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Meeting the Diverse Needs of Adults on the Autism Spectrum
BY CHARLES MASSIMO

B

y now, many Americans are familiar with the statistic
that one out of 68 children in the United States is
diagnosed with an autism spectrum disorder. What
people may not realize is that over the next decade, more
than 500,000 teens with autism will become adults. As this
happens, all these people will lose the federally mandated
supports and services they are currently receiving under the
Individuals with Disabilities Education Act, and transition
to non-mandated state programs, many of which are acutely
underfunded. This threshold gives rise to a critical question:
Where and how will all of these adults on the spectrum live?
Here is another sobering statistic: Currently there are
80,000 adults with autism on waiting lists for publicly funded residential placements and services. The waiting periods
can run up to 15 years. For people with autism and their
parents, this is of paramount concern. Beyond the lack of
housing and services, there is grave concern over the types
of housing and services that are available, most of which do
not meet the needs of adults with autism.
In New York State, the shortage of housing for people with
developmental disabilities has become so acute that residents
were forced to file a class-action lawsuit against state leaders, including Governor Andrew Cuomo. The lawsuit was
filed on behalf of 2,000 individuals in western New York,
and asserts that these individuals are among over 11,000

developmentally disabled people in New York State who
have asked for and are still awaiting residential placement.
The housing crisis for adults with autism is compounded
by an employment crisis. There are also problems with social
isolation and limited access to opportunities in the larger
community.
Fortunately, this situation is starting to change. People
with autism, concerned family members, and professionals
are joining forces to develop unique living communities that
address the interrelated challenges of housing, employment,
and quality of life in an integrated way. But before we explore
these innovative solutions, let’s take a look at the situation as
it currently exists.
The Current Living Situation
for Adults with Autism
Over the past few years, a number of organizations have studied housing and other challenges faced by adults with autism.
Many of their findings are illuminating, while others simply
reaffirm what members of the autism community have long
suspected. Here are some of the more significant data points:

``About 79% of young adults with autism

currently live with parents or a guardian. The average
annual income of caregivers of people with autism
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is $88,640. Only three in ten
caregivers are confident they will
be able to help finance the person
with autism’s future home.
`` For many caregivers, caring
for an individual with autism
is equivalent to a full-time job
without pay. Almost seven in ten
caregivers receive no outside help
to care for their loved ones, but
over 50% say they need this
assistance. According to a survey
conducted by Autism Speaks in
2013, the areas in which adults
with autism require the most
support are healthcare, daily
traveling, public transportation,
managing finances and safely
walking outdoors.

``An estimated 40%
of young adults with autism aged
19 to 23 receive no services after
high school graduation.

``Two-thirds of young

people with autism do not have
a job, nor do they have plans for
higher education in the first two
years following high school. For
one-third of these people, the
trend continues into their early
twenties.

``One in four young adults

with autism is completely isolated
from friends and acquaintances
after age 18.

and “other” (12%).
Existing Housing Options
for Adults with Autism
Right now, there are limited housing
options for adults with autism. Most
live at home with a parent or other
family member. In this situation,
family members provide the care and
support needed by the person with
autism. In some cases, additional support is provided by a privately funded
or publicly funded in-home assistant.
The housing and support expenses for
the autistic person living at home are
typically paid for by multiple sources
including family income or savings,
the individual’s income if he or she
is employed, and government benefits (i.e., Medicaid, Medicaid Waiver,
Supplemental Security Income and/
or Social Security Disability Income).
Another option is to live in an institution, where all care and support
services are provided by the institution’s staff members. Depending on
availability (and as previously noted,
there is a wait list for many institutional
settings), the person with autism could
live in an institution within their home
state or another state, away from their
family. For many people with autism
and their parents, institutions are the
last choice. They would prefer a setting
that is integrated into the community,
with community-based services. When
parents do choose the institution as the
preferred setting for their child, they
can pay privately for this option and/
or receive state funding.
A common community-based
housing option is the group home, or
Individualized Residential Alternative
(IR A). In this setting, individuals
with autism live with other people
with an intellectual or developmental
disability, along with support staff,
which may include a live-in house manager. Funding for
living in a group home comes from both public benefits
and the resident’s own income, if employed. Parents may
privately supplement benefits, as these benefits are often
inadequate to cover the cost of clothing and other expenses
necessary to assure community integration.
For a small percentage of adults with autism, living independently is an option. It does, however, require that the
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As these statistics indicate, young
adults with autism are facing a crisis
that affects housing, employment,
and quality of life. These young
people need supportive housing that
fosters engagement and gives them
the opportunity to become integrated
into their local communities, gain appropriate employment,
easily access healthcare and transportation, and lead selfdirected, independent, supported lives. According to the
National Housing and Residential Support Survey, 58% of
the survey respondents who are on the spectrum would
prefer to live in “my own home with a roommate.” The rest
of the respondents indicated that they would like to live
“in my own home” (37%), “at home with my family” (22%),

15 years.
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adult with autism have a job and a support team for those
aspects of daily life where assistance may be needed. Some
adults with autism elect to live independently with other
individuals with autism and/or people without a disability.
Again, funding for this housing option typically includes
both public and private funds.
A New Option: Supportive,
Integrated Communities
Even in the best cases, these traditional options leave a lot up
to chance. Residents may or may not have access to suitable
employment, healthcare services, and recreational opportunities. Fortunately, a new
option is emerging: supportive, integrated communities
designed specifically for
adults with autism. These
new communities are being developed with the
explicit mission of giving
adults with autism every
opportunity to live happily
and safely, with the ability
to work, volunteer and fully
access the resources of their
local community. Many
people hope that these
planned communities represent the future of housing
and lifestyle for adults with
autism. While these communities may take different
forms (e.g., single family
homes, duplexes, co-ops,
apartment buildings, farms,
etc.), what they have in common is a plan that recognizes and accommodates the unique
needs of individuals with autism.
Currently, there are several supportive, integrated communities for adults with autism in the U.S. For example,
Sweetwater Spectrum is a three-acre community founded
in 2009. Located within walking distance of Sonoma Plaza,
in Sonoma, CA, it consists of four four-bedroom homes,
and features a community center, farm, greenhouse, and
therapy pool.
Another supportive, integrated community is slated for
opening in the fall of 2016. The David Wright Apartments
in Heidelberg, PA, is a joint project of the Autism Housing
Development Corp. of Pittsburgh and ACTION-Housing
Inc. Construction. Of the complex’s 42 apartments, 21 are
reserved for adults on the spectrum.
Long Island Autism Communities, Inc.
On Long Island, NY, where there are currently an estimated 4,500 children on the autism spectrum, we

are developing a new community—Long Island Autism
Communities, Inc., a 501(c)(3) not-for-profit organization. Its core mission is to provide supportive, integrated
housing for adults with autism, in a setting that encourages a sense of belonging, dignity and purpose for the
adults with autism living there, among non-disabled
individuals. The first community will be built in the
Village of Patchogue, in close proximity to its vibrant
downtown area, with access to mass transit, healthcare,
banks, potential employment and volunteer opportunities, shopping, social, cultural and recreational offerings,
and other services adults need to enjoy full, independent lives. The number
of residents has not yet
been determined, pending the complete project
design. We are projecting
the first community to be
completed in 2018.
Homes in the Long Island
Autism Communities will
be warm and inviting. They
will incorporate recommended architectural and
construction specifications
to address the sensitivity of
individuals with autism to
excessive light, noise and
visual stimuli. Supervisory
personnel will live within the community, and
person-centered will be
made available to each
resident through independent service providers.
© EtiAmmos / AdobeStock
This community will be
privately funded, with the public funding each adult resident receives also allocated for their living and support
service expenses.
It Takes A Community
The housing crisis for adults with autism is real and expected to worsen as more young people with autism reach
adulthood. Based on available research, the caregivers of
these 500,000 young adults are not prepared emotionally
or financially to provide ongoing care to their loved ones.
Nor does anyone believe that the existing housing options
are in the best interests of adults with autism. The development of new housing alternatives that provide choices and
opportunities is essential. This goal can only be achieved by
motivated families and professionals, along with the support
of our elected officials, land owners, and foundations. It
will also be necessary for members of the broader society to
welcome individuals with autism as fully vested members
of their communities. 
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The “Sensory Design Matrix”
Architects address the unique needs of people with autism
People with autism have unique sensory needs which, when unaddressed, can interfere with learning, work, and quality of life. After extensively exploring this issue, architects at the International
Journal of Architecture Research published their findings. They concluded that a specially designed
architectural environment can have a positive effect on individuals with autism. Specifically, the
right design can improve mood, increase attention span, and support learning goals, skill acquisition and development. Their article features a “Sensory Design Matrix,” which lists specific design
guidelines along with their intended objectives.
The guidelines fall into two distinct categories, reflecting the tendency of many
people with autism to be either hyper- or hypo-sensitive to different sensory experiences. These
conflicting needs can create special challenges for architects.

Architectural Design Guidelines

Architectural Design Guidelines

for Hyper-Sensitive Individuals

for Hypo-Sensitive Individuals

`` High enclosures and containment reduce
external visual and acoustical distraction
for the hyper-auditory and hyper-visual.
Ventilation can be used to reduce olfactory
intrusion for the hyper-olfactory.

`` Low enclosures and openness increase
opportunities for acoustical stimulation
for the hypo-auditory. These features also
provide visual stimulation for the hypo-visual.

`` Low ceilings and moderate proportions
reduce echoes and create a more
acoustically controllable environment for
the hyper-auditory. For the hyper-visual,
these features reduce visual distortion and
illusions of space.
`` Use of intimate scale reduces echoes and
promotes a more controllable auditory
environment for the hyper-auditory. Noiseand echo-proofing can also be used to
create a neutral auditory background.

`` High ceilings and exaggerated proportions
increase echoes and auditory stimulation,
while creating visual stimulation and
enhancing the proprioceptive sense of space.
`` Use of open scale creates auditory
stimulation through echoes for the hypoauditory, and creates visual stimulation
through spatial expanse for the hypo-visual.
`` Use of bright colors creates visual stimulation
for the hypo-visual.

`` Use of neutral colors creates a more serene
environment for the hyper-visual.

`` Use of warm colors creates psychological
warmth for the hypo-tactile.

`` Indirect natural lighting reduces glare and
distracting views for the hyper-visual.

`` Direct natural lighting and view create visual
stimulation for the hypo-visual.

