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Letter from the Program Director
Paul T. Shattuck, PhD

The Importance of Indicators

Speedometer. Odometer. Gas gauge...

If you've ever driven a car then you already know what an indicator is. The speedometer indicates how fast
you're going. The odometer indicates how far you've gone. The gas gauge indicates how much fuel you've
got. A driver relies on information from these indicators to help obey the speed limit, measure progress to
reaching a destination, and know when more gas is needed to keep the car running.

Organizations, communities, states and countries also need indicators. Some familiar ones include
local crime statistics, the number of accident-free days on a big construction site, and the national
unemployment rate. Indicators help us know the scope and magnitude of problems, whether we have
enough resources to fix a problem, and whether we are making progress toward solving problems.

When it comes to understanding how well our nation is helping youth affected by autism, our situation
is like driving a car through the fog with no dashboard. We know were moving. We can feel the gas pedal
under our foot, the steering wheel in our hands. But we do not have many indicators to tell us how fast
we are going, whether we're getting close to our goals, or what kind of mileage we are getting from the
resources fueling our trip.

Indicators are also useful in the quest to help people on the autism spectrum thrive to the best of their
abilities and enjoy a high quality of life. Some approaches to intervention, like applied behavior analysis,
are very effective at creating indicators of progress and goal attainment for individuals. Some (but not
all) organizations measure indicators that track the quality and impact of the services they provide.
Unfortunately, we have very few useful indicators at city, county, school district, state, or national levels.

One thing we discovered early in this project is how little data is available to create meaningful indicators
related to autism. The list of indicators we wish we had is a lot longer than what we could create for this
first report.

Chinese philosopher Lao Tzu said the journey of a thousand miles begins with one step. We have a long
journey ahead to create useful and high quality autism indicators for organizations and our nation. This
report is a first step, not the final destination. Please forgive the shortcomings and gaps.

Please also consider supporting our ability to continue this journey. Generous donations from people

like you have helped us get this far. We need your help to continue building and improving our ability to
measure unmet needs and whether we are succeeding in our quest to support better outcomes.

Dol T~ Shattnck
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A note on language used in this report

Diverse and sometimes heated opinions exist about how to respectfully refer to people on the autism
spectrum. In this report, we use “people on the autism spectrum”, “people with autism”, and “people
with an autism spectrum disorder” interchangeably. We also use “autistic” when relating results
provided directly by autistic youth and young adults, as some self-advocates tell us they prefer identity-

first language.
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Executive Summary

National Autism Indicators Report:Transition into Young Adulthood - 2015

Where we stand today

Young adults with autism have a difficult time following high school for almost any outcome you choose

- working, continuing school, living independently, socializing and participating in the community, and

staying healthy and safe. To complicate matters, many of these youth begin their journey into adulthood by

stepping off a services cliff. Access to needed supports and services drops off dramatically after high school —

with too many having no help at all.

The issues

Lifelong service and support needs

Autism spectrum disorder (ASD) is a lifelong
neurodevelopmental disorder. The effects of autism on cognition,
emotional regulation, language and social communication, and
relationship skills are present across the lifespan.

No two people on the autism spectrum are the same. The
expression of characteristics, patterns of strengths and challenges,
and severity of impairments differs widely across individuals on
the autism spectrum. As a result, support and service needs vary
greatly and continually change as individuals with autism age.

A growing demand for solutions

Autism spectrum disorder was once considered rare. The
definition of autism has changed over several decades, and people
with less severity of impairment now qualify for a diagnosis.
Today, public awareness and early detection are more widespread,
and it is hard to find a person who doesn’t know someone

with autism. One in 68 children today has an autism spectrum
disorder according to the most recent report from the Centers for
Disease Control and Prevention.!

Children grow up, and autism does not end when children reach
adulthood. About 50,000 youth with autism exit high school
each year in the U.S. As the numbers continue to increase, so do
the stories of pressing challenges families face as their loved ones
enter adulthood — the developmental stage where the majority of

life unfolds.

About a half million youth with autism will enter adulthood over
the next decade. Most will continue to need some type of services
or supports - even among the most cognitively able. Some will
enter college. Many will seek employment. Some will not have

the skills to do either.

Falling off a cliff

Parents often dread the transition from high school into
adulthood, which is sometimes described as falling off a cliff.
Here’s why.

Many high school students on the autism spectrum get help
through special education. Each student has a team that decides
what services are needed to prepare them for young adulthood.
Federal law requires schools to offer these services.

Then, following the last day of high school, the legal mandate
for help suddenly ends. There is no federal requirement for
providing supportive services in adulthood. Youth and their
families must apply for adult services that use different rules
than in special education. Eligibility for many special supports in
adulthood requires having an intellectual disability. However, the
majority of today’s youth with ASD do not have an intellectual
disability, although their communication and social impairments
may significantly interfere with their ability to get a job, go to
school, and socialize.

Transition services and supports are critical for guiding youth
successfully toward their goals during this time of instability.
Sometimes, though, help is not available. This leaves many
families struggling to navigate on their own and results in too
many youth failing to launch successfully into adulthood.

The creation of effective and affordable programming tailored to
meet the needs of the 50,000 individuals with autism who leave
high school each year - each with unique strengths, interests, and
challenges - is an urgent task facing our society. In our previous
work we found that nearly 40% of these youth do not receive
any mental health counseling, speech therapy, case management,
or medical services related to their disability once they reach early
adulthood.? Those from lower income households were even less
likely to receive services.
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Services for young people on the autism spectrum often seem

least available when they are most needed. This is why parents

feel like their children are about to fall off a cliff.

Vulnerability of transition-age youth

The years following high school completion are an “in-between
age,” as youth are past some of the bumps of adolescence but
are not yet mature adults. Some call this emerging adulthood — a
period filled with changes and increased demands for youth to
function on their own and advocate for their own needs.?

Decades ago, typically developing young adults would
predictably move out of their parent’s house, get married, and
establish a career in the years following high school. But over
recent decades, these milestones have tended to happen later
and not in a predictable order.* Signs of independence now have
less to do with moving out of a parent’s house and more to do
with making decisions, managing finances, and taking on more
personal responsibility.

Entrance into adulthood is a vulnerable time, especially

for young adults on the autism spectrum. Even as they
continue to experience issues with communication, social
skills, behavioral challenges, organization, decision-making,
planning, and co-occurring mental health problems, these
youth are expected to move into the world of adult work,
continued education, and new living situations — often
without adequate preparation or help.

Young adults — and their families — must simultaneously adapt
to new adult roles and responsibilities, new service systems,
and changes in day-to-day schedules. This can be particularly
challenging among those who rely on having a predictable
routine and are used to having many supports which are
suddenly no longer available in the world of adulthood.

As you will read in the pages ahead, over one-third of young
adults with autism do not transition into either employment or
continued education between high school and their early 20s —
a problem that poses both financial and social costs to society,
families, and individual well-being.

It is clear that we are not succeeding as a nation in helping
autistic adults to thrive to the best of their abilities and attain a

high quality of life. It is time for new approaches.

The critical need for information

The chapters ahead describe the small number of
indicators we have about the transition into young
adulthood. Unfortunately, these indicators don’t tell us
why outcomes are worse for those with autism compared
to youth with other disabilities. But this report is an
important first step toward addressing the gaps in what
we know, as we work to build an evidence base about
how to help achieve better outcomes.
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The charge

What will happen after I finish high school?

How can I help my son have a good life as an adult?

How can our agency help the growing numbers of adults on the autism spectrum?

What are the needs of this growing population?

Many youth, families and organizations are struggling through
questions like these. They need useful information to understand
what the future holds and make decisions. Service providers and
policy makers are pressured to understand and address unmet
needs, plan and evaluate programs, and allocate resources.
Grassroots organizations and leaders in the autism community
need information to raise awareness about problems and build
support for effective and affordable solutions.

This report is an almanac of currently available national
indicators detailing the transition from adolescence to young
adulthood. These findings set the stage for discovering whether
the transition into young adulthood is improving over time.
They also highlight where investments are needed to improve our
ability to collect better data.

There are many topics we wish we could provide information
about in this report. However, the story is limited by the scarcity

of national-level data. The databases we used to produce this
report are the best currently available. But we still don’t have
answers to many essential questions — particularly about
physical health, mental health, and health care transitions.

Most alarming is that we still can’t precisely say what percentage
of youth will need intensive levels of daily support versus
relatively light amounts of support. Our current inability to
clearly describe how many youth will need which types and
amounts of support makes it difficult to plan ahead.

This publication offers baseline information in a clearly
communicated, widely accessible format. Our compilation

of available indicators represents a critical step forward in
expanding the conversation about what we know, and what we
need to know, to improve quality of life for young adults on the
autism spectrum.

Sources and analysis of national autism data

This report is based primarily on our analyses of data from

the National Longitudinal Transition Study-2 (NLTS2).

The NLTS2 was a national study begun in 2000-2001 that
captured the experiences of youth who received special
education from the time they were in high school into
adulthood. The last wave of data collection in 2009, when
youth were 21-25 years of age, is the best currently available
source of national data about the experiences and outcomes of
youth with disabilities, including autism.

We also used data from the 2011 Survey of Pathways to Diagnosis
and Services (commonly referred to as Pathways) - a telephone
survey sponsored by The National Institute of Mental Health as

a follow-up to the 2009-2010 National Survey of Children with
Special Health Care Needs (NS-CSHCN). The Pathways survey
sought to better understand the health care and service needs and
experiences of children with a variety of physical, developmental,
mental and behavioral disorders at ages 6-17 years. We used
Pathways data to examine mental health and health care

experiences of adolescents on the autism spectrum at 15-17 years.

For further information about these surveys, and our analyses, see
Appendix - Methods.

The estimates in this report may be slightly different from
estimates found in some of our published scientific articles.

These differences do not represent errors in reporting, but rather,
variation in analytical methods such as how we handled missing
data. As in our scientific articles, the outcomes figures in this
report are primarily derived from the NLTS2 and generalize to all
U.S. youth who were ages 13-16 and enrolled in special education
at the study’s start in 2001.

Pros and cons of survey data

Surveys can collect information from a large number of
respondents. The surveys used in this report are rich sources of
information about youth and young adults on the autism spectrum.
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However, the information surveys provide is limited to what
questions were included in the survey and how they were asked.
For example, it is useful to know that a significant portion of
people said it required great effort to find services, but we are
often left without knowing exactly what obstacles people faced
and what helped some to eventually find what they needed —
because the survey did not ask those questions.

The NLTS2 had important limitations. The study only gathered
data from youth who were getting special education services in
2000 when the study began. Students were counted as having
autism if they were in the autism special education eligibility
category. This means our findings are not able to tell the story

of youth with autism who were not in special education or who
were served through other eligibility categories like intellectual
disability. We suspect NLTS2 data under-represents youth with
milder forms of autism who sometimes are not enrolled in special
education — and thus were not included in the NLTS2 sample.

Understanding outcomes for groups

We report on outcomes of young adults in the areas of transition
planning, services, health and mental health, postsecondary
education, employment, living arrangements, social and
community participation, and safety and risk. In each chapter
we presented information on a main outcome, such as whether
people had ever had a job during their early 20s. We then broke
down the main outcomes by household income, conversational
ability, and race/ethnicity and included graphs to display
differences across groups. In some chapters, we also broke down
outcomes by additional characteristics that were relevant for that
topic. Breaking down outcomes by groups helps identify whether
some need additional help.

The body of research on health disparities indicates that some
groups are at greater risk for less positive outcomes based on

historical economic and racial disadvantages, even though there
is no biological reason to expect performance to differ by these
characteristics. Our prior work has found inconsistent disparities
in outcomes based on race/ethnicity.

We reported on the most frequently occurring race/ethnicity
categories. People may have been counted in more than one
category, for example, if they identified as both Hispanic and
black. Similar to most nationally representative surveys, the
amount of data available about people from racial and ethnic
groups who don't occur as frequently in the U.S. were combined
into an Other category. In this report the Other group includes
those who were Asian/Pacific Islander, American Indian/Alaska
Native, other, and multiple races.

Disability comparison groups

We also looked to see how young adults on the autism spectrum
fared compared to their peers who received special education
services for other types of disabilities. The disability comparison
groups were: learning disability, speech-language impairment,
intellectual disability, and emotional disturbance. We selected
these groups because they shared some of the same impairments
(for example, communication difficulties) seen in students with
autism spectrum disorder.

Youth and young adult voices

A frequently neglected source of information about the transition
into young adulthood is autistic youth and young adults
themselves. Their valuable perspectives are largely missing from
current transition research.

Some high school students and young adults were capable of
responding on their own to NLTS2 survey questions about
their lives rather than parents responding for them. We refer to
this group as self-responders throughout this report in sections
marked In Their Own Voices.

The NLTS2 collected responses to questions from youth in
their late teens and early twenties when possible. Parents were
asked whether the youth was capable of answering questions

about school, social activities, feelings, and jobs. If parents
agreed and gave permission (in cases where youth were minors),
attempts were made to contact the youth by phone - or by

mail questionnaire (in cases where youth had significant
communication problems).

What data came directly from youth and
young adults?

We examined youth involvement in transition planning when
they were 17 years old (See Transition Planning). We also looked
at what young adults believed about the quality of their lives (See
Young Adult Outcomes and Disconnection), how safe they felt
and their behavioral risks (See Safety and Risk).
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About self-responders

Generally, youth in the NLTS2 who were able to respond for
themselves tended to have higher functional abilities, better
communication skills, and fewer services.’ Likewise, we found
that self-responders with autism had higher functional and
communication abilities than those who were not able to
respond for themselves. Therefore, their responses should be
interpreted as representing only a subset of people on the autism
spectrum. For questions asked of youth when they were in high
school, self-responders comprised 23% of all autistic teens at
that point in time in the study. For questions asked of young
adults in their 20s, self-responders comprised 38% of all autistic
adults in the study. For more information on autistic self-
responders, see Youth on the Autism Spectrum.

1.
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Key Findings

National Autism Indicators Report:Transition into Young Adulthood — 2015

We used federally funded national surveys to study the experiences and outcomes of youth
on the autism spectrum during their transition into adulthood across a variety of topics.

We summarize each issue below and present the top level findings of our analyses. Detailed
information about each of these key findings can be found in the chapters that appear later in
this report.

@ Transition Planning

In life, planning for major events does not ensure success but generally improves the likelihood
that things will turn out as intended. This is why federal special education law requires every
student who has an Individualized Education Program (IEP) to have a transition plan that
supports postsecondary education, employment and independent living skills when appropriate.

Our key findings:

*  58% of youth with autism had a transition plan in place by the federally required age
according to special education teachers.

*  60% of parents participated in transition planning. Over 80% felt the planning was useful.

*  One-third of the group of autistic youth who were capable of responding to the survey said
they wanted to be more involved in transition planning.

@ The Services CIiff

Autism does not end when children reach adulthood. Most will continue to need some type
of services or supports - even among those who are the most cognitively able. When special
education services end, many do not qualify for adult services. Families often refer to this as
“falling off a cliff” — referring to the dramatic decline in access to services during the transition

to adulthood.
Our key findings:

e During high school, over half of youth received speech-language therapy, occupational
therapy, social work, case management, transportation and/or personal assistant services.

*  However, receipt of these services decreased dramatically for youth between high school
and their early 20s.

e Approximately 26% of young adults on the autism spectrum received no services —
services which could help them become employed, continue their education, or live more
independently.

*  28% of young adults who were not employed and also not attending higher education had
no services.
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Key Findings (continued)

@ Adult Outcomes and Disconnection

How we live, work and play are all connected. The various aspects of our adult lives don’t
happen one at a time, so it is vital to examine outcomes together. When youth do not get a job
or continue their education after high school, they are referred to as disconnected.

Our key findings:

*  Over one-third of young adults were disconnected during their early 20s, meaning they
never got a job or continued education after high school.

*  Young adults on the autism spectrum had far higher rates of disconnection than their peers
with other disabilities. Less than 8% of young adults with a learning disability, emotional
disturbance, or speech-language impairment were disconnected, compared to 37% of those
with autism.

@ Health, Mental Health and Health Care

It is rare to find youth on the autism spectrum who are only dealing with the challenges
of autism. In most cases, these youth have at least one additional health or mental health
condition. Dealing with these challenges complicates the transition into adulthood.

Our key findings:

*  60% of youth had at least two health or mental health conditions in addition to
autism spectrum disorder.

*  Three-quarters of youth on the autism spectrum took at least one kind of prescription
medication on a regular basis for any type of health or mental health issue.

*  Nearly all had health insurance, and over 75% received needed treatments and services.

*  One in three parents said their pediatrician alerted them to the need to eventually change
to an adult physician.

@ Postsecondary Education

Postsecondary education is a critical pathway to employment, and some with autism do go on
to attend college or vocational/technical schools. Yet, compared to high school, there is a much
smaller range of supports and services available to adults with autism in postsecondary school
settings. Eligibility for many services requires students to formally document their status as

having a disability.
Our key findings:

*  36% of young adults on the autism spectrum ever attended postsecondary education
of any kind between high school and their early 20s, including 2-year or 4-year colleges or
vocational education.

e Of those who continued their education, 70% attended a 2-year college at some point —
making 2-year colleges the major gateway to continued education for this group.

*  About 40% of those who disclosed their disability to their postsecondary school received
accommodations or some type of help.
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Key Findings (continued)

) Erpioyment

Employment is often the primary transition goal of students with disabilities as they prepare
to exit high school. Getting a job is about much more than earning a paycheck. It’s a rite

of passage. It’s about assuming an adult role in society, gaining self-confidence, establishing
independence and taking those first steps toward pursuing a career.

Our key findings:

*  58% of young adults on the autism spectrum worked for pay outside the home between
high school and their early 20s — a rate far lower than young adults with other types of
disabilities.

e Four in every 10 young adults on the autism spectrum never worked for pay between high
school and their early 20s.

e Those who got jobs tended to work part-time in low-wage jobs.

e Approximately 90% of youth with autism who had a job during high school also had a job
during their early 20s — compared to only 40% of those who did not work during high school.

e Living Arrangements

Some people on the autism spectrum will eventually live independently as adults, but not all.
Some will continue to need significant help. Even of those living independently, many still
require some degree of support.

Our key findings:

*  One in five young adults on the autism spectrum ever lived independently (away from
parents without supervision) between high school and their early 20s.

*  Most (87%) of those with autism lived with their parents at some point between high
school and their early 20s - a far higher percentage than in the general population of young
adults.

e Far fewer young adults with autism ever lived independently after high school (19%)
compared to over 60% of their peers with speech-language impairment or emotional
disturbance and nearly 80% of those with learning disabilities.
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Key Findings (continued)

@ Social and Community Participation

Difficulty with communication and social interaction can make community participation
difficult and friendships hard to attain. When young adults on the autism spectrum are
disconnected from work and continued schooling, sometimes opportunities for socialization,
friendships, and community participation may be absent as well.

Our key findings:

*  Approximately one in four young adults with autism were socially isolated. They never
saw or talked with friends and were never invited to social activities within the past year.

*  Young adults had lower rates of social isolation if they had better conversational skills, were
from higher income households, or if they ever lived with parents after high school.

e Nearly one in three young adults had no community participation in the past year — no
volunteer or community service activities, no lessons or classes outside of school, or no
other community activities outside of school.

Safety and Risk

People with developmental disabilities are vulnerable to abuse of all kinds. In general, there is
litcle published research on the topics of safety and risk for youth and young adults with autism.
The behavior of people on the autism spectrum often differs from that of their peers and can
easily be misinterpreted, placing them at risk.

Our key findings:
e  Nearly half of youth on the autism spectrum were victims of bullying during high school.

*  Over one-quarter (27%) of adolescents engaged in some type of wandering behavior
in which they impulsively left a supervised situation, increasing their risk of becoming lost
and going missing.

*  Young adults reported very low rates of criminal justice involvement. Approximately 4%
of young adults reported being stopped and questioned by police.

e Approximately one-quarter of autistic young adults who were able to self-report said they
ever had sexual intercourse. Around one-third of these used protection or birth control.
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Youth on the Autism Spectrum

Characteristics at age 17

If you've met one person with autism, then you’ve met one Most youth with autism in the NLTS2 were
person with autism. Each and every person on the autism male, white, and from a wide range of
spectrum is unique in his or her strengths, challenges, life household incomes

circumstances, and outcomes.
L Male
People of all races, ethnicities,

2
O T LTS income levels and geographic White

We used data from the regions are diagnosed with
Natio.n.al Longitudinal autism. While all have Black
Transition Study-2 challenges that affect their Other race(s) Rac?/ _
(El LLSQ) to stuth daily functioning, the severity ethnicity
the demographics level of those challenges Hispanic
and impairment . diff & P
characteristics of youth fs v.er.y tierent across Up to $25K
: individuals. The degree to
on the autism spectrum d_ duals. The deg o plo
when they were 17 which people have additional $25K to $50K Household
years old. health and mental health income

disabilities also varies widely. $50K to $75K

More than $75K

We examined the characteristics of youth on the autism spectrum

17.
atage 17 Percent of youth with autism

Source: National Longitudinal Transition Study-2

Over half had great difficulty conversing.

We looked at ability to understand language, communicate Ability to understand and express thoughts is necessary for

by any means and converse with others. Most youth (80