting people with autism or
I/DD despite their unique risk of becoming unnecessarily institutionalized, displaced from their community
or homeless.

Eligibility for Non-Elderly Disabled (NED) Vouchers

A subset of the Housing Choice Voucher program (for which low-income adults with autism and/or 1/DD
may also apply), NED vouchers include the following voucher categories: NED Category 1 and Category
2, Designated Housing, Certain Developments, One-Year Mainstream Housing Opportunities for Persons
with Disabilities and the Project Access Pilot Program. NED vouchers are allocated for all people with
disabilities (Table 2). Historically, no HUD programs have specifically addressed residential options for
adults with autism and/or I/DD.

Table 2. HUD Housing Choice Vouchers Available to Non-Elderly Adults with Disabilities

NED Voucher Function

Enable non-elderly persons or families with disabilities to access affordable housing

NED Category 1 on the private market.

Enable non-elderly persons with disabilities currently residing in nursing homes or

NED Category 2 other healthcare institutions to transition into the community.

Provide vouchers to selected Public Housing Authorities (PHAS) that partner with
Project Access Pilot state Medicaid agencies to assist non-elderly disabled persons transition from
nursing homes and other institutions into the community.

Enable non-elderly disabled families who would have been eligible for a public
Designated Housing housing unit if it had not been restricted to elderly families only through an approved
Designated Housing Plan to receive rental assistance.

Enable non-elderly families who do not currently receive housing assistance in
Certain Developments certain developments where owners establish preferences for, or restrict occupancy
to, elderly families to obtain affordable housing.

One-Year Mainstream Enable non-elderly disabled families on the PHA’s waiting list to receive a voucher.

NED Voucher Use

At this time, 55,000 NED vouchers are allocated specifically for all non-elderly persons with disabilities.
Between 1997 to 2009, 397 Public Housing Agencies distributed 948 vouchers for NED Category 2 and
54,019 vouchers for all other NED programs. Since 2018, additional vouchers have been authorized,;
funding appropriated for FY18 was estimated to serve an additional 27,000 households through NED
vouchers (Center on Budget and Policy Priorities, 2017; Department of Housing and Urban Development,
2020; Technical Assistance Collaborative, 2020).

Section 811 Capital Advance and Project Rental Assistance Funding

Section 811 historically funded housing development through interest-free capital advances and operating
subsidies to developers. In the past decade, the program has expanded to provide project rental
assistance (PRA) to state housing agencies. The Capital Advance program serves approximately 28,000
households, including an adult with disabilities across 2,390 properties. To date, over $200 million in
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Section 811 PRA funds have been awarded to a total of 27 state housing agencies across the

U.S. Grantees are working to develop over 5,000 permanent supportive housing units for people with
disabilities. Since 2015, approximately 2,300 households have moved into these units (HUD Exchange,
2020).

Since 1992, the combination of these two HUD programs designed to increase affordable, accessible
housing to people with disabilities in general has provided only approximately 85,000 households of
persons with disabilities have been able to access affordable housing. In general, it is unclear how many
adults with autism and/or I/DD utilize NED vouchers or live in Section 811-funded projects because
utilization data are only publicly available for the broad population of adults with disabilities.

Limitations

HUD housing programs that target people with disabilities are initiated and managed at the state or local
level, leading to significant variation in housing supply and accessibility across the nation. However, few
states specifically focus on housing for adults with autism and/or I/DD (McCormick, Schwartz & Passerini,
2019). Adults and their families experience multiple barriers to voucher use and access to affordable
housing units (Bailey, 2020; Center on Budget and Policy Priorities, 2019b; Coughlin et al., 2017,
Freeman, 2012; Hoffman, Kehn, & Lipson, 2017; Irvin et al., 2013). Neither NED Housing Choice
Vouchers nor Section 811, as currently funded, can meet the demand of the nearly 1.3 million adults with
autism and/or I/DD who currently live with family caregivers over the age of 60. This does not account for
younger adults, including the 50,000 young adults with autism transitioning out of high school annually.

Vouchers and Section 811 PRA units reach just a fraction of those needing housing

Currently, NED vouchers make up 23% of all Housing Choice Vouchers (Center on Budget and Policy
Priorities, 2019). It stands to reason that an even smaller fraction of vouchers ends up allocated to adults
with autism and/or I/DD. Therefore, it is unlikely that this program is able to meet the unmet needs of
adults with autism and I/DD wanting to live in a consumer-controlled setting.

The success of NED vouchers (and similar housing programs) also may depend on what subset of adults
with autism and/or I/DD are targeted at the state level. Specifically, vouchers have the largest impact
when they target communities with “low transition rates” out of institutions (Hoffman, Kehn, & Lipson,
2017). States that target individuals currently living in institutional settings for NED vouchers may
unintentionally be biased against individuals living at home with aging caregivers and at eventual risk of
homelessness. This aligns with HUD voucher utilization data reporting that 86,100 adults with disabilities
have been homeless for long or repeated periods of time (Center on Budget and Policy Priorities, 2019).
In addition, a large proportion of individuals with autism and/or I/DD do not receive state services that
would make them candidates to be targeted for NED voucher assistance. For example, only 17% of the
total population of individuals with I/DD in the U.S. have access to residential LTSS (Residential
Information Systems Project, 2020).

Considerable competition for vouchers and demand for affordable housing units

Most adults with autism and/or 1/DD are seeking the same housing vouchers and project-based affordable
housing units as other low-income households. In general, states struggle to provide enough housing for
vulnerable populations competing for limited state and federal resources. Because demand for vouchers
consistently exceeds supply, they are allocated through a queueing system that effectively rations access
to vouchers. In this system, only a fraction of the eligible households receives vouchers due to short
application periods, wait-list selection processes, and barriers to completing all of the steps required to
complete their application (Moore, 2016). Due to shortages, programs serving specific populations may
negotiate preferential treatment to receive priority access to vouchers (Coughlin et al., 2017). However,
there are also limitations in how priority populations are defined. For example, some state housing
voucher programs may prioritize people experiencing homelessness but exclude those residing in
institutions or living with aging family caregivers. (McCormick, Schwartz & Passerini, 2019). These
individuals may ultimately be at risk for homelessness or must remain in an institutional setting, violating
their rights under the Olmstead Decision.

14



Individuals with vouchers may be unable to use them.

Individuals who have a housing voucher may face barriers to using it. Barriers include unwillingness of
some landlords to accept vouchers (sometimes due to reluctance to rent to people with disabilities),
discontinuation of a voucher program and difficulty accessing available funds for home modifications
(Brooks & Uprety, 2020; Coughlin et al., 2017). Other discrimination may happen on the basis of source
of income (the source being a voucher). In fact, the majority of discrimination complaints pursuant to the
Fair Housing Act are on the basis of disability (Freeman, 2012; National Fair Housing Alliance, 2019).

Affordability as one of many barriers to housing stability

It is important to note that housing affordability is just one of numerous market barriers to finding a place
to live faced by adults with autism and/or 1/DD.

A lack of diverse housing options

In addition to overall funding shortages, people with autism and/or I/DD have a diverse range of support
needs, preferences and limitations. Individuals with more severe autism, for example, may experience
additional behavioral challenges that impact which living arrangements work for them. This can even
result in eviction in response to property damage or the inability to follow property rules (such as quiet
hours) intended for neurotypical populations (Jewett, 2017; Lutz, 2016). Housing policy for adults with
autism and/or I/DD will need to increase access to non-institutional residential settings that are both
affordable and appropriate—meaning they meet the diverse needs and preferences of the entire
population.

Barriers in navigating the housing market

Navigation of options in the market also present access barriers to individuals with autism and/or 1/DD.
Challenges have been documented at each step of the rental process—when attempting to locate and
learn about units during the application process and even while moving in and living at a rental property
(Hammel, 2017). Affordable housing policy for this population, largely representing extremely low
incomes due to earning-capacity limits, has been mostly limited to rental programs and not ownership.

Current market-rate housing options also have limited disability-accessibility features. Decision-makers
know little about the state of cognitive accessibility features (especially important to adults with autism
and/or I/DD) in the U.S. housing stock due to a lack of data (Bo’sher et al., 2015). Furthermore, renters
with autism and/or I/DD may or may not be able to invest in making their home more accessible due to
cost or landlord restrictions.

Funding and regulatory barriers

Shortages in public funding, affordable housing and LTSS are a constant challenge. A recent committee
convened by the National Academies (2018) notes that housing providers are working in a siloed and
fragmented policy environment marked by inadequate and unreliable funding streams, as well as
misaligned incentives further discussed by Wachino (2015) as the “wrong pockets” problem. They
document both market and regulatory barriers that inflate housing costs through restrictive zoning and
land-use ordinances. A lack of consistent local accountability around affordable housing means there is
not always the political will required to push this conversation forward (National Academies of Sciences,
Engineering, and Medicine, 2018).
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CONCLUSION

Federal programs are seriously limited in their scope and capacity to provide necessary housing
assistance to adults with autism and/or I/DD. Although self-advocates and their families have persistently
expressed critical needs and fears about future living arrangements, no policies have meaningfully
addressed housing accessibility and affordability for adults with autism and/or I/DD. This review of policy
and programs that address housing for this population illuminates major gaps and a shortage of
affordable, accessible housing that preclude most adults from living and being supported in their own
home.

Existing housing resources for people with autism and/or I/DD are fragmented, poorly coordinated and in
high demand (National Academies of Sciences, Engineering, and Medicine, 2018). Despite the best
intentions to support community-based living (articulated by a number of federal laws codifying
independent and supported living rights), the U.S. has never truly prioritized the policy goal of ensuring
access to both housing and LTSS by the population of adults with autism and/or I/DD.

Policy aimed to support community living for this population first focused on cost reduction and
deinstitutionalization with the delivery of community-based services. This focus on service delivery is
reflected in the availability of success metrics that describe where services are delivered, the cost of
services and the number of individuals served, as opposed to broader metrics that describe the life
experiences and outcomes of adults with autism and/or I/DD. While Medicaid is restricted from providing
direct housing assistance, HUD programs do not currently provide adequate support to meet the housing
needs of this population. Limitations of HCBS and HUD housing assistance are further exacerbated by
existing market barriers.

The need for housing and LTSS currently outpaces available funds and programmatic reach. A large
population of adults with autism and I/DD will most likely outlive their family caregivers who currently
shoulder the burden of insufficient housing and LTSS options available to support their loved ones.
Without adequate access to consumer-controlled housing options, some individuals with autism and/or
I/DD are at risk of placement into provider-controlled or institutional settings, which may be unnecessarily
restrictive.

Time is limited for millions of adults with autism and/or I/DD who are living with aging caregivers, as well
as for those transitioning to adulthood annually. If the current shortage of housing accessible to adults
with autism and/or I/DD persists, especially in the face of a growing population, individuals will be at
considerable risk of homelessness or unnecessary placement in Medicaid-funded, provider-controlled
settings or institutions. These and other outcomes are at odds with the right to choice codified in
legislation such as the Developmental Disabilities Assistance and Bill of Rights Act, Americans with
Disabilities Act and supported by the Supreme Court’s Olmstead decision.

In order for people with autism and/or I/DD to live and be fully supported in the community, it will be
necessary to explore policy levers to increase the availability of residential options that reflect the diversity
of this population. Many individuals and families fear a world in which a lack of residential options
ultimately forces displacement of people from their communities. This displacement will impact not only
quality of life and health outcomes of adults with autism and 1/DD, but also communities across the
country that can benefit from neurodiverse citizens who have the opportunity to live in a home of their
own.
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