Chapter Title: How can we meet the needs of people with ASD as they progress into and
through adulthood?

Aspirational Goal: All people with ASD will have the opportunity to lead self-determined
lives in the community of their choice through school, work, community participation,
satisfying relationships, and meaningful access to services and supports.

Section 1: Introduction

Each year in the United States, approximately 50,000 individuals with autism spectrum
disorder (ASD) turn 18 years old (Shattuck et al., 2014). According to 2016 Center for Disease
Control (CDC) data, prevalence of ASD in eight-year-olds rose dramatically from 1 in 150 in
2002 to 1 in 68 in 2012 (Christensen et al., 2016). The 2002 cohort is now 23 years of age. Thus,
across the next 10 years, we can expect a 123% increase in the number of youth with ASD
exiting secondary school. There are significant concerns about how this increase will affect our
transition and adult disability service systems. Research to understand the unique needs of this
growing population is urgently needed, in order to develop services and programs that facilitate
opportunities for fulfilling, self-determined lives.

Since the 2013 IACC Strategic Plan Update, there has been continued progress in
understanding adult life for those on the autism spectrum. Nearly every study finds that adults
with ASD have difficulty accessing disability and medical services, experience high rates of
unemployment and underemployment, face difficulties in daily living skills and achieving
independence, and contend with elevated rates of physical and mental health problems. However,
we also know that some individuals with autism do experience positive outcomes. Little progress
has been made in understanding how to best support these individuals and their families (and in
allocating funding to do so) so that good outcomes are the norm rather than the exception. This
leaves providers and policy makers with an absence of evidence-based knowledge to use when
deciding which services, supports, and programs will be most beneficial to adults with ASD, and
few resources to implement those programs.

The increasingly influential voice of the self-advocacy community has made evident the
vast heterogeneity in strengths, impairments, and functioning among adults with ASD. Thus, real
progress toward achieving the Aspirational Goal is even more challenging than previously
thought, as it is highly unlikely that any given service, or program can effectively meet the needs
of all (or even most) adults with ASD. Yet, these same voices also highlight the many and varied
ways that adults with ASD can make rich contributions to society, making it even more
imperative to understand how to support them in achieving satisfying, self-fulfilling lives.

Section II: What is known, gaps/barriers/opportunities, and policy/service implications?

It is important to note, at the onset, that nearly every study cited in this section focuses on
early adulthood and the transition years, and utilizes samples with little racial/ethnic or
socioeconomic diversity. It is unclear to what extent these findings apply to individuals in mid-
or later-adulthood, from racial/ethnic minority groups, or with fewer socioeconomic resources.

Topic 1: Community participation during the transition to adulthood and beyond

The years immediately prior to the 2013 IACC Strategic Plan update — from 2010 to
2013 — were instrumental to demonstrating the challenges faced by youth with ASD and their
families during the transition out of secondary school and into adult life. Studies during this time



demonstrated high rates of unemployment and underemployment (Shattuck et al., 2012; Taylor
& Seltzer, 2011), difficulties accessing services (Shattuck, Wagner et al., 2011), disconnection
from friendship and social activities (Orsmond et al., 2013) and the negative impacts of
secondary school exit on behavioral development (Taylor & Seltzer 2010).

Since then, discoveries in the employment realm have centered on understanding patterns
over time and the implications of formal services. For many, maintaining work or post-secondary
educational positions once they are obtained is a significant challenge (Taylor, Henninger, &
Mailick, 2015; Wei et al., 2015). Further, increasing access to vocational rehabilitation (VR)
services for adults with ASD has not significantly improved employment outcomes across the
last decade; only one-third of adults with ASD receiving VR services achieve successful
employment (Burgess & Cimera, 2014). These adults earned lower wages and worked fewer
hours than other young adults with disabilities receiving services. Thus, even when receiving
services, employment outcomes are poor for young adults with ASD. The few studies that have
examined employment beyond young adulthood do not find patterns of improvement over time;
most adults who are unemployed or underemployed in early adulthood tend to stay that way, and
independence in vocational positions declines over time for some (Howlin et al., 2013; Taylor &
Mailick, 2014). It is important to note, however, that poor employment outcomes are not
universal; some adults with ASD successfully obtain and maintain jobs. Little is known about the
factors that distinguish those adults who have greater vs. fewer struggles with employment; those
factors that have been identified are difficult or impossible to change, such as 1Q or early
language. One notable exception is self-care skills, which consistently predict employment and
are amenable to intervention (e.g., Taylor & Mailick 2014, Shattuck et al.,2012).

Pursuing postsecondary education can be important in fostering independence, self-
determination, and employment success. Greater numbers of individuals with ASD are seeking
higher education opportunities in vocational/technical skills, 2-year colleges, and 4-year
colleges/universities (Gobbo & Shmulsky, 2014; Roux et al., 2015). Yet, fewer than half of
college students with ASD feel they are able to handle most of the challenges they encounter
(Shattuck et al., 2014). The types of needed supports identified by individuals with ASD in
higher education settings are not those typically provided by disability services: supports for
living on campus or living independently, training to engage in self-advocacy, and interacting
effectively with peers and instructors (Ellison, Clark, Cunningham, & Hansen, 2013).

Other areas of community participation, such as housing, social participation, and
community integration, have received even less research attention since the 2013 update. There
is some evidence to suggest that youth with ASD tend to become more isolated from structured
social/recreational activities in the community after leaving secondary school (Myers, Davis,
Stobbe, & Bjornson, 2015; Taylor, Adams, & Bishop, 2016). This may be problematic for many,
as the presence of meaningful daytime activity is a key contributor to quality of life (Tobin et al.,
2014). Other topics such as housing, to our knowledge, have not been studied since the 2073
IACC Strategic Plan Update.

The rate of scientific discoveries regarding the development and functioning of adults
with ASD has, if anything slowed since 2013; however, there is a growing number of small
treatment trials aimed at smoothing the transition process and improving adult outcomes. RFAs
prompted by previous IACC Strategic Plans are supporting many of these new interventions.
Ongoing studies are testing programs to (for example): improve transition planning in schools;
train parents how to more effectively advocate for adult disability services (Taylor, Hodapp, et
al., 2017); improve family climate through group psychoeducational intervention (Smith,



Greenberg, & Mailick, 2014); target self-regulation and social competence among college
students with ASD (White et al., 2016); improve employment supports (Wehman et al., 2016);
increase social skills (Laugeson et al., 2015) and build job interviewing skills and customized
employment supports (Morgan, Leatzow, Clark, & Siller, 2014; Smith et al., 2014). Those
interventions that show promising initial results ideally will be tested in large-scale randomized
controlled trials, with the ultimate goal of incorporating them into treatment options to improve
adult outcomes.

Despite these promising new directions for research, there remain important gaps in
knowledge. First, much of our information about the transition to adulthood comes from large,
population-based studies such as the National Longitudinal Transition Study-2 (NLTS-2). These
studies have provided seminal information about the range and scope of needs of youth with
ASD exiting secondary school in the United States. Yet, the measurement in these datasets does
not have the specificity needed to provide targeted recommendations to disability service
workers on college campuses, parents who want their sons and daughters to succeed in college or
employment, or adults themselves who are searching for the most appropriate services and
supports based on their unique situations. We have little information about specific skills,
mutable behavior, types of supports, or contextual factors (e.g., school programs, families)
associated with successful long-term employment, managing the college environment,
developing friendships, promoting community inclusion, and living independently. Coupling
high-level snapshots like the NLTS-2 with “deep-dive” data collection into the lives of adults
with ASD of all ages will likely provide our best evidence about how to support these
individuals. Furthermore, we could benefit from a close examination of research and services
strategies that have been effective with other vulnerable youth (e.g., exiting foster care) and
adults (e.g., those with severe mental illness) populations to identify policy and practice
approaches that could be adapted for people on the autism spectrum.

There is almost no research on the community participation of adults with ASD in middle
or later adulthood. The needs of individuals with ASD in terms of employment, housing, social
participation and community integration almost certainly changes as they age, yet evidence to
support the development of targeted programs and support is woefully lacking.

Given the lack of evidence for specific ways to improve outcomes for youth and adults
with ASD, coupled with the high level of need, many publicly and privately funded initiatives
are in place to improve post-secondary educational and employment participation and retention.
College support programs for students with ASD are developing across the country, and college
and universities without these programs consistently express a need for greater ASD-related
support services. Families and corporations are leading the way in innovations to find and sustain
meaningful employment and community housing for adults with ASD. Yet, the effectiveness of
these post-secondary education and employment programs is almost never evaluated. It is
important to determine which of these many initiatives are producing positive results and for
whom, so that an evidence base can be developed to guide service providers and policy makers
as they are deciding which programs to implement. Note that this evidence base can involve both
manualized treatment recommendations and practice guidelines, as one or the other might be
more appropriate in certain settings (e.g., manualized treatments for education professionals
versus practice guidelines for community public health initiatives).

Given the range of service needs for adults with ASD, including those who also have an
intellectual disability or mental health concerns, a “one size fits all” model of services is likely
inappropriate. A wide variety of employment service options are needed including current



models of job finding and development services, long-term intensive 1:1 services, and long-term
but minimal supports (e.g., a few hours/month). As well, a wide variety of housing options are
likely necessary. For students with significant mental health concerns, intensive services
addressing emotion regulation in addition to the organizational and social skills necessary for
college success may be needed. For students with co-occurring intellectual disability, a college-
like transition program with a focus on independent living skills may be appropriate.

Topic 2: Health and healthcare

Current knowledge about mental health, physical health, and healthcare experiences
among adults with ASD is also limited. Psychiatric comorbidity (i.e., two or more mental health
diagnoses co-occurring in an individual), known to be high among children and adolescents with
ASD, remains challenging in adulthood. Most children with ASD who have other psychiatric
disorders continue to have at least one comorbid diagnosis in adolescence and early adulthood
(Verheij et al., 2015). More than half of adults with ASD have at least one additional psychiatric
disorder, a rate that is considerably higher than in the general population (Croen et al., 2015).
Difficulties with mood and anxiety appear to be most problematic (Gotham, Brunwasser, &
Lord, 2015; Gotham et al., 2015a; Maddox & White, 2015), and the implications of failing to
adequately address mental health problems are dire. The rate of suicidality is estimated to be 9
times higher among adults with ASD than in the general population (Hirvikovski et al., 2016).

Co-occurring physical conditions are also a concern. Compared to adults without ASD,
those with ASD have increased rates of common physical health conditions (such as sleep
disorders, gastrointestinal disorders, hyperlipidemia, diabetes, and hypertension) as well as rarer
conditions (such as stroke, Parkinson’s disease, vitamin deficiency, vision and hearing
impairments, and genetic disorders; Croen et al., 2015). Children and adults with ASD in the
United States have a higher risk of being overweight or obese than the general population,
putting them at risk for cardiovascular disease, cancer and other chronic conditions across the
life span (Cashin, Buckley, Troller, & Lennox, 2016). Relative to their male counterparts,
females with ASD may be at higher risk for many of these conditions (Croen et al., 2015, Jones
etal., 2015).

Studies on health care utilization indicate adults with ASD utilize a disproportionate
amount of outpatient, in-patient, prescription, and emergency department services (Croen et al.,
2015; Vohra, Madhaven, & Sambamoorthi, 2016; Liu, Pearl, Kong, Leslie, & Murray, 2017,
Nicolaidis et al., 2013). Only one study has examined self-reported utilization of preventive
services, finding that adults with ASD were significantly less likely to report tetanus vaccination
and Papanicolaou smears than adults without ASD (Nicolaidis et al., 2013). Similarly, a clinical
record review indicated that, relative to peers without ASD, adults with ASD and co-occurring
hypertension or hyperlipidemia were less likely to be prescribed medications for these conditions
(Tyler, Schramm, Karafa, Tang, & Jain, 2011). Further, adults with ASD experience more
barriers to service use and participation in the medical visit as well as lower satisfaction. (Vohra
et al., 2016; Nicolaidis et al., 2013; Raymaker et al., 2016). Specific barriers include anxiety
related to the medical visit, as well as unmet needs for additional time to process information and
ask questions, additional modes of communication, and reduction of sensory stimulation.

Although we have a reasonably good understanding of the prevalence and disparities in
various health states for adults with ASD, we face several gaps in our knowledge base, including
how best to screen for and clinically assess secondary conditions and monitor progress, as well
as treatment dissemination and provider training (Moss, Howlin, Savage, Bolton, & Rutter, 2015;



White & DiCriscio, 2015). There have been few attempts to establish the validity of instruments
commonly used to assess other psychiatric conditions in individuals with ASD. There has also
been limited consideration of differences in how the manifestations, course, or treatment of
psychiatric disorders might differ for these adults. Further, the majority of studies on physical
health needs of adults with ASD utilize retrospective point-in-time data and lack objective health
assessment measures. Better measurement tools and methods are necessary to understand the
scope of physical and mental health needs and design appropriate services and supports.

Research is needed to understand how complex relationships between brain
biology/psychophysiology, health care access, societal expectations (including tolerance of
neurodiversity), and other environmental influences may affect physical health, mental health,
quality of life, and healthcare for adults with ASD. Outside of person-level factors such as
gender, verbal ability, and ASD severity (Gotham et al., 2015b; Verheijj et al., 2015), we know
little about the full range of factors related to stability or emergence of co-occurring
psychopathology among these adults. More work must be done to develop and test interventions
that prevent, control, and/or moderate the effects of physical and mental health comorbidities
(Cashin et al., 2016). Future work is also needed to develop cost-effective models of care that
enable adults with ASD to access coordinated, high-quality health care (Murphy et al., 2016).

Providing an adult model of care in which all adults can fully participate, whenever
possible, is a long-standing value of the American Academy of Pediatrics, the American
Academy of Family Physicians, and the American College of Physicians (consensus statement in
Pediatrics, 2002). Research involving adults with ASD clearly show that they desire and are
often capable of more independent management of their health (Nicolaidis et al., 2013; Cheak-
Zamora, Teti, Maurer-Batjer, & Halloran, 2016). To ensure these adults are able to participate in
their care to their fullest abilities, the health care system must increase health professionals’
knowledge about ASD in general and risk factors for co-occurring conditions. Similar to the
general population, providers should examine the adult’s general physical and mental health
needs and provide guidance on how to ensure the person is living the healthiest and highest
quality of life possible. Small adjustments to the clinic setting (e.g., preparatory written\ verbal
communication about visit procedures, private waiting rooms, use of alternative forms of
communication, care coordination and extended time) can greatly improve the health care
experience, compliance, and involvement for adults with ASD. Previous initiatives to improve
care for those with ASD in the United States have fallen short in allocating funding and provide
little guidance regarding appropriate care for this population.

Topic 3: Adult diagnosis

Longitudinal studies demonstrate clear evidence that ASD-related difficulties persist well
into adulthood. In several cohorts of children diagnosed with ASD in early childhood, 80-90% of
individuals continued to meet criteria for clinical diagnoses of ASD as adults (Rutter, 1967;
Anderson et al., 2014). Concomitantly, increasing numbers of adults are presenting to clinics for
first time diagnoses, and recent epidemiological work suggests that many adults with ASD may
be unidentified and living in the community without appropriate supports (Brugha et al., 2011).

The study of adult diagnosis is very new and, as such, there are many important gaps and
areas for future study. First, there is limited knowledge of the manifestations of ASD in adults.
Longitudinal studies have found that some adults with ASD show “improvement” in autism
severity compared to estimates obtained during earlier childhood or young adulthood (Shattuck
et al., 2007; Howlin et al., 2013; McGovern & Sigman, 2005). However, an extensive body of



child research has shown that ASD symptoms differ depending on a child’s developmental stage
(i.e., language and cognitive abilities, as well as chronological age), and the types of behaviors
that best differentiate children vs. adults with ASD from same-aged referrals with non-ASD
diagnoses are somewhat different (Lord et al., 2000; Hus & Lord, 2014). Thus, “decreases” may
simply reflect that instruments (largely designed for use with children) do not adequately query
the types of behaviors or deficits most relevant to adults with ASD. [Research efforts on current
state of the science in developing adult diagnosis instruments and tools will be added here].
Research is needed to understand how ASD symptoms change across development and how core
deficits manifest in adults. Studies must include consideration of young, middle-aged and older
adults, including those diagnosed as children and those identified in later life.

Second, little is known about individuals who obtain first-time ASD diagnoses as adults.
Many of these adults have other mental health concerns; in one study of young adults seeking a
first time ASD diagnosis, 46% had a previous psychiatric diagnosis, and 53% had contact with
mental health services (Geurts & Janson, 2012). Only 15% were employed full-time (Happe et
al., 2016). These findings suggest that a population of individuals with high needs is being
misdiagnosed or “missed” as children. Research is needed to understand profiles of strengths and
challenges of this population, to inform development of screening and diagnostic tools and best
diagnostic practices for adult ASD referrals. Such research will need to take into account that
adult psychiatric assessment traditionally relies on self-report, whereas ASD diagnostic practices
rely more on direct observation in structured clinical settings and/or caregiver report. Childhood
caregivers may not be available or may have difficulty recalling specific behaviors occurring
many decades ago. Exclusive reliance on self-report may also not be ideal, due to possible
limitations in insight, communicative difficulties, or over-reporting of symptoms to achieve
secondary gain (e.g., in forensic settings, to obtain financial assistance).

Third, we currently do not understand if and how later-life diagnosis affects mental health
or well-being, or fosters identification of supports or interventions. Considering that state-funded
support programs often require documentation of diagnosis prior to 18 or 22 years of age, it is
unlikely that someone diagnosed in middle adulthood would be able to access ASD-related
supports. Obtaining a diagnosis in the absence of appropriate services and supports may be
detrimental to well-being for some individuals. On the other hand, they may benefit from private
services, participation in online communities for individuals with ASD, etc. Research in this area
is needed to educate adults self-referring for diagnosis about the possible benefits and risks of
obtaining an ASD diagnosis, as well as to provide insights into the types of services that should
be developed to support the adult’s integration of diagnosis into their self-perceptions.

Topic 4: Safety

In the past 5 years, safety issues have emerged as a key concern in the autism spectrum
community; the research evidence on this topic has lagged far behind. Although not yet
examined in adults, elopement and peer victimization are common in children and adolescents
with ASD (Anderson et al., 2012; Humphrey & Symes, 2011). A recent report suggested that,
relative to adults in the general population, adults with ASD were twice as likely to experience
sexual coercion or rape (Brown-Lavoie, Viecili, & Weiss, 2014). Although there is some
suggestion that adults on the autism spectrum might more often be involved in the criminal
justice system, recent data from the NLTS-2 suggests that transition-aged youth with ASD were
actually less likely than those with other disabilities to be stopped by police or arrested (Newman
et al., 2011). Yet, it might be that when they are engaged with police, impairments related to



ASD make those interactions more difficult, leading to negative outcomes.

Careful research is needed to understand the experiences of victimization in adulthood —
sexual victimization, physical victimization, and being taken advantage of — as well as the
prevalence of other safety risks. Studies are needed to understand the characteristics of those
adults whose safety is at risk, so that preventative efforts can be put into place. Research focused
on adults in the criminal justice system are also important to understand precipitating factors for
criminality; Helverschou et al. (2015) found that among criminal offenders with ASD in Norway,
67% of crimes were related to obsessions or special interest. Long-term studies should also
examine the impacts of childhood victimization or other threats to safety, as these might lead to
mental health problems among adults with ASD (Taylor & Gotham, 2016). Intervention studies
to improve awareness and safety are necessary.

There are currently a limited number of programs to improve safety for individuals with
ASD. In some communities, policy officers and judges receive training on autism spectrum
features, so that impairments associated with ASD are appropriately considered in interactions.
Yet, the current research is insufficient to understand the types and extent of need, or to inform
evidence-based programs to ensure safety among adults on the autism spectrum.

Topic 5: Long-term supports

One of the best understood predictors of outcomes in adulthood is level of cognitive
functioning: relative to those with ASD without an intellectual disability, adults with ASD who
have an intellectual disability are significantly less likely to be employed or living in the
community (e.g., Howlin & Magiati, 2017). However, little is known about how to support
adults with ASD and co-occurring intellectual disability in reaching their maximum potential.

More work is needed to understand and evaluate the effectiveness of long-term supports
for those with high support needs (such as those with significant cognitive impairments). As
many of these adults will be receiving some sort of formal adult disability service, more rapid
headway can be made in this area if service providers systematically collect outcome data. As
with other areas, the results will not be one-size-fits-all: the most appropriate supports will
depend on the skills and desires of the adult, as well as the specific area being targeted (e.g.,
vocational skills versus mental health). Supports should also take a lifespan developmental
perspective, encouraging the development of new skills and abilities throughout adulthood. For
those adults with difficulty communicating, parents and other care providers can play a key role
in relaying their sons’ and daughters’ preferences and interests. Person Centered Planning tools
such as PATHs (Pearpoint, O’Brien, & Forest, 1993) and MAPs (Vandercook & York, 1989) can
be useful to incorporate the perspectives of adults with ASD with more significant impairments.

Further, the knowledge base about how to support individuals with ASD as they move
into middle and later adulthood is almost non-existent. Small-sample studies have provided some
suggestion that needed supports will likely intensify in old age; relative to typically-developing
controls, older adults with ASD experienced more severe cognitive declines in some domains
and higher frequency of parkinsonism (Starkstein et al., 2015; Geurts & Vissers, 2012). Housing
needs will surely intensify when parents are no longer able to provide care. The lack of research
into the aging process among adults with ASD is an urgent barrier that must be addressed.

Topic 6: Caregiver supports across the lifespan
Often families play a critical role in providing support to their adult sons and daughters
on the autism spectrum. Once youth with ASD leave the school system, responsibility for finding



and coordinating services tends to fall to parents and siblings. In many cases, adults with ASD
continue to live with their parents until parents are no longer able to care for them. Even when
adults live independently or semi-independently, parents often provide supports (e.g., financial,
tangible) that facilitate the son or daughter remaining in that residential situation. For adults who
are better integrated into their communities, family burden is often significant as they tend to be
responsible for coordinating/organizing activities (Myers et al., 2015; Tint et al., 2016).

Exceedingly high levels of stress among parents of adults with ASD have been found via
self-report measures as well as biological indicators of stress (e.g., cortisol; Seltzer et al., 2010).
However, there are few interventions aimed at supporting families. Most parent-focused
interventions in adulthood provide caregivers with skills or knowledge to better support their
sons and daughters, and not necessarily to improve their own stress and well-being (Taylor et al,
2017; Smith, Greenberg, & Mailick, 2014). Mindfulness-Based Stress Reduction interventions
have been shown to be helpful for families of individuals with disabilities, but those studies have
primarily focused on families of children (e.g., Dykens et al., 2014).

Despite the prominent role of families in the lives of their adult sons and daughters with
ASD, their influence is often ignored in research. There is a significant research gap in
understanding which families are most effective in supporting their adult offspring with ASD, as
well as in how to provide services and supports so that families can continue to provide care
(Burke et al., 2016). These research questions become even more important in the face of an
underfunded adult service system. Because housing and other adult services are limited in
availability, it is even more critical for policy makers and providers to ensure that families are
well-supported so that they can continue their caregiving role as long as possible. Further, studies
are needed to examine the transition of care from parents to other family members, once parents
are no longer able to provide care. There is a rich history of caregiver transition research among
adults with intellectual disability, but little is known about how this process plays out in ASD.

Overarching gaps and areas of opportunity

There are a number of important gaps in research and services that transcend topic areas.
Many of the cohort studies that inform our knowledge base about adult outcomes involve
samples of individuals who were diagnosed with ASD 20, 30, or even 40 years ago (Anderson,
Liang, & Lord, 2014; Howlin, Moss, Savage, & Rutter, 2013; Taylor & Seltzer, 2012). Much has
changed in this time, with widening of autism spectrum diagnostic criteria and the proliferation
of early interventions and mandated school-based services. Even recent cohorts like the NLTS-2
involve youth who primarily exited secondary school prior to 2007. These existing samples
provide critical information about developmental progressions through adulthood and into older
age, but might not reflect the needs of current transition-aged youth with ASD. With the many
fast-moving initiatives around transition services and supports, community employment, and
access to post-secondary education, it is unclear whether the post-school activities of youth with
ASD who left secondary school 10 years ago are representative of today’s youth. Thus, it is
necessary to follow existing cohorts as well as continue to develop and follow new cohorts of
youth with ASD as they transition to adulthood. This combination of strategies will allow us to
understand development throughout adulthood, and ensure that recommendations for transition-
related treatments and services do not reflect outdated needs of individuals and families.

The vast majority of what is known about autism spectrum disorders in adulthood has
come from convenience samples of primarily white, middle-class, well-resourced families of
males with ASD who are of average or above average intellectual functioning. It is unclear how



much of our current knowledge about how to achieve the Aspirational Goal would translate to
those adults and families who are under-represented in research. Thus, studies should focus on
including more diverse sample members, including families with low socio-economic resources,
youth and adults with severe intellectual impairment, those who are of racial/ethnic minorities,
and women on the autism spectrum.

Longitudinal studies of adults with ASD remain rare, but those that have been conducted
provide some suggestion that many adults move into and out of “successful outcomes” across
adulthood (Howlin et al., 2013; Taylor & Mailick, 2014; Taylor, Henninger, & Mailick, 2015;
Wei et al., 2015). Psychiatric problems emerge and wane, jobs are procured then lost then
procured again, and housing needs and opportunities change depending on a host of factors. To
make progress toward the Aspirational Goal, there needs to be more focus on understanding how
outcomes and needs of adults with ASD change over time, and how these variations compare to
the general population. A one-dimensional look at outcomes such as vocation, health, illness, or
quality of life at a specific point in time will not capture the rich diversity of life course
trajectories. Further, it is almost certainly the case that interventions and programs to improve
outcomes are more or less effective depending on when during adulthood they are delivered
(right out of secondary school, for example, versus later in adulthood). Yet, we lack the basic,
large-sample, descriptive studies to understand which types of interventions and services might
be most effective for which adults, and when in the life course they have the most influence.

Another barrier that slows progress in adult ASD research is the inadequacy of current
measurement tools. Without valid, sensitive outcome measures, it becomes exponentially more
difficult to detect whether an intervention or service is effective and should be pursued. Further,
it may be necessary to reconsider indicators of outcome all together. Studies have typically
defined, a priori, what constitutes a “good outcome” (e.g., community employment, spending
time with friends) and thus should be the target of services and supports. However, it is unknown
whether these outcomes are the most meaningful to individuals with ASD or their families. It
may be that the fit of the activities to the individuals’ interests and abilities is most important. Or
it may be that subjective quality of life should be an equal or greater focus as objective indicators
like employment or post-secondary education. To reach the Aspirational Goal, careful research is
needed to understand how to define “good” outcomes in a systematic yet personalized way, and
then measurement tools are needed that reliably capture those outcomes. Once we are able to
assess outcomes in a way that takes into account the desires, skills, and abilities of adults with
ASD and their families, the Aspirational Goal of developing programs and supports that allow
adults on the autism spectrum to reach those outcomes will be more feasible.

Finally, to reach the Aspirational Goal we need large, long-term intervention studies. The
small intervention studies currently underway are under-powered to answer anything but the
most basic research questions. Large-scale studies are needed to understand important questions
such as when interventions or services might be most impactful, who might benefit most from a
program, and whether there is an ordering or series of programs that best supports adults in
reaching their potential. Although RO1-level funding for intervention trials is an important next
step in this line of thinking, it is ultimately going to take an even larger investment to understand
the nuances of which type of intervention is going to be the most effective, for whom, and when.
Long-term follow-up studies of these interventions are necessary to examine whether the effects
of intervention are long-lasting. Large-scale studies such as this would revolutionize our
knowledge about how to support adults on the autism spectrum, ideally providing a “road-map”
that individuals, families, and service providers can use when deciding in which services and
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supports to invest.

As the research base continues to build, there are improvements in service delivery that
can be made to more quickly reach the Aspirational Goal. First, it is critical that additional
funding is provided for adult disability services. Waiting lists for services can be very long, and
adults with ASD rarely receive the range and extent of services that would allow them to reach
their potential. Adults with ASD and their families who are more vulnerable to poor outcomes in
adulthood — by virtue of having fewer socio-economic resources or being of a racial/ethnic
minority group — also have the greatest difficulty accessing needed services (Shattuck et al.,
2011; 2012). It will be nearly impossible to reach the Aspirational Goal of self-determination,
choice, and meaningful access to services — especially for those who are most vulnerable —
without a significant investment in the quantity and quality of adult disability services.

One way to increase quality is to invest more in the training of professionals, across
disciplines, to effectively work with adults with ASD. Few adult care providers (healthcare,
mental health, employment supports, etc.) have received training on how to support adults with
ASD. The implications of this lack of training are far-reaching. Staff turnover is a significant
issue in vocational and residential support services, and likely stems (at least in part) from
inadequate training. Many adults with ASD receive their health care in pediatric settings, due to a
dearth of adult providers who feel competent and comfortable treating them. This can pose a
health risk, as pediatric providers are not trained to treat adult health issues. In terms of
diagnostic issues, neither Psychology nor Psychiatry educational programs (let alone other
disciplines) are adequately preparing trainees to diagnose adults with ASD. Most often, training
in ASD is limited to a single lecture in a developmental psychopathology course or seminar. The
few programs that offer clinical rotations through specialty clinics often focus on persons under
the age of 18 or 22, due to their presence in pediatric departments. As such, there is a need for
training grants and initiatives focused on professionals who will be working with adults.

Second, progress toward the Aspirational Goal will be achieved more quickly if greater
focus is placed on the coordination of services between states, between agencies that provide
adult services, and between school-based and adult services. Currently, Medicaid-funded
services do not transfer between states, limiting people’s mobility when relocation to another
state would serve them well. Given most adults with autism have complex needs that bring them
into contact with multiple public service systems, there is an urgent need for research and
initiatives focused on care coordination, interagency collaboration, strategies for braiding extant
funding streams, and community-based collective impact strategies. Personnel in the school
system rarely have the expertise to provide families with information about adult services, and
service access in adulthood suffers as a result. Important progress is being made in this regard;
the 2014 Workforce Innovation and Opportunity Act (WIOA) specifies that state VR agencies set
aside 15% of their funding to provide transition services to secondary school students. More
coordination efforts of this magnitude are necessary to ensure that adults with ASD and their
families are aware of and able to access as many services as possible. It will also be important to
monitor the effectiveness of these initiatives with careful data collection and analyses. It remains
to be seen whether state agencies will be able to carry out the guidelines associated with
legislation such as WIOA. Also, WIOA is designed to encourage state-level experimentation and
variability in program design. This presents a unique opportunity to study emerging practices and
capitalize on this variability to learn what works for whom.

Section II1: Summary/Overall Progress towards Aspirational Goal
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To understand how to support adults with ASD, it is first necessary to investigate the
specific areas in which adults might need supports. This is, perhaps, where the greatest progress
toward the Aspirational Goal has been made. We have reasonably strong evidence about the
struggles faced by adults with ASD in procuring needed disability services, accessing health
care, finding appropriate employment or vocational activities, and achieving good mental health
— at least during young adulthood (e.g., Gotham et al., 2015b, Maddox & White, 2015; Taylor &
Seltzer, 2012; Shattuck, Narendorf, et al., 2012; Nicholas, Attridge, Zwaigenbaum, & Clarke,
2014; Shattuck et al., 2011). Yet beyond basic description, there are numerous gaps in knowledge
that limit our ability to effectively support these adults.

It is unlikely that we will make meaningful progress toward the Aspirational Goal
without substantially increasing funding for adult autism research and services. Research
focused on adult issues has lagged far behind other types of ASD-related research,
comprising only 1% of all autism research spending in 2012 (IACC portfolio analysis 2012).
Many fundamental questions about the life course that are unanswered among adults with ASD —
such as basic understandings of how core and related symptoms, functional outcomes (e.g.,
employment, education, independent living), and health change across adulthood, along with the
mutable factors that predict improving life course trajectories and quality of life — have been
well-researched in other groups and conditions. These questions form the necessary building
blocks for effective and efficient interventions and services, yet can be seen as lacking
significance or innovation for those outside the autism field (who assume the answers are
known). This can be a significant barrier when attempting to garner funding for adult autism
research. We will make more rapid progress toward realizing The Aspiration Goal once it is clear
that a range of studies — from understanding biological and cognitive processes underlying
outcomes, to more “natural history” studies of the life course, to evaluating existing services, to
intervention trials to improve outcomes — are critical to support adults with ASD in reaching their
maximum potential.

Cross cutting themes applicable to all three objectives:

1. Inclusion of underserved/under-researched populations, including families with low socio-
economic resources, youth and adults with severe intellectual impairment, those who are
racial/ethnic minorities, and women

2. Support of caregivers (in addition to adults with ASD)

3. Development of better metrics and measurement tools for adult outcomes, so that the effects of
services and supports can be properly investigated and documented

To support the attainment of the Aspirational Goal, we propose three objectives, with
examples of areas for research and service under each objective.

Objective 1: Support development and coordination of integrated services to help youth
make a successful transition to adulthood and provide supports throughout the lifespan.
Given that access to effective supports remains a critical area of need for adults with ASD, the
first objective focuses on improving service system coordination and increasing access to high-
quality services and supports throughout adulthood — from the transition out of secondary school
into older age.

e Use of population-level data to understand unmet needs, disparities in access and

outcomes, emerging usage trends, cost issues and the effectiveness of services in
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achieving their desired outcomes

e Studies to determine the prevalence of autism in adults and the scope and distribution of
service needs among the population to inform policy and program planning

e Studies of strategies for reducing socio-economic or racial/ethnic disparities in service
access and related outcomes for adults with ASD

e Investigate social capital, the network of supports, and community integration provided
by families, service providers, and others to understand the range of formal and informal
supports needed to achieve successful adult outcomes

e Additional service coordination across agencies (e.g., educational and vocational
rehabilitation; mental health and vocational rehabilitation).

Objective 2: Support research and implement approaches to reduce disabling co-occurring
physical and mental health conditions in adults with ASD, with the goal of improving
safety, reducing premature mortality, and enhancing quality of life.

Studies continue to underscore the significant physical and mental health problems faced by
many adults with ASD. The purpose of this objective is to support research and service activities
to combat physical and mental health problems among these adults. Understanding how to
measure and improve positive psychological health is an important emerging area of thinking
and research, and is encompassed in this objective, as well as issues of safety.

e Large-scale longitudinal studies across adulthood into older age to examine trajectories of
physical and mental health conditions, and address the additive and interactive effects of
biological, cognitive, behavioral, and environmental factors that lead to co-occurring
conditions

¢ Randomized controlled trials of treatments to reduce mental health conditions including
anxiety, depression, and/or suicidality

e C(Close collaboration with adults on the autism spectrum and their families to develop
ecologically valid measures of quality of life, which can be used to understand the factors
associated with positive quality of life throughout adulthood

e Avenues to recruit and train more physical and mental health providers, so that they are
knowledgeable about and willing to treat adults with ASD. This applies to primary care
providers, community mental health providers as well as specialists

Objective 3: Support research, services activities, and outreach efforts that facilitate and
incorporate acceptance, accommodation, inclusion, independence, and integration of
people on the autism spectrum into society.

This objective focuses on understanding how to support participation, inclusion and
independence of adults with ASD into society, including employment, housing, post-secondary
education, recreational activities, and social/relationship needs. A mix of research approaches
anchored in a life course framework is needed to examine these issues across ecological levels
including the individual, family, organization, community, service system, and policy.

e Examination of specific factors and support strategies that promote successful
participation and retention in post-secondary education, employment, and/or community
living activities across the spectrum of ASD and across the adult lifespan

e Measurement studies to develop reliable outcome measures that take into account the
desires of the individual and his/her family, as well as the match of the activity with the
interests, skills, and abilities of the adult
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e Long-term follow-up studies examining the effects of interventions and services
delivered in childhood on later adult outcomes

e Large-scale studies of programs to improve the skills that may underlie many aspects of
community integration (e.g., adaptive behavior, executive function)

e Better understanding the needs of adult service providers, as well as the characteristics of
effective providers. Encouraging more skilled workers to enter and remain in the adult

disability service provider field, which is critical to improving self-determination of
adults with ASD
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