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ABSTRACT

Access to appropriate housing and services is a growing concern for adults with autism and/or intellectual
and developmental disabilities (I/DD). Data limitations preclude the ability to accurately quantify or
delineate housing demand for this population. Without data sets that characterize housing needs and
evaluate outcomes associated with different residential options, it is difficult to address the substantial
housing challenges facing this population. This paper illustrates how existing data are insufficient for
describing residential needs of adults with autism and/or I/DD; summarizes available data; and identifies
data needed to articulate housing demand for the growing and diverse population. The paper argues that
current data limitations inhibit the development of policy solutions that can help people access the
housing and support services they need to thrive. Opportunities for future data collection, research and
policy priorities are considered.



INTRODUCTION

Housing challenges for adults with cognitive and developmental disabilities

Through its influence on domestic life, health and safety, housing is an important social determinant of
health that has long been established as essential to individual and community well-being. Almost 70
years after the passage of the Housing Act of 1949, the U.S. is still grappling with a severe affordable
housing crisis (Schwartz, 2014 p. 2). Nearly one-third of American households are currently cost-
burdened, paying more than 30% of their income for housing. Adults with cognitive impairments, including
adults with autism and those with other intellectual and developmental disabilities (adults with autism
and/or 1/DD) bear an even greater housing cost burden due to limited income and support needs
(Emerson, Graham, & Hatton, 2006). These support needs may require more complex housing
accommodations that can be more costly than existing affordable and market-rate housing options (Brand
& Gheerawo, 2010; Grey et al., 2015). Insufficient housing access magnifies existing challenges faced by
adults with autism and/or I/DD, including financial burdens, mental health challenges due to isolation or
loneliness, and caregiver stress (Grossman & Webb, 2016; Shivers, Sonnier-Netto, & Lee, 2019;
Williamson & Perkins, 2014). Without access to housing that is accessible and affordable, autistic adults
and others with I/DD are at high risk of homelessness or displacement from their community into the “next
empty bed.”

Access to appropriate residential options—defined as housing that is safe, affordable, connected to
community with access to needed supports and services—is a growing concern for adults with autism
and/or I/DD (Bigby & Fyffe, 2009; Grey et al., 2015; Lutz, 2015; White, 2015). Support needs range from
infrequent drop-in support to higher support needs requiring 24-7 daily support staff. As it follows,
individuals also have a variety of needs and preferences related to housing, service delivery and lifestyle
(Thompson et al., 2009). Due to eligibility or service access barriers, many are either ineligible for or not
currently accessing long-term support services (Residential Information Systems Project, 2020). As a
result, little data is available to describe their experiences, limiting the characterization and mitigation of
informally recognized gaps and hindering solutions that can be effectively addressed by public, private,
philanthropic and nonprofit sectors.

Residential options available to adults with autism

An emerging market of diverse housing options has begun to address unmet housing demand (Autism
Housing Network, 2020; Roux et al., 2017). However, publicly funded programs do not come close to fully
meeting the high volume of unmet housing needs among adults with autism and/or /DD (Dawkins &
Miller, 2017; Hammerman & Bennett, 2010; Prince, Kameka, & Prince, 2016; Roux et al. 2016). Existing
federal and state programs also do not adequately support the development of residential options to
accommodate the diversity of needs and preferences within this population (Wiesel, 2011).

The evolution of policy surrounding both housing and long-term support services (LTSS) over the past 50
years has resulted in an underfunded patchwork of federal and state-level systems inadequately
equipped to serve the needs of adults with autism and/or I/DD across the lifespan (California SCDD,
2018). Existing programs for housing and LTSS—through the Centers for Medicare and Medicaid, the
Department of Housing and Urban Development (HUD) and state developmental disability agencies—
serve just a fraction of the population in settings outside of family homes (Wachino, 2017; Residential
Information Systems Project, 2020).

The importance of data in shaping housing policy

The absence of coherent policy surrounding the housing needs of adults with autism and/or I/DD has left
stakeholders with limited data to describe housing needs (Hammerman & Bennett, 2010). It is therefore
impossible to accurately quantify or delineate housing demand among adults with autism and/or I/DD



(Bonardi et al., 2019; Havercamp et al., 2019; Anderson et al., 2019). Without data to accurately
characterize their housing needs and evaluate outcomes associated with different residential options, it
will be difficult to address the substantial housing challenges faced by this population.

Recognizing that data play an essential role in shaping conversations around policy gaps and potential
solutions, this paper illustrates how existing data are insufficient for describing residential needs of adults
with autism and/or I/DD, inhibiting policy solutions that can help people access the housing and support
services they need to thrive. It summarizes the data available, identifies additional data needed to
articulate demand, and considers opportunities for future research and policy change.

BACKGROUND

A recent report from the Autism and Developmental Disabilities Monitoring Network (2020) estimates
there are about 5.5 million adults with autism in the U.S., about 50% of which also have an intellectual
disability (Matson and Shoemaker, 2009; Roux et al., 2017). The University of Minnesota’s Residential
Information Systems Project (2020) estimates about 7.37 million individuals living with I/DD. Due to
improve diagnostic testing, this is a young population. The population of adults with autism and/or I/DD is
growing steadily. Every year, 50,000 individuals with autism graduate from high school (Roux et al.,
2016). In addition, of the 20% with I/DD known to state agencies, 39% with I/DD are below the age of 21
(Residential Information Systems Project, 2020). The majority of adults with I/DD live in their family home.
Currently only 2% of individuals with 1/DD receiving LTSS currently live in their own home and not a
provider-controlled or institutional setting (Residential Information Systems Project, 2020).

The importance of housing for adults with autism and/or /DD

Adults with autism and/or I/DD are diverse with equally diverse housing needs and preferences. While the
importance of housing is not unique to adults with autism and/or 1/DD, this vulnerable and at-risk
population warrants policy and research attention. In general, adults with disabilities are
socioeconomically more burdened than adults without disabilities, significantly limiting their ability to cover
housing costs (Emerson, Graham, & Hatton, 2006).

Despite decades of investment in early identification, intervention and education, the lack of public
investment in the development of residential options can lead to poor outcomes for individuals and their
communities (Roux et al., 2015; Roux et al., 2017). Housing accessibility is especially concerning for
individuals with I/DD. If they cannot find or afford housing, they become at risk of homelessness,
institutionalization and displacement from their communities (Health and Human Services, 2010; Batten,
1992).

Importantly, this population is often aggregated into the larger population of adults with disabilities,
although the housing accessibility challenges they experience are very different (Mansell & Beadle-
Brown, et al., 2009). Accessible housing standards are often interpreted in relationship to individuals with
physical disabilities, as opposed to through the lens of those with cognitive or sensory impairments.
Primary data and secondary studies about the housing demand often presented data in aggregate or only
for specific segments of the broader population of adults with autism and/or I/DD Subpopulations also
vary in their housing preferences, support needs, and their eligibility for government programs—
differences that are not distinguished in available data. Figure 1 highlights the major diagnosis-based
segments of the population for which specific data are currently available, including adults with autism
only, adults with I/DD but no autism, and adults with both autism and I/DD. These population segments,
which report on diagnosis and sometimes functional limitations, are not described in terms of level of
support needs, which would be necessary to measure the adequacy of housing and services.



Figure 1. Segments of the broad population of individuals with autism and/or I/DD

a. Adults with autism (DD), but no ID

Persons with I. Adults with autism

other disabilities and/or 1/DD (age 18+) b. Adults with I/DD, but no autism

All persons

with disabilities c. Adults with autism and I/DD
Persons with autism
and/or intellectual or
developmental
disabilities (I/DD) a. Children with autism (DD), but no ID

1. Children with autism

and/or /DD (age 0-18) b. Children with I/DD, but no autism

c. Children with autism and I/DD

Adults have limited access to housing choices, requiring them to live with aging parents and family
members until they are no longer able to do so. Many adults are outliving these adult caregivers for the
first time (Grey et al., 2015). The burden of caregiving and housing falls mostly on family members.
According to Residential Information Systems Project (2020), 17% of all individuals with 1/DD received
residential long-term support services, meaning 83% do not receive residential services and are largely
supported by family members. Of those who receive residential support, the majority still live in their
family home and only 7% of the population of people with I/DD (about 515,000) have access to the
residential supports and live outside of the family home. Furthermore, 871,000 (12%) of all individuals
with I/DD live with caregivers over the age of 60, a number projected to increase.

Due to eligibility or service-access barriers, most are not currently accessing government services
(Residential Information Systems Project, 2020). As a result, little data is available to describe their
experiences, limiting the characterization and mitigation of informally recognized gaps and hindering
solutions that can be effectively addressed by public, private, philanthropic and nonprofit sectors.

Federal programs for housing and services

Federal programs designed to cover housing and service needs have evolved significantly since the
1970s. Activists recognized individuals with disabilities as contributing members of the community, which
helped shift the conversation about how housing policy impacts this population. This led to a gradual shift
from an institutional approach, where Medicaid paid for support services within institutional settings
(covering both housing and support services) for adults with I/DD, to a more person-centered, community-
based approach (National Council on Disabilities, 2016).

Following the shift to person-centered and community-based living for adults with I/DD, Medicaid
authorized the Home and Community-Based Settings (HCBS) waiver, which allows individuals to access
residential options outside of institutions (National Council on Disabilities, 2016). By providing services in
community-based settings, the HCBS waiver authority enabled community-based living in provider-
controlled housing settings and one’s own home, as well as self-directing services. It does not, however,
pay for room and board in these community-based settings because Medicaid is prohibited from doing so.
In effect, while this enabled people to move out of institutions and have their LTSS costs covered, it did
nothing to ensure they would have access to adequate housing.



In addition to Medicaid, the Department of Housing and Urban Development, through its Housing Choice
Voucher program, Section 811 Supportive Housing for Persons with Disabilities Program and National
Housing Trust Fund funds the development of subsidized housing and offers permanent rental subsidies
to help people afford housing. Adults with I/DD are eligible for a subset of Housing Choice Voucher, the
Non-Elderly Disabled Voucher program, which broadly supports the overall population of adults with
disabilities (Department of Housing and Urban Development, 2020).

METHODS

To summarize the limitations of available data for characterizing unmet housing needs for adults with
autism and/or I/DD, data points needed to define and characterize unmet housing needs were identified
based on secondary sources and input from subject matter experts (Figure 2). These data—although not
exhaustive—would ideally enable stakeholders to calculate unmet housing demand for different segments
of the broader population of adults with autism and/or I/DD and also help identify socioeconomic
disparities.

Figure 2. Data Needed to Calculate Total Unmet Housing Demand

Number of adults in each population segment and demographic
characteristic, as well as:

Their housing needs and preferences

Their support needs and preferences

DEMAND

Number of adults able to access housing that meets support needs and
preferences

- MET DEMAND

= UNMET | Housing stock needed to match housing and support needs and
DEMAND |[ preferences

Inclusion criteria

Data pertaining to adults with autism and/or 1/DD from publicly available original datasets produced by
government agencies, research institutions and nonprofit organizations were identified. Only data
collected regularly (e.g., quarterly, annually, every 10 years) were included.

Broad data categories were adapted from categories of prevalence studies identified by Anderson and
colleagues (2019). They include national surveillance surveys, administrative data and compilations of
state datasets. National surveillance surveys include U.S. population-based surveys, which are recurring
nationally representative surveys that use “consistent sampling, data collection and management
practices across locations and over time” (Anderson et al., 2019). Administrative data are regularly
collected by federal agencies in order to monitor, reimburse or regulate funded services (Ward, 2013).
Some data sources widely referenced to understand housing and service use among adults with 1/DD
were not specifically included because they draw or compile data from sources already included in the



analysis. For example, the Residential Information Systems Project (RISP) at the University of Minnesota
and National Autism Indicators Report curated by the A. J. Drexel Autism Institute draw from these
sources and play an important role in making these data publicly available. In addition, more specific data
about housing needs and preferences are collected sporadically through point in time surveys but were
not included in this analysis because they are not collected regularly.

Analysis

Codebooks and/or data dictionaries for each data set were then compared against a framework of ideal
data needed to define unmet need. Analysis also included summaries drawn from existing studies on the
limitations of state and federal datasets for the purpose of population surveillance (Havercamp et al.,
2019, Bonardi et al., 2019, Anderson et al., 2019). Gaps and limitations were identified by review of major
topics or subtopics in survey codebooks, summarizing relevant academic literature and comparing the
ideal framework described in Figure 2 to available data.

RESULTS

Summary of selected surveys and datasets

Table 2 summarizes datasets included in the analysis. In general, only a few data sources capture
longitudinal data. Table 3 summarizes federal data sources and the extent to which they enable decision
makers to characterize and respond to housing and LTSS demand for adults with autism and/or I/DD.
These are based on the data needed to calculate unmet demand for residential options described in
Figure 2.

Table 2. Existing Surveys and Datasets Regularly Reporting on Adults with Autism and/or /DD

National Surveillance

Administrative Data State Data
Surveys
e  American Community Survey e Medicaid Current Beneficiary e  State of the States in
(ACS) Survey Intellectual and Developmental
e  Current Population Survey e Medicaid Home and Disabilities (SOS)
(CPS) Survey of Income and Community-Based Services e  State-specific data (Bonardi et
Program Participation (SIPP) (HCBS) Program Survey al., 2019)
e National Core Indicators (NCI) e Social Security National
Adult Consumer Survey (ACS) Beneficiary Survey (NBS)
e National Health Information e Housing Choice Voucher
Survey (NHIS) Utilization
e  American Housing Survey
(AHS)

Analysis of available data describing unmet housing needs

Table 3 summarizes federal data sources and the extent to which they enable decision makers to
characterize and respond to housing and LTSS demand for adults with autism and/or I/DD. Current data
were evaluated based on the following broad dimensions: disaggregation; representation of the U.S.
population; inclusion of data on current arrangements, needs and preferences; and inclusion of data
about housing and services. These categories include the minimum data needed to understand unmet
housing needs but are not exhaustive.



Table 3. Analysis of Available Data Related to Housing for Adults with Autism and/or /DD

Legend: _ Category of Data
Data not collected or available
Data partially collected or partially available (not across all data ] . ]
points specified or across all surveys) Natl_onal Administrative State Data
Data collected and available Surveillance Data
Surveys

Are data disaggregated for meaningful segmentation?

Relevant diagnoses (autism and/or I/DD) and functional limitations

Support needs (type and frequency)

Children and adults

Are data representative of the U.S. population?

Collected comprehensively across U.S. states and territories

Include individual, family and family caregiver characteristics (e.g., age,
race, ethnicity, income and other social determinants of health)

Include individuals receiving public, private and/or no services -

Do data capture current arrangements, support needs and housing preferences?

Current housing arrangement (e.g., in own home, in family home with
family caregiver, in planned community)

Current service utilization

Individual residential preferences (e.g., property type, amenities)

Individual support needs (type and frequency)

Service delivery model (consumer- or provider-controlled)

Are data about available housing and services for adults with autism and/or I/DD collected?

Types of residential settings available (developed and in development)

Types of supportive amenities for adults with autism and/or 1/DD
available

Consumer-or provider-controlled service delivery

Accessibility (including cost and local availability)

Expenditures related to housing and services (individual, state and
federal)




In general, national surveillance surveys provide the greatest level of disaggregation and opportunity to
collect data representative of the broader U.S. population of adults with autism and/or I/DD. With the
exception of the American Housing Survey, which enables the linkage of data on housing accessibility
(primarily physical accessibility) with data on the prevalence of cognitive disabilities and functional
challenges with activities of daily living, national surveillance surveys do not collect data regarding
housing and support needs or preferences. Administrative datasets provide data for service recipients
(such as those receiving LTSS services or HUD vouchers) across the entire U.S. They include recipient
service utilization well disaggregated by age but do not collect data related to housing and support needs
or preferences. State data include considerable data about service utilization, some about living
arrangements and costs (a dimension not included in Table 3) but do not include data related to housing
and support needs or preferences. In addition, operational definitions describing the population of adults
with autism and/or I/DD and available services vary significantly across states (Bonardi et al., 2019).

Disaggregation

National surveillance surveys vary in how they disaggregate data for different segments of the population.
No surveillance surveys differentiate between whether individuals receive public, private or no services
(13-15). While some collect data on broad diagnoses (autism, intellectual disability or developmental
disability) and functional needs, they do not collect data related to the varying support needs, which are
more important to understanding unmet housing and support needs than diagnosis data alone.

Administrative datasets consistently differentiate between children and adults by collecting age data but
rarely report data related to diagnosis or level of support needs. State-level data vary considerably in how
they disaggregate segments of the population based on support needs. For example, when state
datasets disaggregate by diagnosis or support needs, it is difficult to compare data across states based
on different operational definitions for segments served. This echoes other analyses that find state data
are not collected based on consistent operational definitions or common terminology across states
(Bonardi et al., 2019). When states do disaggregate data by living arrangement, data is typically only
disaggregated for LTSS recipients or other state service recipients (SOS).

Representation

Although national surveillance surveys collect some sociodemographic data such as race, ethnicity and
income, administrative datasets and state datasets do not typically differentiate between these
sociodemographic characteristics. The surveys that collect these characteristics collect little data related
to housing and support needs. Some of the surveys that do disaggregate data (for children versus adults,
by diagnosis or by functional need) are not generalizable to the entire population of the U.S. For example,
while the National Core Indicators ACS survey differentiates between children and adults, it does not
include data across all states and territories.

The most specific data available—describing current living arrangements, service usage and government
expenditures—are administrative data collected for Medicaid LTSS recipients. These data, although
collected regularly, are not representative of the broader population of adults with autism and/or I/DD.

Housing arrangements, needs and preferences

Federal and state datasets do not collect data about service delivery preferences. No datasets currently
track any characteristics of residential options necessary for adults with autism and/or I/DD. While the
American Housing Survey collects housing stock and accessibility data, data are limited to the specific
needs of individuals with physical disabilities. Only administrative datasets are available to describe
current housing arrangements and service usage but are limited to federal and state service recipients.
No data regarding individual housing needs, individual support needs or preferred service delivery models
are collected across any of the datasets. As a result, there is little to no available data describing
residential options that meet various housing and support needs collected consistently or for a diverse,
representative cross section of adults.
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Available housing and services

National surveillance surveys, administrative datasets and state datasets do not collect data about
housing or services for adults with autism and or I/DD. No data are collected on characteristics of the
housing stock needed for adults with autism and/or I/DD, including the property type, available supportive
amenities, what service delivery models are available for different residential options or their cost. State
and federal service expenditure data collected through administrative and state datasets are the only
exception to this rule.

DISCUSSION

Data gaps identified

Data limitations stand in the way of sufficiently quantifying or qualifying the housing and support needs of
a growing population of adults with autism and/or I/DD. Furthermore, although they are the most specific
data available to describe the population, the data available from administrative data sets bias
measurement of current housing arrangements and potential housing needs through the experiences of
service recipients. Available data do not reflect the diversity of adults with autism and/or I/DD in the U.S.
through inadequate data disaggregation and inconsistent collection across states. Finally, no data are
collected regarding this population’s current housing arrangements, housing preferences and support
needs.

Current and future implications

There are current and future implications of this data void—not only for adults with autism and/or I/DD,
but the community as a whole.

Linking data between multiple sources is challenging, preventing decision-makers from making a
comprehensive housing needs assessment. Data are not sufficiently disaggregated by age, support
needs or other meaningful segments of the population. This makes it difficult to define housing needs for
the diverse range of adults with autism and/or I/DD. As a result, decision-makers do not have the data to
understand the population’s housing needs, let alone the differences in housing demand of meaningful
segments of this population.

In addition, it is not possible to link data on housing (and how different residential options suit different
support needs) to data on adult support needs, because this data does not exist. The lack of data
available to describe how different residential options may impact quality of life outcomes also precludes
an analysis of real housing supply and demand for adults with autism and/or I/DD. Data biased toward
broad diagnoses such as autism or I/DD are not as actionable as data describing the prevalence and
variety of specific support needs.

The unique lived experience and resulting housing and support needs of adults with cognitive
impairments are effectively invisible. The cognitive and functional impairments of adults with autism
and/or I/DD—for which most data are collected—impact their housing and support needs and lived
experiences in a variety of ways. However, current data sources may consider all individuals with
disabilities in aggregate or only include meaningful data for individuals with physical disabilities. For
example, data about housing accessibility are only available for accessibility related to physical
disabilities. This has already prevented policymakers from studying whether the U.S. housing stock
adequately meets the needs of those with cognitive disabilities, particularly adults with autism and/or
I/DD.

Disaggregation and the use of consistent operational definitions are needed to align state data. However,
states do not collect data on adults with autism and/or I/DD using consistent operational definitions. In
addition, some states consider people with disability in aggregate and may lump adults with 1/DD
especially under the umbrella of adults with disabilities. Data on the number of adults with autism who are
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ineligible for long-term support services yet need support and are at risk of falling through the cracks into
homelessness can help identify solutions for those with autism who experience chronic homelessness.
Other states report and consider the unmet housing needs of adults with disabilities in tandem with other
populations that experience severe housing cost burdens, such as adults with HIV/AIDS and aging adults
(McCormick, Schwarz & Passerini, 2019).

Data largely focused on current recipients of LTSS obscure the housing needs of the population
as a whole. Data for those who are not service recipients or recognized by their state developmental
disability agency are simply not collected, omitting the experiences of those who do not access services
due to barriers such as waitlists, eligibility criteria, documentation and cultural barriers. Medicaid LTSS
utilization data provides the most specific data related to adults with autism and/or I/DD. However, many
individuals do not receive services.

The University of Minnesota’s Residential Information Systems Project (2020) reported that only 17% of
individuals with I/DD received LTSS, while only 20% of individuals were “known to or served by” state
I/DD agencies. Data currently excludes the experiences of most adults with autism and/or 1/DD, including
but not limited to 850,000 (known) adults living with aging caregivers and individuals with autism not
connected to state programs or not eligible for Medicaid funding. According to the Colorado Autism and
Developmental Disabilities Monitoring Project (2020), 32% percent of adults with autism and significant
support needs were not accessing LTSS.

The State of the States, which aims to quantify state and nationwide progress regarding the provision of
services and supports for adults with I/DD, relies on data from state agencies primarily (Braddock, 2019).
This resource is a relatively comprehensive and reputable source of data for stakeholders but only
captures the experiences and costs associated with a fraction of the population of adults with autism
and/or 1/DD utilizing Medicaid LTSS. Individuals ineligible for or unable to access services still experience
considerable socioeconomic challenges, require support services and have unmet housing needs.
Although their experiences are not captured in the datasets reviewed, this does not change the fact that
they need to be accounted for in policy conversations related both to housing and those about adults with
autism and/or I/DD.

The lack of data sets makes the problem invisible to decision-makers.

Adults with autism and/or I/DD, their families and advocates clearly recognize there are not enough
residential options to meet the needs of this population. It is well established that many caregivers fear
what will happen to their children with autism and/or I/DD once they are unable to care for them. Many
adults with current and impending housing needs are not clearly or explicitly accounted for in existing
data. As data for individuals not receiving services are excluded, their short- and long-term housing needs
are excluded from broader discussions about housing.

Importantly, decision-makers do not have the data available to describe the living arrangements and
impending housing needs of individuals both receiving and not receiving state services. Ultimately, the
lack of data collected related to the availability and potential shortfall of residential options makes the
nature of the problem impossible to define accurately. It also means that housing for this population is
largely overlooked in policy and legislative discussions related to both housing and adults with autism
and/or I/DD.

Better data are needed to move beyond deinstitutionalization and toward access to appropriate
and affordable residential options. Housing, as a source of stability and a social determinant of health,
should be a crucial piece of the policy agenda to support adults with autism and/or I/DD. Federal policy
priorities focused on deinstitutionalization instead of overall housing access result in the collection of very
little housing-related data, even for service recipients. LTSS data are reported for federal programs that
prioritize community-based service delivery and transitioning individuals out of institutions
(deinstitutionalization) as opposed to transitioning the broader population into different types of residential
options. Since Medicaid, the federal program providing the most services specific to adults with autism
and/or 1/DD, is prohibited from funding room and board, housing is overlooked in policy conversations.
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The policy goal of deinstitutionalization currently applies to the approximately 73,855 people living in
intermediate care facilities, or 1% of the population of adults with I/DD (Residential Information Systems
Project, 2020). Deinstitutionalization accomplishes an important, but very small, fraction of the broader
goal of increasing access to appropriate housing and support services. Prioritizing deinstitutionalization
alone will not ensure that adults with autism and/or I/DD will have long-term access to the appropriate
housing and support services needed to thrive in the community.

Data shape policy and policy shapes data collection. To prioritize and ultimately fund the collection of
better data, housing should be integrated into policy discussions for adults with autism and/or I/DD, which
currently focus on support services and primarily consider housing mostly in the context of
deinstitutionalization. Simultaneously collecting better data regarding access to appropriate residential
options will result in more meaningful quality of life indicators for adults with autism and/or 1/DD.

Opportunities to improve data availability

To define housing policy problems and potential solutions, adequate data are required to drive
discussion, distinguish the various market segments (based on support needs, income, etc.) and align
stakeholder interests. Collecting data is costly. While it may not be totally feasible to operationalize the
collection of the comprehensive data needed to describe the unmet housing needs of adults with autism
and/or 1/DD, measures can be added to existing data sets enabling data linkage and support decision
making.

At the federal level, national surveillance and administrative data sets should use foundational terms and
outcome measures representative of the diverse housing needs of adults with autism and/or I/DD. Across
these population datasets, data collected linked to adults with autism and/or I/DD should describe
individuals and family sociodemographic characteristics (e.g., age, race/ethnicity, income), diagnosis and
functional needs, support needs, current living arrangements, housing preferences, accessibility of the
U.S. housing stock for adults with cognitive disabilities, eligibility for LTSS, and eligibility for state or local
housing support.

The following data points on housing stock (both in terms of what housing is available and what is
needed) would enable decision makers to evaluate the supply of housing stock for adults with autism
and/or 1/DD: affordability, relationship to long-term services and supports (consumer- versus provider-
controlled), available residential physical and supportive amenities, the residential unit type (private
versus shared residence), lifestyle accommodations, cost to residents and funding options.

Federal and state programs helping adults with autism and/or I/DD to access services and housing that
enables them to live in the community and policy leaders entrusted with their implementation should be
empowered to make decisions based on comprehensive data. To evaluate the extent to which housing-
focused policies and programs impact the individuals they are intended to reach, researchers can then
evaluate the following dimensions of state and federal programs: current living arrangements and service
utilization of adults with autism and/or I/DD, program eligibility criteria, the number of adults with autism
and/or 1/DD needing services and access to housing, barriers to accessing programs or appropriate
housing in general, and the number of individuals served, on program waitlists or not served but needing
services. Much of these data are already collected but not adequately linked to the population’s housing
needs (Arc, 2019).

Having these data will allow us to more accurately inform policy conversations focused on adults with
autism and/or I/DD. They will also enable researchers to ask more relevant questions about housing
access and enable decision-makers to respond. For example, who is falling through the cracks and why?
What are the most pressing barriers that prevent individuals from accessing residential options that align
best with their support needs? What state and federal policy and funding gaps limit access to housing and
LTSS? And, ultimately, how can we improve access to diverse, appropriate and affordable residential
options for adults with autism and/or I/DD throughout their lifespan?
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CONCLUSION

Housing needs for adults with autism and/or I/DD are overlooked in both disability and housing policy
conversations. The data currently available are not disaggregated by meaningful population segments but
primarily by individuals accessing state disability services that rarely include data on housing availability,
housing needs and preferences for adults with autism and/or I/DD. This limits the extent to which housing
needs are reported and precludes this demand from being met by stakeholders in public, private,
nonprofit and philanthropic sectors. This paper begins to explore limitations of existing data, identifies
opportunities to improve data collection and contextualizes data as a part of a broader goal: to ensure
access to housing and services needed by adults with autism and/or I/DD is fully supported in the
community.

To fuel a diverse and appropriate supply of residential options for adults with autism and/or I/DD,
decision-makers require a comprehensive understanding of housing demand and the extent to which this
need is currently met. Without data sets that define the spectrum of demand for housing, stakeholders will
be poorly equipped to advocate and develop the necessary residential options. Shifts in policy and the
prioritization of the right data can and will inform a marketplace of affordable and accessible residential
options for a growing population of adults with autism and/or 1/DD.
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