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Brief Overview
The purpose of this series is to advance knowledge in the broad 
multidisciplinary fields of autism and various forms of psychopathology (e.g., 
anxiety and depression). Volumes synthesize research on a range of rapidly 
expanding topics on assessment, treatment, and etiology.

Description
The Autism and Child Psychopathology Series explores a wide range of 
research and professional methods, procedures, and theories used to enhance 
positive development and outcomes across the lifespan. Developments in 
education, medicine, psychology, and applied behavior analysis as well as 
child and adolescent development across home, school, hospital, and 
community settings are the focus of this series. Series volumes are both 
authored and edited, and they provide critical reviews of evidence-based 
methods. As such, these books serve as a critical reference source for 
researchers and professionals who deal with developmental disorders and 
disabilities, most notably autism, intellectual disabilities, challenging 
behaviors, anxiety, depression, ADHD, developmental coordination disorder, 
communication disorders, and other common childhood problems. The 
series addresses important mental health and development difficulties that 
children and youth, their caregivers, and the professionals who treat them 
must face. Each volume in the series provides an analysis of methods and 
procedures that may assist in effectively treating these developmental 
problems.
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To all those we have had the honor to serve in the past, those 
who have shaped our current practices, and those we hope to 
serve in the future with more effective, compassionate, and 
progressive practices.
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In the United States of America, recent prevalence rates of an individual 
receiving a diagnosis of autism spectrum disorder (ASD) is 1  in every 44 
children, with similar prevalence rates worldwide. The diagnostic criteria for 
a formal diagnosis of ASD consists of social communication deficits and the 
presence of repetitive or restrictive behaviors. Additionally, autistics/individ-
uals diagnosed with ASD may have qualitative impairments in cognition, 
play, and adaptive behaviors. Additionally, autistics/individuals diagnosed 
with ASD may display aggression and engage in self-injurious behavior. 
Current estimates indicate there will be approximately 70,000 autistics/indi-
viduals diagnosed with ASD who will become adults each year.

It is important to note that individuals do not outgrow their diagnosis; it 
does not simply go away as one becomes an adult. Therefore, professionals, 
parents, and autistics/individuals diagnosed with ASD must have resources 
related to adulthood. Unfortunately, the preponderance of research and 
resources available (e.g., curriculum books) are made for younger children. 
Given the increase in prevalence rates and the growing number of autistic 
adults, the editors of this book came together to develop a handbook on topics 
specifically related to autistic adults/adults diagnosed with ASD that we hope 
becomes a valuable resource to professionals, caregivers, educators, and 
autistic adults. We hope you will find it both interesting and of use in your 
practice.

Seal Beach, CA, USA Justin B. Leaf
Seal Beach, CA, USA Joseph H. Cihon
Seal Beach, CA, USA Julia L. Ferguson
Paramus, NJ, USA Peter F. Gerhardt
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Autism spectrum disorder (ASD) is a lifelong 
disorder that is defined by impairments in social 
communication and displaying restricted and/or 
repetitive behaviors (American Psychiatric 
Association, 2013). It has also been documented 
that autistics/individuals diagnosed with ASD 
engage in aggression (Fitzpatrick et  al., 2016), 
self-injury (Blanchard et al., 2021), pica (Fields 
et al., 2021), and/or elopement (Anderson et al., 
2012). Researchers have also shown that individ-
uals with a diagnosis of ASD have high level of 
comorbidity with anxiety (Nimmo-Smith et  al., 
2020), attention-deficit/hyperactivity disorder 
(Avni et  al., 2018), depression (Uljarević et  al., 
2020), seizures (Matson & Neal, 2009), and tic 
disorder (Guttmann-Steinmetz et  al., 2010). 
Current prevalence rates indicate that 1 in every 
54 children will receive a formal diagnosis of 
ASD (Maenner et al., 2020).

Children do not outgrow their diagnosis of 
ASD as they become adults. Simply put, ASD 
does not just go away. Thus, professionals, par-
ents, and autistics/individuals diagnosed with 

ASD must have resources related to adulthood. 
This is especially true with the number of adults 
who have a diagnosis with ASD. Autism Speaks 
estimated that 70,000 ASD adolescents will age 
into adulthood each year (Autism Speaks, n.d.) 
and that in the next 10  years up to 1,116,000 
teens will become adults. These numbers are 
likely to continue to grow.

Despite being a lifelong disorder, there are 
great disparities in the research and resources 
available for autistic/children diagnosed with 
ASD (i.e., preschool to high school) and autis-
tics/individuals diagnosed with ASD in adult-
hood. The preponderance of research related to 
ASD is geared toward younger children (e.g., 
Reichow et  al., 2018). Furthermore, although 
there are an increasing number of agencies pro-
viding intervention for autistics/individuals diag-
nosed with ASD, the vast majority specialize or 
focus on services for younger children. Insurance 
laws/mandates are also mostly written for autis-
tics/individuals diagnosed with ASD under the 
age of 21 years, leaving many without a viable 
funding source to receive valuable intervention.

Several professionals have been warning 
about this disparity and the need to mitigate this 
inequality in research, clinical practice, and fund-
ing resources. For example, Gerhardt and Lainer 
(2011) stated, “a looming crisis of unprecedented 
magnitude for adults with autism, their families, 
and the ill-prepared and underfunded adult ser-
vice system charged with meeting their needs” 
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(p.  37). Roux et  al. (2015) referred to what 
 happens to autistics/individuals diagnosed with 
ASD after they no longer receive special educa-
tion services as “falling off a cliff” (p. 8). Other 
professionals, parents, and autistic adults have 
described various topics as it relates to ASD and 
ways to improve the lives of autistic adults (e.g., 
Mason et al., 2018). Although the discussion of 
adulthood and ASD has increased over the years, 
more resources are desperately needed. Together 
the editors came together in an effort to develop a 
comprehensive handbook on topics related to 
autistic adults/adults diagnosed with ASD that 
would be a valuable resource to professionals, 
caregivers, educators, and autistic adults. This 
handbook is made up of eight parts.

 Part I: Some Perspectives

A hallmark of applied behavior analysis (ABA) 
has been the inclusion of consumers in the selec-
tion of goals and procedures and the direct assess-
ment of the social validity of our goals, 
procedures, and outcomes (Wolf, 1978). In fact, 
it can be argued that social validity may be con-
sidered the 8th dimension of ABA. The editors of 
this book also believe it is imperative to include 
our autistic clients throughout the process of 
intervention, to learn from them, to change and 
alter our interventions accordingly, and to grow 
from these experiences. As such, this handbook 
begins  with a chapter dedicated to the autistic 
adult perspective.

Specifically, the first chapter in this part 
includes an interview with several autistic adults. 
The interview includes questions about their per-
spectives on autism, ABA, and the relationship of 
ABA and ASD. These reflections offer a valuable 
resource to any reader interested in an autistic 
perspective. Although it is a valuable resource, 
we do want to caution that this chapter provides 
perspectives from those interviewed and, as a 
result, should not be viewed as representative of 
all autistics/individuals diagnosed with ASD.

The second chapter provides a mother’s per-
spective regarding her experience with her son’s 
diagnosis of ASD. Similar to the value of listen-

ing and learning from autistic adults, there is also 
substantial value in listening to the perspective of 
caregivers. The message in this chapter is power-
ful, and all professionals should read and reflect 
on it prior to working with any autistic/individual 
diagnosed with ASD. Nonetheless, it is important 
to note that this chapter provides only one unique 
perspective, and the readers are encouraged to 
seek out and learn from other perspectives as 
well.

The final chapter in this part is about family 
and relationships. This is another important read 
for practitioners as family dynamics plays a 
major factor in providing quality intervention.

 Part II: Some Challenges

The second part of this handbook includes chap-
ters that contain topics that are essential to autis-
tic adults. Each chapter is authored by experts in 
the field with respect to each topic. The second 
part begins with a chapter discussing common 
psychiatric comorbidities for autistic adults. This 
chapter is likely to be informative to many practi-
tioners providing services for autistic adults and/
or living with an adult who has a comorbid diag-
nosis. The next chapter takes the reader into 
autism and the court system. This chapter pro-
vides an in-depth overview of every step of the 
court system process and provides helpful infor-
mation to help prevent our clients from having to 
face the brutal realties of the court system.

 Part III: Some Important Transitions

The third part of this handbook is dedicated to 
transitions and education. The first two chapters 
of this part are important resources to assist in 
planning for the transition into adulthood. The 
challenges related to medical and educational 
transitions have been largely neglected, and 
resources for practitioners and families are lim-
ited. As such, these chapters were designed to 
help fill this resource gap. The final chapter in 
this part discusses variables related to success in 
college and university settings for autistic adults. 

J. B. Leaf et al.
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This chapter provides many great insights into 
how students diagnosed with ASD can be more 
successful in obtaining a higher education degree.

 Part IV: Living Arrangement 
Considerations

The fourth part of this handbook provides an 
insight and discussion of living arrangements for 
autistic adults. Finding appropriate, safe, humane, 
and a least restrictive living environment is often 
a major challenge for autistic adults and their 
families. The two chapters in this part are 
authored by professionals with a wealth of expe-
rience related to different living situations for 
autistic adults. Their experience provides the 
readers with essential information to assist in 
finding the most appropriate living environment 
and other important variables to consider when 
designing or selecting a living arrangement.

 Part V: Cultural Competence, 
Dignity, and Ethics

The fifth part of this handbook involves impor-
tant topics that should always be part of the con-
versation when discussing services and care for 
autistic adults: cultural competence, dignity, eth-
ics, and respect. Professionals are going to pro-
vide services for clients with different cultures, 
genders, ethnicities, religious beliefs, and values. 
It is essential that professionals continue to learn 
and educate themselves on these areas and many 
others related to cultural competence, dignity, 
and ethics. The first chapter in this part provides 
an essential discussion on cultural humility and 
competence from leaders in the field. The second 
chapter in this part discusses how to help ensure 
professionals provide ethical, humane, and com-
passionate intervention so that clients are treated 
with dignity and respect. This chapter is vital as 
society has not always treated people with dis-
abilities in a dignified manner. To continue to 
improve our science and our clinical practice, we 
have to continue to grow ethically, and these 
chapters are a vital part of the handbook.

 Part VI: Comprehensive 
Intervention

The next part of this handbook provides a broad 
overview of comprehensive interventions for 
autistic adults/adults diagnosed with ASD. To 
date, the standard intervention for autistics/indi-
viduals diagnosed with ASD has been those 
based upon the principles of ABA. There have 
been thousands of studies that have demonstrated 
the effectiveness of ABA-based procedures and 
interventions (e.g., Smith, 2012), and several 
reports indicated that those procedures and inter-
ventions meet the requirements to be considered 
an evidence-based practice (National Autism 
Center, 2015). As such, the first chapter in this 
part provides an overview of how this gold stan-
dard in intervention relates to autistic adults/
adults diagnosed with ASD.

Although, the evidence of the effectiveness of 
ABA-based procedures and interventions is clear, 
much of the research is conducted with younger 
learners. Nonetheless, receiving quality early 
intervention can greatly improve the quality of 
the lives for autistic adults (Howlin et al., 2004). 
Therefore, the second chapter in this part dis-
cusses the importance of early intervention as 
well as considerations when implementing early 
intervention and how they relate to outcomes in 
adulthood.

The next chapter in this part describes func-
tional analyses and the treatment of problem 
behavior of autistic adults/adults diagnosed with 
ASD. Functional behavior assessment and func-
tional analysis are some of the most published 
research areas in the field of ABA and autism 
(Beavers et  al., 2013). A functional, behavioral 
approach to problem behavior is imperative and 
has a wealth of research to support the effective-
ness of  this approach over others. This chapter 
provides insight related to functional behavior 
assessment and functional analysis with autistic 
adults/adults diagnosed with ASD.

The final chapter in this part discusses how 
pharmacological interventions can be effectively 
implemented with adults diagnosed  with ASD. 
Medications and pharmacological interventions 
are often prescribed by medical doctors attending 
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to their adult patients with ASD.  This chapter 
provides an overview of common pharmacologi-
cal interventions and describes the strengths and 
limitations of what we currently know about 
pharmacological interventions and their effects 
for autistic adults.

 Part VII: Effective Methods to Teach 
Essential Skills

The largest part of the handbook consists of six 
chapters discussing meaningful goals, curricu-
lum, and approaches to develop meaningful and 
essential repertoires. This part begins with a 
chapter dedicated to a discussion on the compo-
nents of meaningful curriculum and the impor-
tance of an emphasis on meaningful, socially 
valid goals. This chapter is a critical read for all 
practitioners interested in teaching skills that are 
applied, meaningful, and functional.

The next three chapters highlight specific skill 
areas. The first of these three chapters in this part 
discusses the importance of leisure and adaptive 
skills. Teaching leisure and adaptive skills is 
likely one indication of a quality program as they 
are related directly to a person functioning in 
their environment and engaging in behaviors that 
make them happy. The next chapter discusses the 
importance of and methods to develop social 
skills for autistic adults/adults diagnosed with 
ASD. The development of social skills can lead 
to reports of a higher quality of life and decreased 
reports of negative outcomes (e.g., depression; 
Schlitz et al., 2018). It is often difficult to know 
what and how to teach specific social behaviors, 
two areas this chapter helps the practitioner navi-
gate. The final of these three chapters discusses 
skills related to obtaining and maintaining gain-
ful employment. Another factor of having a high 
quality of life is being employed in a job or pro-
fession that you love. Unfortunately, this is not 
the reality for too many autistic adults/adults 
diagnosed with ASD (Ohl et  al., 2017). This 
chapter provides useful information on how we 
can help autistic adults/adults diagnosed with 
ASD obtain and maintain gainful, enjoyable 
employment.

The final two chapters in this part discusses 
friendships, dating, and sexuality. All adults, 
regardless of a diagnosis, should be able to make 
choices related to who will and will not be a 
friend and if they even want friends. This would 
involve developing the skills necessary to make 
these choices and to develop and maintain mean-
ingful friendships. Furthermore, all adults should 
be empowered and have the skills to determine if 
they are interested in dating and developing sex-
ual relationships. These two chapters provide an 
in-depth discussion related to these often over-
looked topics and are an essential part of this 
handbook.

 Part VIII: The Present and Future

The final part of this handbook is dedicated to 
current outcomes for autistic adults/adults diag-
nosed with ASD and future directions related to 
research and practice. This part begins with a 
detailed evaluation of current outcomes for autis-
tic adults/adults diagnosed with ASD. The next 
two chapters provide research and practice sug-
gestions for researchers, practitioners, parents, 
and autistic adults/adults diagnosed with 
ASD.  The recommendations from these two 
chapters can help ensure that the outcomes for 
autistic adults/adults diagnosed with ASD con-
tinue to improve.

 Summary

We want to thank all the authors for their invalu-
able contributions to this handbook. Taken col-
lectively, we believe this handbook provides a 
much-needed resource for autistic adults/adults 
diagnosed with ASD and anyone providing ser-
vices for autistic adults/adults diagnosed with 
ASD. We hope that consumers of this handbook 
enjoy the handbook as much as we enjoyed orga-
nizing and editing it and are able to incorporate 
the contents of it into their practice and research. 
Finally, we hope that our field continues to prog-
ress so autistic adults/adults diagnosed with ASD 
can continue to access quality behavior services 
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and live the high-quality lives they desire, and 
deserve, to live. At the end of the day, as behavior 
analysts our job is to, quite simply, change some-
one’s life for the better. We know how to change 
behavior. That’s the easy part. The hard part is 
changing behavior in such a way the lives of all 
involved are improved.
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Applied Behavior Analysis: Autistic 
Adult Perspectives

Amanda N. Kelly and Christiana Colon

 Introduction

In our journey of speaking with autistic adults, 
we had the opportunity to learn a little about each 
of them, including their experiences receiving 
applied behavior analysis (ABA) services in their 
youth. Most of the individuals we interviewed 
received these services as ABA was first becom-
ing available in the USA. Due in large part to par-
ent advocates, insurance mandates began 
providing meaningful access to ABA services. 
The first state to pass an autism insurance man-
date, which allowed access to ABA services, was 
Indiana in 2001. It would be another 18  years 
before the remaining 49 states also enacted mean-
ingful autism insurance reform. The individuals 
we interviewed may have been among the first to 
receive ABA services, helping pave the way for 
more standardized practices. While there are 
numerous demonstrations on the effectiveness of 
ABA, these are often presented as data points on 
a graph. Our goal with this chapter is to connect 
these data points with the individuals whose data 
they represent, and to allow these individuals the 
opportunity to share with a wide audience, first- 
hand their perspectives.

 Interviewees

Participants for this chapter were recruited 
through direct contact with former clients as well 
as reaching out to friends and colleagues, primar-
ily through social media posts. To participate, 
individuals must have a confirmed diagnosis of 
an autism spectrum disorder. They must also 
have received ABA services directly. Two of the 
participants interviewed met one, but not both 
criteria, and therefore were not included in this 
chapter summary, though we valued learning 
their perspectives.

Eleven individuals were contacted for poten-
tial inclusion in this project. As noted earlier, two 
of the individuals did not receive ABA services; 
therefore their interviews are not included. 
Additionally, three other participants expressed 
interest, but did not schedule interviews. 
Therefore, the stories and perspectives on the fol-
lowing pages reflect the experiences of six autis-
tic adults: one who identifies as female and five 
who identify as male. Ages of the participants 
range from 18 to 30 years. Of the six individuals, 
five are Caucasian and one is Black. Interviews 
included individuals who live in Massachusetts, 
Florida, Hawaii, Indiana, Morocco, and Virginia. 
Participants from outside the USA were sought, 
by reaching out to colleagues in India, Kenya, 
Japan, and the Philippines; however we were 
unable to locate autistic adults who received 
ABA services in those regions of the world. This 
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is likely a direct reflection that most countries, 
aside from the USA, do not have insurance cover-
age or mandates, resulting in a lack of available 
providers in those areas. All individuals chose to 
have their first names associated with their 
responses; none of the participants requested for 
pseudonyms to be used.

Written and recorded verbal consent was 
obtained for each participant. For three of the six 
participants, (i.e., Meghan, Brad, and Luke), their 
legal caregivers (mothers) were present to help 
facilitate portions of the interview. In all situa-
tions, both consent and assent were sought and 
obtained. Two of the six participants were former 
clients, who had received ABA services by one 
interviewer 7–10 years prior to the interviews.

Regarding saying “autistic” or “a person with 
autism,” interviewees generally stated they did 
not have a preference. One participant replied, 
“I’m probably just on the autism spectrum.” 
Another participant elaborated by noting, “I’m 
actually fine with either. I understand why this 
question is being asked, that I know. Depending 
on the group or the individual in question. This 
can be a fiercely debated topic. But for me, per-
sonally, it has never once bothered me when I 
refer to myself as both.” For the purposes of this 
chapter, we have incorporated both interchange-
ably. This is done with the intention to show 
respect to everyone’s preferences and to allow the 
reader to choose for themselves.

 Interviewers

Interviews were conducted by two separate 
individuals.

Dr. Amanda N. Kelly is a PhD-level behavior 
analyst and licensed elementary education 
teacher who has been practicing in the fields of 
behavior analysis and education for over 20 years. 
Dr. Kelly has practiced behavior analysis in 
Massachusetts, Hawaii, and Florida. Dr. Kelly 
identifies as a Caucasian female and is in her 
early 40s.

Christiana Colon is a masters level behavior 
analyst who has been practicing in the field of 

behavior analysis for 5 years. Christiana has prac-
ticed behavior analysis primarily in Florida. 
Christiana identifies as a Hispanic female in her 
early 30s.

 Procedure

Questions for the interviews were developed by 
the interviewers. The intention was to ask each 
interviewee the same set of questions, which 
occurred for most questions. There were a few 
occasions where a question may have been omit-
ted, due to the flow of the conversation. All inter-
views were conducted using ZOOM, a virtual 
platform. Interviews ranged from 22 to 56 min, 
averaging 47 min per interview. Interviews were 
uploaded to Otter.ai, a transcription application. 
Each transcription was reviewed by the respec-
tive interviewer to ensure accuracy of the 
translation.

 Question One: Can You Tell Us 
a Little Bit About Yourself?

 Meghan (Age 18)

I’m friendly, kind, nice, and energetic and 
hopeful. I’m a hard worker. I used to do that. 
[Mother: Do you want to tell Amanda some of 
the things you like?]. I go to high school. In 
12th grade this year. [Mother: What kind of 
stuff do you study?]. English, math, science, 
and I do cooking. That’s so great. [Mother: 
What do you want to study after high school?]. 
I think I will study something. I want to be a 
chef, I really do. [Mother: What do you do for 
work?]. I work at Walgreens. I don’t know what 
else to do. I just stock shelves and do the candy. 
And it’s interesting. Clean, like clean windows 
and something like that. [Interviewer: How 
long have you been working there?]. I’ve been 
working at Walgreens from four to eight. 
[Mother: That’s when your shift is. But let’s 
see, in September/October it will be two years.]. 
Yeah, I guess you’re right.

A. N. Kelly and C. Colon
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 Eli (Age 27)

I’m Eli. I’m 27. High functioning on the autism 
spectrum, currently I’m in an online master’s 
program for disability studies at CUNY School 
of Professional Studies. Once I graduate, policy 
making is the goal. I wanted to get into policy 
making. I don’t know how it works exactly, but 
they said the professors will tell you how to get 
into it and stuff.

 Luke (Age 21)

I was born this way and then I have it when I was 
like three or two. Okay, I got it around two at 
what’s that called? Rochester, Minnesota.

 Brad (Age 30)

Well, I’m currently 30  years old. I am on the 
spectrum. And, what else? I’m going on 11 years 
at Goodwill. I do what’s known as purging. I used 
to do textiles, you know, clothes. And every piece 
of clothing has a color tag on it. And like, for 
example, red, green, blue, yellow, etc., and one 
particular color is 50% off and they rotate every 
week. And what else? In the following week, the 
same color. That’s where I come in. I take them 
off the shelf and put them in a salvage box. And 
later on, they’re taken to the outlet store. 
[Interviewer: So, you live in Indiana. Have you 
lived there your whole life?]. Pretty much, I was 
born in San Jose, California. And I moved to 
Indiana when I was like, three or four. Like 
around like, four. Yeah, I was like really young 
when we first moved here, and we also spent a 
year and nine months in Massachusetts.

 Taylor (Age 30)

My name is Taylor, I’m 30 years old. I was diag-
nosed with autism when I was about 4 years old. 
I went through ABA, from diagnosis until I was 
about 11–12  years old. And then from there, I 
received school-based assistance interventions, 

however you wish to frame that. From there, I 
graduated high school, graduated college; I 
became a practitioner in the field as a behavior 
technician, from 2016 till the summer of this 
year, when I moved to Morocco, and now I am a 
professor at a university.

 Dash (Age 20)

I’m humble. I’m creative sometimes  – when it 
comes to my hobbies, and everything else I try to 
do my best. I live here in Virginia. This is kind of 
a new warm climate. I kind of like warm and 
grassy plains lakes, so it’s quite peaceful. It 
makes me happy. It’s not like Colorado where it’s 
all dry and really humid. Now that place is some-
thing else. But I’d say that as for me as a person, 
I’m not too complex. If you get to know me well, 
I can be a blast to hang out with.

 Question Two: What Does Your 
Autism Mean to You? If You Were 
Talking to a Friend Who Didn’t 
Know About Autism, What Would 
You Tell Them About Autism?

 Meghan

It’s someone who can be. [Mother: Do you have 
a hard time finding people to play with?]. Yeah, 
somebody will play with me sometimes when I 
was a big kid. But, when we play games, we play 
together. Like, let’s see. [Mother: Are there good 
things or bad things about your autism? Or 
both?]. Good. Both of them is autism. [Mother: 
What do you think is good about it?]. Well, what 
was good about it is when they are friendly and 
kind. [Mother: You are friendly and kind. What is 
bad about it?]. What’s bad about it is when you 
have been bullied. [Mother: Well, you haven’t 
been bullied really, have you?]. No. [Mother: 
How about at school? Does it make some things 
hard at school?]. Yeah, people get upset some-
times when they have a hard time. [What do you 
think is worse: having autism or having epi-
lepsy?]. Epilepsy. [Mother: Because you don’t 
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like having…]. Seizures, like when I wear my 
watch the other day. You know the red thing that 
spins around so much, that’s how I know I have a 
seizure. [Mother: And you don’t want one.]. NO.

 Eli

Well, I know I have some capacities, but I also 
have strengths. I knew I never like, met the full 
criteria. So sometimes I thought “was I or was I 
not?” I think I always had bits and traits of it. But 
I think everybody’s a little different with 
everything.

 Brad

Well, it’s basically just a simple disability. And 
like, I do have some, like weaknesses because of 
my autism. Like, for example, I have a hard time 
dealing with loudness, like, at concerts or sport-
ing events …And my love for ceiling fans is part 
of my autism. And I think you (looks to his 
mother) told me that people with autism, like, 
have different interests. [Mother: Yeah, special 
interests. We don’t call them obsessions, we call 
them interests, a lot of times.] I’m not the only 
one. Because I’m part of a whole community on 
Facebook that also likes ceiling fans. [Interviewer: 
It’s so fun, what you can find on Facebook. One 
of my groups is about clouds that I that I follow 
on Facebook. It’s called the Cloud Appreciation 
Society because I have a special interest in 
clouds. I didn’t know there was one about ceiling 
fans.]

 Taylor

So, throughout my life I’ve had an interesting 
dialogue with my autism, of course. I know that 
even with this concept in the community, it can 
be one of contention to where the idea of the 
spectrum or functionality and things like that is 
a fiercely contested concept in the community. 

But not just simply in the community, but also in 
some practitioners’ circles of behavioral health 
as well. I actually worked with some clinicians 
that have varying views on it. So, when I was 
diagnosed for the first 10 years of my life, I was 
low to medium functional range. Especially on 
the social aspect of it. There were some living 
skills and issues that I had issues with. But that 
was actually something my parents did a lot to 
help me with. I often find that a lot of times 
there’s fellow people with autism or people on 
the spectrum who tend to fall onto one of two 
things. They either fight against it or they end up 
trying to live with it. But it just depends really 
on their outlook, and factors affecting their life. 
To use a modern, more cultural sense of it, it’s 
kind of like in Avengers: Endgame with Bruce 
Banner and the Hulk, where he kind of said that 
instead of treating the Hulk as like a disease or 
something and to get rid of it….instead the solu-
tion is to actually try to live to coexist with it. 
And that is what I have found to be the most 
helpful thing for me, and my autism is that the 
less I fought against it in the sense of using it 
either as an identifier or using it as a way to con-
nect with other people or using it as a way to 
help my life.

 Dash

Well for me the positives – it allows me to be cre-
ative and think about as much things as possible. 
Sometimes I can over analyze things, but when I 
do, it can be a positive. But sometimes I can say 
stuff that doesn’t make any sense, but I try to put 
meanings into it. Like my art. My art is a part of 
my autism. It allows me to be creative and some-
what humorous, unintentionally. It makes me for-
getful too and sometimes slow, slower at 
understanding some things but yeah, I would say 
I’m somewhat proud to have autism. It hasn’t 
been a bad thing so far. It is somewhat fun to 
have. Benefits? You get to daydream a lot. 
Outside, you forget a lot of things when you get 
sidetracked by that daydream.
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 Question Three: What Are Your 
Hobbies or Interests? What Do 
You Like to Do?

 Meghan

Yoga, reading. Mm hmm. Is singing also a 
hobby? [Mother: Singing is also a hobby.]. Yeah. 
I do that. [Mother: Do you play any instru-
ments?]. I play the piano and I do think I know a 
lot of instruments.

 Eli

Music, writing blogs online, TV shows, and 
hanging with friends as well.

 Luke

I studied about history for a while. I used to be 
volunteering for the Civil Patrol from 17 to 21. 
But I heard they have ages from 12 to 21. But I 
just started at 17 and then I finished at 21. 
[Interviewer: You did that for 4 years. I remem-
bered that you were doing some of that. What 
was that like?]. They have like aircrafts, and 
you’ve got to do some tests about it. And then 
they do like some exercise. They do push-ups and 
sit ups and stretching without reaching. 
[Interviewer: Did you enjoy it?]. Yeah. And then 
me and my cadet mates, we just run on a road, 
walk, run for like, an hour or so.

 Brad

I have had this obsession ever since I was really 
little: ceiling fans. I kind of fix them up. I get 
extra parts as needed. [Mother: Yeah. So, you’ll 
take an old ceiling fan and clean it up, make sure 
all the screws match, put light kits on them, you 
know, just kind of restore them. And then he’ll go 
and sell them or trade them]. [Interviewer: What 
kinds of things do you like to do? Anything out-
side? Any other activities that you like to do?]. I 
like going to movies, like at theaters. I usually go 

to like comedy and family movies. I don’t like 
horror movies; they are too much for me. The 
other thing I like to do out of the house is like 
mini golf, bowling, and new restaurants. And a 
couple of things that I enjoy but I’m more new to 
is archery. You know, like shooting a bow? Oh, 
yeah and axe throwing. [Interviewer: Oh, I’ve 
done that. Yeah, it’s a lot of fun. It’s also a 
workout!].

 Dash

Well, my art. A lot of people whenever they see 
my art, they usually compare it to something of 
high standard. “Like your characters look like 
something from SpongeBob or the Simpsons or 
Mega Man.” One guy said, my art could be tattoo 
art. I could be a tattoo artist. Right now, I’m just 
trying to start off small like, I started the (online) 
account, maybe I could sell a few t-shirts and 
make a profit out of that. Right now, I’ve been in 
college and so far, it’s been somewhat mixed. I’m 
trying to do game design, which is also my sec-
ond thing to do, like turn my art into an actual 
product that people can play and enjoy. But out-
side of that my art has been doing fine. I’ve been 
improving. It’s not like the simple stick figures 
that I drew like when I was in kindergarten. I 
barely drew stick figures back then. But uh, I 
would say it improved from 2014 to like, right 
where we are, where I am right now.

 Taylor

Oh, wow. (laughs). So I actually don’t normally 
talk about this a whole lot. But I am a gamer. I do 
like playing video games. But I also prefer to 
study things; I prefer to read about things, look 
into things. Find more, learn more and more 
about things. In a sense, I can honestly say I’ve 
never stopped being a student. Except instead of 
being a student of this or that, or whatever, I find 
myself being more of a student of the world, just 
trying to learn as much as I can. So, video games, 
watching movies, watching YouTube videos, 
studying, and researching things. Just kind of 
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keeping a tab of what’s going on in the world, 
just trying to be as informed about what’s going 
on in the world as I can. Even of course, before 
COVID before everything else, I found it to work 
best to just be aware and be up to date about 
what’s going on in the world. Another thing that 
actually happened as of last year is that I con-
verted to Islam. Nothing to do with me moving to 
Morocco, but just as kind of a theological awak-
ening. So, part of my time is also devoted to fol-
lowing the religion and those religious studies. 
But a lot of it is just interacting with others, learn-
ing more about the world, having some free time 
to do this, that, and the other fun stuff. But a lot 
of times I try to utilize my free time in my hob-
bies, to better myself in one way, shape, or form. 
So, as I’ve come to explain to people as I’ve 
viewed myself as a constant, ongoing project, 
because that’s how I’ve been able to help both 
perfect my autism but also as a way to become a 
better Taylor.

 Question Four: What Is ABA to You? 

 Meghan

ABA is like something that, like, when you think 
they look like ABA. I think about what ABA is. 
[Mother: Do you know?]. Hmm, I don’t know. 
[Mother: It’s kind of the way you learned stuff.]. 
It was the kind of way I learned stuff? [Mother: I 
don’t know how much of it you still have at 
school. I don’t think you have very much.]. What 
do you mean? [Mother: When you were little you 
used to have it all the time. That’s how you 
learned everything.]. Yeah, I just know different 
stuff in there. I just studied real hard and I’m a 
big kid now...I remember the stuff we used to do. 
[Mother: Do you remember Robyn and Amanda 
came sometimes?]. I don’t really remember. 
[Mother: Do you remember we learned how to 
cross the street?]. Yes. I have to know how to be 
safe and you know safety is an important lesson. 
[Mother: Yes, it is. Safety is an important lesson. 
Do you remember Girl Scouts?]. When I was 
younger, I was in Girl Scouts. [Mother: Do you 
remember how they helped at Girl Scouts?]. 

Yeah. [Mother: What kinds of things did you 
need help with? Did you sometimes have trouble 
with some of the arts and crafts?]. Yeah, like just 
putting those little beads on that stick. Then, I had 
trouble tying it to make it a necklace or bracelet 
or something.

 Eli

Um, it’s learning and its behavior. And it’s trying 
to figure out why someone or an animal does 
something like if it’s reinforced and how to assess 
and change it.

 Luke

Trying to make them independent or maybe they 
might need help some more or maybe, I’m not 
sure if they can do anything on their own actually. 
[Interviewer: You were talking a little bit about 
having RBTs go with you. Can you explain? 
What’s an RBT?]. Registered Behavior 
Technician. Because I work with them for like 
40 h. [Interviewer: What kinds of things did they 
work on or help you with?]. Trying to make sure 
if I do anything correctly. I was working at a gro-
cery store for a while and then I was bagging 
everything at once. And then you know, some 
customers are okay. And some are not, but I was 
going to put bubble gum in the same bag, but he 
told me no bag. Well, that was one customer. 
[Interviewer: So, you had RBTs that went to 
work with you as well?]. Yeah, I’m okay with 
RBTs.

 Taylor

Behavior Analysis is the application of behav-
ioral health, but it is also the perfected science of 
trying to help individuals with autism learn the 
necessary life skills in order to help them become 
functioning members of society. It is something 
that is constantly being worked on to become a 
better science. People sometimes don’t under-
stand that Behavioral Health is a science that is 
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nearly 100 years old. But it’s common practice, 
the one we’ve come to know as applied behavior 
analysis did not come into effect until the advent 
of the BACB around the early 2000s, spit ball-
park 2000 to 2003. Before that we had very loose 
defined, loosely affiliated behavioral health prac-
tices. So, I view behavioral health as a still grow-
ing process, a science that is still trying to better 
itself and is still in its early days in terms of 
practice.

 Dash

ABA, I don’t know how to describe it. Maybe it’s 
like, for years it’s been very helpful. It taught me 
the basic functions of how to like… well, func-
tion, like run a household by yourself. Like I 
remember, we were teaching ourselves how to 
like, do the dishes. Right now, I’m great at doing 
the dishes. Somewhat amateur-ish, but still great. 
The other thing I remember was we did art. We 
basically did like communication skills and 
career goals. I remember the best times we had. 
We were teaching ourselves like, what was 
appropriate and what was not appropriate.

 Question Five: How Old You Were 
When You Received ABA?

 Meghan

I’m 18 years old, remember? [Mother: Right. You 
think it was probably around the time you left 
Middle School?]. I think I just left Middle School 
and went straight to High School. [Mother: You 
had home ABA. Once you got to High School, 
we used it for extracurriculars at school like 
drama and chorus. And so, we used your hours 
for that. Do you remember?]. Yeah. Now, my 
whole entire body is big, huh ma? [Mother: I’m 
trying to remember who used to go with you. 
Katrina.]. Yeah. You know, Katrina came to 
school yesterday. [Mother: I know. She’s still 
your BCBA [Board Certified Behavior Analyst]. 
You just don’t see her that much.]. Yeah, I guess.

 Eli

I was 4 and I had services for 6 months. It was 
40 h a week in my home and in the playroom. My 
parents were the first in Nassau County (New 
York) to win a lawsuit against our school district 
to receive it. And then by the time I was four and 
a half, I learned how to talk. It was only like one 
school at the time that was offering ABA. I didn’t 
even get into that program until I was in fourth 
grade. And by then, I was at a private school for 
bright kids and verbal, so she had to say I didn’t 
need it. And I think my mom got off the phone 
crying about it. And she was glad I didn’t wait for 
them because it took all those years.

 Luke

When I was 18? I’m not even sure. Yeah, I think 
it was 18. So, I’m not sure. Wait a minute, give 
me a second. I had [analyst name] when I actu-
ally when I was 17. And then I had [RBT name] 
when I was 18 and then [RBT name] when I was 
19 and I have [RBT name] when I’m 21.

 Brad

[Mother: Currently, Brad gets 9 h of ABA a week. 
Most of his ABA services, or really all of them, 
happen now in the community.]. Well, I used to 
go to [name of center] only once a week. And I 
learned a few things. I learned how to cook in the 
oven and use the stovetop. I learned how to con-
verse with people better. I learned how to use 
Uber. [Mother: I mean, we taught him how to 
cook in the center, but a lot of his services right 
now are in the community. And he started ABA, 
when he was about 13. Well, you know it was 
when I started at [name of center] and it was just 
kind of like, “Oh, there’s like ABA.” He was 
doing fairly well in school, and he did graduate 
with a diploma. It took you [looking at Brad] a 
little extra time, but you did get a diploma. But, 
once I got involved with [name of center] and the 
services were available, that’s kind of how Brad 
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got started with ABA.  That was, you know, 
17 years ago. It’s much more accessible now. At 
the time, we were the only center in the state. 
And, you know, we didn’t have...well insurance 
was barely covering it then.].

 Taylor

It was from when I was 4  years old up until 
11–12 years old. The thing was, during that time, 
I had moved between Michigan, Nashville, and 
Washington state and all in that order. So, by the 
time I had moved to Washington, the in-school 
treatments, or behavioral health services that I 
was receiving in school had started to fade away. 
My 504, especially by the time I got into middle 
school, was loosely held in place. And then by 
my freshman year of high school, it was com-
pletely eliminated. During that time, I had lived 
in three different states. And my degree of ser-
vices honestly varied between having times 
where I would actually be taken out of class, to 
work with a specialist, to having a specialist help 
me to class, to just simply having time, like addi-
tional study time or additional test time. So, vary-
ing degrees, depending on the school I was at, 
and the state I was living in.

 Dash

I was like 13 or 14  years old, back in Hawaii, 
back in the beautiful, luscious place called 
Hawaii. It was a good place. It was a good day. It 
was a good day.

 Question Six: Did You Find 
the Services You Received Valuable? 
Do You Feel They Benefited You? 

 Meghan

Yeah, yes, I do think that. I think I had fun with 
them.

 Eli

Yeah, I did, because it helped me speak and look 
at people. And actually, after I finished it, one of 
the school psychologists re-evaluated me and 
originally didn’t think I was on the spectrum any-
more, although I think I always had traits, but I 
just know I came a really long way from that.

 Luke

When I get to 30, I can work at the airport. 
[Interviewer: You want to work at the airport?]. 
Yeah, like checking out tickets. [Interviewer: 
You set your goal for 30, that’s awesome. 
You’re going to the Honolulu airport, or you 
think you’re going to leave?]. Here. Before you 
work there, you got to take tests like Safeway, 
right? [Interviewer: Probably, I don’t know.]. 
[Mother: He was asking if he was going to be 
able to get RBT services. Remember (looking 
to Luke) you wanted to know if you’d get them 
at what age?]. I don’t know. [Mother: 
Remember? You said you were going to be 30. 
You wanted to know if you were going to get 
help when you’re at the airport. Right?]. Yeah. 
[Mother: So, he’s asking for help and already 
thinking of the future. And you wanted to know 
if you can get RBT help when you’re at the air-
port. And so, I said, “Yeah, maybe they’d help 
him learn his job and then be on their way”.]. 
[Interviewer: That’s right. The idea with ABA 
is that you want to get the help to do the things 
you want to do. And then you want to get to a 
place where you don’t need that help anymore. 
But when we’re trying to learn new things, it 
makes sense that we’d still have help. When we 
first passed that law, Luke’s Law, it stopped at 
age 15, or 14, I don’t remember. Do you? 
Because you had just turned 15, I think. Now 
there’s no age cap that is stopping people from 
getting services. So again, because of the great 
work that you did, the work that you did with 
your mom and with Emma.].
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 Taylor

In a sense, yes. As I try to explain it, even though 
I was receiving services towards the end of the 
“Wild, Wild West” which was the beginnings of 
behavioral health, it created a good foundation 
for me, and my parents gave me a foundation to 
succeed. It helped my parents and me progress, 
because if I didn’t have those years, I am unsure 
if my parents would have had the tools and skills 
to help me to that degree.

 Dash

In memory, well yes. So, generally yes. Again, it 
was very great, like letting me learn all the 
basics and doing basic stuff, like cleaning your 
room, doing dishes, doing the bathroom. Like 
basically doing all the stuff that your mom 
would basically tell you. Like back then, I strug-
gled a little, a lot. Right now, I do them occa-
sionally. Actually, I don’t do it occasionally. I do 
a lot, like because, well you know, like I know 
the good and bad things that’ll happen if we do 
these things. Like if you don’t do your room, if 
you don’t clean your room, you know, your 
mom’s going to fuss at you. And if you don’t 
brush your teeth, you’re going to have cavities 
all over your body.

 Question Seven: Are There Things 
That Occurred During Your Time 
with ABA Services You Wish 
You Could Change? Is There 
Anything You Didn’t Like?

 Meghan

I didn’t like the boat speeding across makes me 
seasick. [Mother: Riding on a boat? Ok. I think 
she’s asking more about when people used to 
come to the house or go to the school program 
with you. Did you ever think those people were 

in your way or were you happy to have them?]. 
Oh, I’m happy to have them.

 Eli

I’m not really sure.

 Luke

[Mother: I know you didn’t want to work with 
[RBT name] anymore. What was one of the 
things that [RBT name] used to do that was 
upsetting to you?]. He was trying to help me. 
[Mother: But didn’t you know how to do some of 
those things? Was he kind of over helpful?]. Yeah. 
Well, he was trying to make sure if I can do it 
right.

 Taylor

What I received was not common practice. In a 
sense I would’ve wished to receive the services 
that I do as a practitioner. That way it would’ve 
been fluid, and something consistently done 
regardless of where I lived. I was in some ways 
subjected to some unethical stuff. I was one time 
locked into a storage closet. I was one time held 
down because of the severity of my behaviors 
and aggression and other behaviors I engaged in. 
Of course, I would have liked different approaches 
to that but again c’est la vie. Truth be told that it’s 
hard for me to say because I want to say I would 
do a lot of what I had done as a behavioral 
technician.

 Dash

I don’t remember a single thing. Like I said, 
they’re doing a great job. I was the one that was 
the problem, kind of. I wish I could have paid 
attention more.
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 Question Eight: Are There Things 
You Were Taught That You Wish 
You Weren’t Taught?

 Eli

Not that I could think of.

 Luke

Trying to make sure if I can do things on my own 
before helping.

 Taylor

My autism has blocked out 70–80% of my mem-
ory of those years. I wish I was taught something 
that I could’ve retained and would’ve stuck 
besides from a general toleration of instruction. 
For example, one of the few memories I have was 
from one of these workers teaching me how to 
write. I say, if you see my handwriting, you need 
an Egyptologist, someone who studied ancient 
Chinese calligraphy and maybe someone who 
studied some Mandarin (laughs). Learning better 
handwriting would’ve been beneficial. Or even 
like, one of the things that even in today’s prac-
tice that isn’t agreed upon or a standard of ser-
vices is whether you can teach life skills. There is 
this constant back and forth tug of war between 
providers and payers about whether or not this is 
something we should cover or not cover. If they 
would have provided this, if this would have been 
covered, then my dental record would be some 
triple digit percentage better (laughs) than what it 
is now. Because, aside from my parents, no one 
worked with me on it.

 Dash

Well, when I think (name of center) was a bad 
and not a good place. Then there were two guys. 
I think their names were Connor and Keegan. 
Like until then, they were the reason I will go 
there. They were the reason, because then we 

could hang out. They were the most unique peo-
ple I’ve ever met. Like, if I can see them today, 
again, I would be very happy to see them. Like I 
used to have best friends, but like they’re the ones 
that seem to be somewhat on my levels, like, kind 
of. They seemed like they had a lot of inside jokes 
amongst each other.

 Question Nine: What Would You Tell 
Other Autistic Individuals 
with Autism About ABA?

 Eli

It’s usually done as an early intervention for 
autism, but it’s used for other things too. It’s just 
based on positive reinforcement and teaching 
new skills. And that I had it when I was little too 
and that it helped me talk.

 Luke

That they should get ABA. Make sure they didn’t 
do some stuff and then make sure they didn’t do 
anything and then, and um, and then maybe they 
can be on their own or not, depends how that is.

 Brad

Well, I would just tell them that (name of center) 
is a big help, and I would highly recommend it.

 Taylor

A part of the blowback we’re receiving about the 
services is because other people have been 
harassed online about “how we can keep doing 
this therapy, it’s torture etc.” Most of the individ-
uals that are considered self-advocates with 
autism and hellishly against behavioral health… 
most of them are about my age and I would tell 
them “Look what you went through in treatment 
and what I went through is not what’s practiced 
today. It’s standardized and based on a code of 
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ethics. Even though the BACB does not enforce 
this as much as it could, most of the practices are 
enforcing this code at the ground level with no 
qualms on calling someone out based on this 
code.” I explain to them it’s not the same. You 
may hear about the horror stories that you hear 
online but that’s the minority. It’s something it’s 
pointed out because it’s the exception, because if 
it was the norm, you wouldn’t feel the need to 
point it out. I try to relate to them via experience. 
First, I hear them out, then I relate to them, then 
give my explanation on where I understand where 
they’re coming from but to understand that it’s 
not the same. What we went through is in the past 
but not the present.

 Dash

Join this, you need it! Okay, maybe not that blunt. 
But I have something to say, but I don’t know 
how to say it (pause) – like please for the sake of 
your future and for others, join. Join now! It’s 
been a really great help. I’m pretty sure of it.

 Question Ten: Do You Still Have 
Contact with Any of Your Teachers 
or Therapists?

 Meghan

A dozen teachers. [Mother: You still talk to a lot 
of them, right?]. Yes. [Mother: Do you remember 
who you still talk to besides Amanda?]. Oh, Miss 
Dawson. [Mother: That’s your teacher now. Who 
do you do exercises with everyday online?]. Mrs. 
Bruin. [Mother: Mrs. Bruin. Her second-grade 
teacher teaches an exercise group and Meghan 
signs up every month. And there is Ms. Ross 
sometimes.]. Yes, on Facebook. [Mother: Oh, 
how about your favorite from middle school? 
Who’s your favorite teacher in middle school?]. 
Mr. Robert. [Mother: Do you still see him?]. I can 
see him again. [Mother: Yup, you do see him at 
the High School, but you’re not in his class?]. Oh, 
right.

 Eli

Yeah, most of them, I think through Facebook.

 Luke

My favorite was two teachers I had in ninth grade 
and one in tenth grade. I’m okay with them. And 
this other teacher, the third one, I’m okay with 
them. The other teacher I had was okay, but other 
teachers I do not like.

 Brad

No, not really. [Mother: Some on Facebook?]. 
Yeah, well some on Facebook.

 Taylor

No, I do not. That’s mostly because by the time I 
stopped and worked around becoming a self- 
advocate, I couldn’t remember who helped me in 
that time.

 Dash

I wish I could still talk to them. I had a great one 
back in Colorado. His name was Mr. Mark. He 
was the one, like you, that helped me snap back 
into reality, to make sure that I actually do my 
stuff. And also like to just do your work and not 
be lazy. Do work first and play later. That’s the 
type of work he was giving me, and it worked.

 Question Eleven: Were There Any 
Therapists You Didn’t Like That 
You Remember? What Were They 
Like?

 Luke

“You have to do this, do that.” But, yeah, but I 
can do it if I want to. Or not that I want to, but I 
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can. [Mother: Meaning you could do it already?] 
Yes.

 Eli

It was such a long time ago. I think I remember 
more of the speech. I was much older at that 
point.

 Taylor

Characteristic wise, you could tell when some-
one is honing it in and in it to win it. You can tell 
who’s there for a paycheck. Those who truly had 
heart or had a family member who had a similar 
disability. You can tell when someone was actu-
ally wanting to do this because they earnestly 
wanted to help. They were willing to do what-
ever it took to get through to you and that they 
wanted to help you. I honestly knew who was 
there to help me and who wasn’t. In that way, I 
was able to know who I could trust and work 
with. In my professional experience, I could say 
the same things with colleagues. I could tell who 
went to school and took the time to dedicate it to 
the field and the individuals that were helping 
versus someone who read a couple things online 
and felt “Oh hey I can do this” and didn’t have 
the right skills to do it.

 Dash

Nope. I don’t think so. I don’t think I disliked 
anyone.

 Question Twelve: Do You Have 
Friends or People You Know That 
Had ABA? Did They Share a Similar 
Experience?

 Meghan

Yeah. Like any old people? [Mother: No, like 
people that come to their house to help them, like 

they do for Matty (her brother). You know how 
Amy comes for Matty?]. Yeah. [Mother: Do any 
of your other friends have that?]. Tori, yeah Tori 
does. [Mother: Remember you used to go to her 
house to have playdates when she used to have 
her services?]. Yes. [Mother: Who else has home 
services? Collin?]. Collin, yes. [Mother: Both 
Collins.]. Two Collins (laughter).

 Eli

I’m trying to remember. I may have known some-
one I went to, like middle and high school with 
that may have had it when he was younger. I’m 
trying to remember who else? Oh, and I think 
there was a girl too, that I remember that had it 
when she was younger, too. I think they did have 
positive experiences. Although the guy I knew, he 
said his brother had it. And he goes, “Oh, it just 
made him respond like a parrot.” I think he said 
that on Facebook. It was probably because the 
therapist wasn’t well trained.

 Luke

No, I don’t think so.

 Taylor

Yes. I am friends with several advocates. They 
both have had it and are the two I talk to the most. 
Travis is one of the few advocates that is continu-
ously reaching out to the state legislature and 
constantly is getting denied to still continue to 
receive services due to an age cap. Same for my 
other friend.

 Dash

My best friend, but my original best friend, 
Patrick used to have it. I think he had autism. I 
think I could be wrong.
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 Question Thirteen: Is There 
Anything Else You Would Like Us 
to Know That We Haven’t Covered?

 Meghan

I still want to learn about how to keep my head up 
tall.

 Dash

Ah, I don’t think so. Right now. Is there anything 
you would like to add?

 Brad

[Interviewer: If you have you have any questions 
or anything that you want me to add, you can let 
me know, now or later, you have my email.]. 
[Mother: Would you be ok if Amanda wanted to 
do a follow-up interview with you with more 
questions?]. Sure, when? [Mother: Oh, you 
know? Just in case.]. Oh, okay.

 Eli

Um, well, I was also thinking about ABA because 
I did internships and research as well. And I’m 
finding that although discrete trials can be effec-
tive for each child, some kids are learning faster 
just with the mands and like the [name of pre-
school], I feel like a lot of other places will just 
use both. I kind of think they should just use 
whatever they’re learning fastest from, not that 
there’s anything wrong with doing discrete trial 

training with each child, but…like to try to mand 
first, but if they’re still distracted then they go 
“they need 40 hours or 30 hours of therapy.” And 
sort of individualize it like that. I think therapists 
also find what helps them like some people like 
getting the attention first and then doing some of 
the mands. So, let’s do that first, and then see 
which way they’re learning best from and do that 
intervention. It’s all ABA anyway.

 Luke

I have to go to work at Safeway now. [Interviewer: 
Okay, I don’t want you to be late. I do want to say 
that because of you, Luke, moms and dads who 
don’t have the money or who need the money for 
other things  – or moms and moms or tutus 
(Hawaiian for grandmother) and uncles – they get 
help, right?]. Yeah. [Interviewer: Just like when 
we go to the doctor and get our glasses, or we go 
to the dentist. You have your health insurance now 
that pays for “Luke’s Law.” Children could not get 
ABA in Hawaii, through their health insurance, 
and you changed all of that. YOU made that so 
much better for everybody.]. Yeah, okay, thanks.

 Taylor

Nope, that’s about it. Other than that, I have 
worked with [Dr.] Amanda [Kelly] and net-
worked with her. I’ve worked with [Dr.] Gina 
Green and tried my best to be a resource to help 
be an advocate to help improve ABA services 
from an availability standpoint and on trying to 
progress it along. Trying to bridge the gap of the 
neurological divide.
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A Parent’s Perspective on Life 
with a Side of Autism

Mary Rosswurm

I was sitting on the couch exhausted. It was late. 
The TV hummed low in the background. I was 
zoned out, awash in its blue light. I felt beat up, 
like the day had pushed me around and left me 
battered and bruised. Like every other day, I had 
done my best to balance the demands of everyone 
I needed to answer to in my life: my family, my 
employees, my board of directors, and the par-
ents of the children I serve at LittleStar ABA 
Therapy. My job is making people happy and 
offering hope and change through behavior-based 
therapy. I also remember a distinct thought run-
ning through my head, a little electrical buzzing 
above all the white noise of the news or whatever 
random rerun I was ignoring.

I cannot make one more decision today.
As if on cue, Brad, my young adult son with 

autism appeared in the doorway. I love Brad with 
my whole heart. He makes me laugh. I’m proud 
of him. Honestly, I guess it’s sort of a cliché, but 
I really do feel Brad has made me a better person. 
But also like many tired parents, I silently willed 
him not to talk to me. Not because I didn’t want 
to hear from him, because I didn’t want to hear 
from anyone. He had a simple question.

“Can I have some Cheez-Its?”
Normally, I would’ve said no because it was 

so late. But tonight? The very last thing I wanted 
to do was get into a fight with him over crackers. 
So, instead, I took a quiet little inhale, “Sure. 
Knock yourself out.” In my mind, I phrased it a 

little differently: “Eat the whole fuckin’ box. I 
don’t care.”

He headed to the kitchen, happy to get a snack, 
blissfully unaware of my inner monologue. I 
stayed put, happy to reinforce the behavior of 
him asking nicely. No standoff needed. Everybody 
won.

Being the parent of an adult with autism 
doesn’t mean I need to be a drill sergeant. It 
means I’m in a rhythm of making a series of tiny 
decisions where I balance Brad’s needs with 
mine and our family’s. Early in his life, each one 
of those decisions felt heavy. The stakes were 
always high. Because in addition to those small 
moments, my head was swimming with the not 
so tiny decisions. In the back of my mind, run-
ning like a computer program were the “big 
ones.”

Will Brad ever talk? How will he make 
friends? Will he learn how to make eye contact? 
What if he ends up stuck in his own little world? 
Will he ever hug me or tell me he loves me?

Maybe your head is full of similar questions 
right now. Sharing my experience as the parent of 
an adult with autism will include some practical 
advice. It wouldn’t do much good to simply tell 
you about the present, the easy moments, without 
explaining how I got here. So, I’ll share a little bit 
of my story, as well as Brad’s. I also want to 
touch briefly on the future. What does adulthood 
look like for people with autism after their par-
ents or caretakers pass away and what kind of 
changes might make brighter futures for them?

Since 2004, I’ve had the privilege of seeing 
hundreds of families come through LittleStar, of 
which, I am currently the CEO.  When others 

M. Rosswurm (*) 
Little Star ABA Therapy, Clarksville, IN, USA
e-mail: mary@littlestaraba.org

3

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-98507-3_3&domain=pdf
https://doi.org/10.1007/978-3-030-98507-3_3
mailto:mary@littlestaraba.org


24

couldn’t offer me the information I needed a 
quarter century ago, I dove into the topic head-
first. Autism became my career path, out of pain, 
passion, and necessity. That experience will be 
peppered throughout this chapter.

But before any of that, I want to tell you this. 
Because I believe it’s the most valuable takeaway. 
It’s what I wish someone would’ve told me. If 
you’re the parent of a young child with autism, 
especially if you’re the parent of a child with autism 
who was recently diagnosed, I need you to know 
one thing right now; you will be happy again.

Your life will not be permanently occupied 
with therapy appointments, Internet searches, and 
mountains of paperwork. Your mind will not be 
constantly running and full of questions and fears. 
This moment won’t consume you forever. In fact, 
someday, sooner than you think, you will have a 
life with a side of autism, not a full plate of autism.

I know you have questions. For example, 
which information should you trust? How do you 
know when to follow your gut against the advice 
of the experts? Are they really experts? Should 
you listen to them or other parents you know who 
have a child with autism? In the beginning, it’s 
dizzying. Especially for your child whose every 
minute counts. It’s a marathon, not a sprint. Drink 
your Gatorade.

I’ll share as much as I can here. But over the 
years, as your child grows up, you will too. 
Eventually, it’ll all be Cheez-Its. Those little 
moments where you don’t have to think twice 
because you know exactly which battles to fight 
and when to surrender.

 Speaking of Knowing Exactly What 
to Do

I remember the exact moment I realized just how 
heavy a load I was carrying. It took something 
big for me to realize. Really big. In 2011, when 
Brad was 21 years old, we discovered he had a 
brain tumor. It started as headaches. It progressed 
to a sore neck. Eventually, he started throwing 
up. Those are the three classic signs of a brain 
tumor. That’s how I knew.

We went to the emergency room on a Thursday. 
Brain scans clearly showed something was off. 

He had surgery on a Tuesday. The diagnosis was 
swift. The plan was clear. They needed to operate 
and follow up with chemo and radiation. I never 
had to think twice about his treatment. They told 
me what it was going to be, down to the last 
detail.

It didn’t really click for me until a couple 
years later. I was talking to a parent in my office 
at LittleStar. I was telling her about the benefits 
of intensive ABA therapy. She was talking me 
through the many options she’d been given by 
others, about all the investigating she’d done 
before she could make up her mind on her son’s 
treatment. That’s when it hit me. With Brad’s 
brain tumor, it all seemed so simple. Brad got 
sick. He went to the doctor, who referred him to 
more doctors. They conferred, came to a con-
sensus, and Brad was treated fast and with 
ongoing checkups, still to this day. As I listened 
to her, some thoughts occurred to me: Wait a 
minute, I’m the parent, not the doctor. Why am 
I the one to decide how to treat Brad’s autism? 
This is crazy. They laid out a step-by-step plan 
for his brain tumor, yet parents are left on their 
own to put their child’s autism treatment plan 
together.

Nobody said, “Your son has a brain tumor, go 
home, do some research, and figure it out for 
yourself.” With autism, everything had been left 
to me. Most parents end up in similar situations. 
Suddenly, you’re responsible for coming up with 
your child’s treatment plan. The doctor will give 
you some options to investigate, such as calling 
your local school district, perhaps starting ABA 
therapy, speech therapy, and/or occupational 
therapy. Often, you’ll find the providers you 
speak to will have differing opinions.

Thankfully, we made it through the brain 
tumor, although we’re still dealing with it 
10 years later. But that experience offered such a 
stark comparison to everything I’d experienced 
with his autism diagnosis and in the years follow-
ing. Imagine a brain tumor feeling…easy. Why is 
autism treated so differently in the medical com-
munity? Especially as diagnoses are increasing at 
such a rapid rate. The CDC website has many 
statistics that prove this. Around 1990, the year 
Brad was born, a range of 2–7 kids per 1000 were 
diagnosed with autism. In 2016, a similar study 
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of 8-year-old children in 11 communities showed 
a prevalence rate of 1  in 54 (Maenner et  al., 
2020). That’s a big jump in a small amount of 
time. We’ve gotten good at diagnosing autism, 
but the treatment protocol hasn’t changed much. 
It’s still largely left up to the parents to decide 
how to treat their child’s autism.

We now know that behavior interventions are 
the gold standard of autism treatment. Doctors 
are beginning to say, “Yeah, you should get some 
intense ABA therapy.” But largely, the collective 
experience still involves parents leaving that first 
meeting without a treatment plan in place, with-
out specific recommendations, and left to piece 
their child’s treatment together. Frankly, it feels 
like being pushed off a cliff. I’ll tell you about my 
cliff later.

 To a Widely Varying Audience

To anyone reading this who isn’t the parent of a 
child with autism, I believe there are valuable 
takeaways here for you too. Maybe you’re a prac-
titioner, physician, extended relative, teacher, 
speech therapist, friend, neighbor, or maybe you 
just love somebody with autism. At this point, 
everybody knows someone with autism. For you, 
I have something incredibly helpful. Hopefully 
you’ll get some perspective, but I also hope you 
take away an increased sense of empathy.

You’ve heard the famous quote about walking 
a mile in another man’s shoes. You might’ve even 
heard the phrase, “To understand a man, you 
need to walk a mile in his moccasins.” While this 
quote is often incorrectly attributed to various 
Native American tribes, it comes from a famous 
poem by Mary T. Lathrap (1895) entitled Judge 
Softly

.Pray, don’t find fault with the man that limps,
Or stumbles along the road.
Unless you have worn the moccasins he wears,
Or stumbled beneath the same load.
There may be tears in his soles that hurt
Though hidden away from view.
The burden he bears placed on your back
May cause you to stumble and fall, too.
Don’t sneer at the man who is down today

Unless you have felt the same blow
That caused his fall or felt the shame
That only the fallen know.
You may be strong, but still the blows
That were his, unknown to you in the same 

way,
May cause you to stagger and fall, too.
Don’t be too harsh with the man that sins.
Or pelt him with words, or stone, or disdain.
Unless you are sure you have no sins of your 

own,
And it’s only wisdom and love that your heart 

contains.
For you know if the tempter’s voice
Should whisper as soft to you,
As it did to him when he went astray,
It might cause you to falter, too.
Just walk a mile in his moccasins
Before you abuse, criticize and accuse.
If just for one hour, you could find a way
To see through his eyes, instead of your own 

muse.
I believe you’d be surprised to see
That you’ve been blind and narrow-minded, 

even unkind.
There are people on reservations and in the 

ghettos
Who have so little hope, and too much worry 

on their minds.
Brother, there but for the grace of God go you 

and I.
Just for a moment, slip into his mind and 

traditions
And see the world through his spirit and eyes
Before you cast a stone or falsely judge his 

conditions.
Remember to walk a mile in his moccasins
And remember the lessons of humanity taught 

to you by your elders.
We will be known forever by the tracks we 

leave
In other people’s lives, our kindnesses and 

generosity.
Take the time to walk a mile in his 

moccasins.
Great sentiment, right? But what does it 

mean? I’m sure you get the gist. A mile might be 
a measurement, but it can feel incredibly differ-
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ent depending on the terrain and who is doing the 
walking. If you take a hundred people and give 
them a hundred different miles, they’ll have 
wildly varying experiences. A mile in the snow 
and ice means wearing a coat and winter boots. 
That wouldn’t be an effective strategy for some-
one who needs to walk a mile in the desert or the 
forest.

If you’re not a parent of a child with autism, I 
want to encourage you to be sensitive to the jour-
neys these parents are on. Each family has their 
own set of circumstances, which could include 
varying economic standings, their careers, how 
much support they have from extended family, 
how close they are to certain doctors and provid-
ers, and on and on. Probably the most important 
part of their journey involves where their child 
falls on the spectrum.

 Why the Differences Matter

You’ve heard this before. You know this. Autism 
is a spectrum. As a phrase, it’s now blended into 
our collective vocabulary. People throw it around 
casually. Maybe it even makes them feel like an 
expert. But what does it mean? It’s important to 
define what it means to me, because my experi-
ence comes from my very specific perspective. It 
has everything to do with where my son is on the 
spectrum. But it also has to do with the vast 
autism symptoms of the individuals I’ve met dur-
ing my career.

The best way I know how to describe the 
spectrum is with comparisons. Many people end 
up diagnosed with diabetes. Some only need 
diet and exercise to manage it; others need insu-
lin. Unfortunately, many people are also diag-
nosed with cancer. Some of them are labeled as 
being in stage four; others are in stage one. Not 
to mention the many types of cancer that behave 
differently depending on where they present in 
the body. Even though the patients have the 
same overarching condition, such as diabetes, 
you wouldn’t treat a Type I and a Type II the 
same. They would have different needs, proto-
cols, and medications. And nobody would argue 
with that.

However, many people with autism are out in 
the world, advocating for themselves. They’re 
saying, “We’re fine. You don’t need to fix us. We 
don’t need to be cured.” Of course, they are, and 
of course they don’t. They have theory of mind 
and are functioning well in society. But they may 
not speak for the person who lives with symp-
toms that lead them to bang their head on the 
floor 300 times a day, has no functional commu-
nication, and needs 24/7 care.

Arguing for simple acceptance as a point of 
view about a disorder with a broad ranging spec-
trum is a big swing. It would be like a community 
of diabetes patients saying they don’t think any-
one should have insulin because they don’t need 
it. “You should just control your diabetes with 
diet and exercise, like we do.” Sounds funny, 
doesn’t it? But that’s exactly what’s happening in 
the autism community right now.

If you’re a self-advocate, that’s wonderful. In 
this chapter, when I share stories about treat-
ments both valid and invalid, maybe those stories 
won’t apply to you. I’m talking about the people 
who sometimes can’t tell you if they’re thirsty or 
their stomach hurts, if they’re hungry or they 
have a toothache. The people who can’t tell you if 
they’re being bullied or molested.

Should somebody like Elon Musk be able to 
speak for a person with autism who has self- 
injurious behaviors? What about those who have 
no sense of personal safety and will wander 
away? Or those who won’t answer to their name? 
No, because Elon’s mile is different than the mile 
of somebody with moderate to severe autism.

 My Story and Brad’s Story

Brad has two diagnoses. Tuberous Sclerosis 
Complex (TSC) is a neurological condition 
where in about seventy percent of cases, autism 
ends up being associated. At 4 months, he began 
to have seizures. We started going through test-
ing. At 6  months, we took him to the hospital. 
That’s when the x-rays and scans began. They 
pointed out little spots on his brain.

He was formally diagnosed at about 9 months. 
After that, we were sort of on the lookout for 
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autism. By age two, he was diagnosed with autis-
tic tendencies. By four, he had a full-blown 
autism diagnosis. So, for me, it wasn’t a shock. I 
was prepared. In our day-to-day life, at that point, 
autism took front and center. The other diagnosis 
fell away until the brain tumor years later.

It’s easy to talk about it factually, but I still 
remember going to see the doctor at UC San 
Francisco the day of Brad’s formal TSC diagno-
sis. We had Brad in a stroller that was laid flat. He 
was on all fours, rocking back and forth. More 
like revving, like a tiny little anthropomorphized 
car. I remember thinking maybe that meant he 
was going to start to crawl soon. I knew he was 
behind the curve developmentally. Most babies 
sit up at 4 or 5  months. At 9  months, he still 
wasn’t.

That day, the doctor was compassionate, but 
matter of fact. He didn’t sugar coat anything. He 
was an older man in his sixties. Every doctor has 
a sense of authority, but he especially projected a 
sense of finality as he summarized his thought. 
Everything leading up to his point was a blur, but 
I remember the takeaway clearly. He recom-
mended institutionalization for my 9-month-old 
baby. It almost felt like he was arguing for it. The 
message was clear; we shouldn’t expect much 
from our son. We should put him away some-
where and go on and live our lives.

He wasn’t trying to be cruel. He was trying to 
set expectations. In a strange way, I’m grateful. 
He prepared me for the permanence of Brad’s 
disability. But his recommendation? It felt wrong. 
I was only 24 years old, but I told him my gut 
feeling. Even though Brad wasn’t crawling or sit-
ting up on his own, I could see the light in his 
eyes. I could see my infant working things out.

“I’m not putting my baby in an institution.”
When we got home, Brad dropped his pacifier. 

When I cleaned it off and gave it back to him, I 
put it in his mouth the wrong way intentionally. 
Brad turned it around immediately. He flipped it 
with his tiny hands, putting it back in his mouth 
the right way. I pointed this out to my husband at 
the time, “See? I know he can learn.”

As I was holding Brad, we collapsed into each 
other’s arms. We both cried. We were just told 
that our baby was going to be severely and pro-

foundly intellectually impaired. I knew it wasn’t 
true. This was the cliff moment. A doctor had just 
shoved us off the edge. We knew some of what he 
said was true, but the only alternative was one we 
weren’t willing to take. Because it wasn’t right. 
The doctor that day knew only what the available 
research could tell him up to that point. But I 
knew my son.

I wanted to hear something more definitive. 
Anything other than a basic shrug of the shoul-
ders and a very elaborate version of, “Well, then 
I don’t know what to tell you.” Tell me something 
with a clear prognosis, not one now and one I 
may get a couple years down the road. I had no 
idea what to aim for or expect.

The next day, I went to the library. I scanned 
through microfiche. Remember, this was 1991. I 
browsed through old books I could tell nobody 
had touched for years. They weren’t worth check-
ing out because they contained such little infor-
mation. Honest to God, my only point of reference 
for autism was Rain Man. The tiny little bit of 
information I got from the library was so bad, it 
told me that the outlook and prognosis for my son 
was not very sunny. In fact, according to what I 
read, it felt downright grim. I left the library feel-
ing like my life was over. Like I’d never be happy 
again and Brad and I would be followed by a 
black cloud forever.

On top of all that, we were still dealing with 
the seizures. Once a day, we had to give Brad a 
shot that helped control them. Giving my baby a 
shot every single day that made him cry, sticking 
a needle in his perfect little chubby thigh, and 
being afraid he would start to associate me with 
pain was all too much. Oh, and I also had a 
3-year-old at the time.

I felt sad. I was in shock. I was just trying to 
make sense of something we were told was going 
to happen but hadn’t happened yet. I also didn’t 
know to what extent it was going to happen. How 
intellectually impaired was he going to be? I was 
trying to trust what I felt to be true with my 
maternal instincts. At the same time, I was worry-
ing the doctors were right.

My husband worked for an airline. I had the 
same routine every night. I’d make dinner for 
everyone. He’d leave around nine. I’d get the kids 
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to bed. I’d clean up the kitchen, tidy the kid’s 
playroom, do the laundry, and I swear time would 
stop. It felt like everything took an eternity. 
Everything became difficult and heavy. Frankly, I 
was scared, lost, and alone. Even though I 
couldn’t sleep, I stayed in bed. I shut down.

Then something magical happened. Something 
simple. My mom came to visit unannounced. She 
was in her mid-fifties. She was 5′ 8″, slim, and an 
extrovert. Her hair was short, and she frosted her 
naturally wavy locks. In fact, she was adventur-
ous with her hair color. Not that she’d have pink 
or blue hair, but she wasn’t stuck on one color. 
She was still young and could never decide if she 
was a blonde, a redhead, or a brunette, so she 
chose each of them depending on her mood. She 
had a classic style, loved fashion, but wasn’t 
afraid to experiment either. She was a lady 
through and through.

She grew up an only child, lost her father at a 
young age, and became a nurse  – eventually 
becoming a hospital administrator. All that to say, 
she was a natural caretaker. Our phone conversa-
tions had clued her in, even though I was doing 
my best impression of a mom holding it together. 
My tone was off. She drove from where she lived, 
an hour away because she knew something was 
wrong. When she arrived, the kids weren’t 
dressed. The house was a mess, and I was in bed 
in the middle of the day. Honestly, the odds are 
pretty good that I hadn’t showered in a while.

She tended to the kids. They were happy to see 
her. At first, I was excited. I thought maybe she 
came to take care of them so I could stay in bed 
and cry. Instead, she gave me the talk, but gently. 
She sat on the edge of my bed and brushed the 
hair out of my face as I sobbed.

“You have to get up and out of bed. You have 
two kids to take care of, whatever happened with 
Brad, this is the hand that life has dealt you. You 
have two choices. You can feel sorry for yourself, 
or you can go out and do the best you can for 
Brad and get him everything he needs so he can 
be the best Brad he can be. What are you gonna 
do?”

I remember answering meekly, “Well, I guess 
I’m gonna go and try to get Brad the best so he 
can be his best.” I wanted to stay in bed and feel 

sorry for myself, but I knew the right answer. The 
only real choice she gave me was the right 
answer.

Mom replied, “Okay. What do we need to do 
first?” She understood. She had sympathy. But 
she knew the best thing was to get started, right 
away. Sure, we both had hopes. We thought 
maybe he’d grow out of it. We didn’t know what 
we know now. But it was time to get back to the 
research. Make the phone calls. There was no 
Autism Speaks. There was a very small Tuberous 
Sclerosis Foundation, but mostly made up of vol-
unteers trying to raise money for research. There 
was nobody I knew to call who could give me 
advice. I had to figure this out on my own.

I got him enrolled into infant stimulation 
classes, speech therapy, occupational therapy, 
and physical therapy. I focused on getting him to 
appointments. Monday through Thursday 
involved long drives. That was my life in those 
early days, getting Brad back and forth. All while 
living the rest of my life with my husband and 
3-year-old, while trying to run a house, making 
sure dinner was on the table, laundry was clean, 
and food was in the refrigerator. All the things a 
parent does.

My plate was comedically overfilled. Messily 
overfilled. It was slippery pasta falling off the 
sides. Not even necessarily relating to autism, but 
just having a child who wasn’t hitting the recom-
mended milestones felt frustrating. I was 24 years 
old and hanging on for dear life. My husband 
worked hard; he went to work and made sure we 
had health insurance and as much financial sta-
bility as we could have. Brad’s dad was very 
present. Just because I felt alone doesn’t mean I 
was alone. He had his grief and stress, too. He 
was a good dad, kind, patient, and loving.

I thought a lot about the spots they showed me 
on his brain scans, those tiny little pinpoints. I 
could picture myself just placing my finger on his 
brain, scraping them away. Why can’t I just do 
that? But I couldn’t. I couldn’t fix this. Here’s 
what I could do. Watch his therapy.

The therapists would sit with him and cheer-
fully coach him on what looked like play, but 
what was really developing skills. They had a toy. 
It was a yellow plastic pot with a blue lid. It came 
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filled with fake shiny vegetables. “Okay, put it in 
the pot,” they’d say, referring to broccoli or a car-
rot. They repeated this over and over. Put the veg-
etables in the pot, one by one. Fill it up. Dump it 
out. Do it again. That was something I could do. 
Buy that toy and do what I saw them do at home.

I could watch these therapists, who were much 
older than me, and I could repeat everything they 
were doing. The speech therapists, occupational 
therapists, physical therapists, and the lady who 
ran the infant stimulation classes. I could go 
home and do everything they did with Brad. 
Bringing these exercises into my home helped 
me regain a deep-seated, much-needed sense of 
control. Finally, I could do something.

Brad didn’t have to wait for a weekly appoint-
ment anymore. I continued his therapy at home. 
Not just with a pot of vegetables, but with all 
kinds of objects and actions. I could cheer him on 
when he performed whatever action I asked him 
to do. I could cheerfully say, “Yay!” and celebrate 
every small victory. I didn’t have to stand on the 
sidelines and just let this happen to me. I could 
teach him and help him acquire skills faster.

This set me on the path to becoming a 
speech therapist, which eventually led me to 
LittleStar. But along the way, everything was 
moment by moment. It wasn’t a neat and clean 
movie montage. I didn’t get everything together 
in a linear fashion. I needed breaks. And some-
times, the breaks weren’t even breaks. Because 
something else was emerging during this time. 
Anxiety.

I still remember the first time I tried to have a 
personal day. Mom stayed with the kids, and I 
went somewhere that made me happy, where 
everything was sorted and organized. I went to 
Macy’s. I wanted to get out of my head for a little 
while and into the world, back to something I 
loved and enjoyed, shopping. Even though we 
didn’t have a lot of money, I loved cruising the 
cosmetic counters and asking for samples, smell-
ing all the pretty jars, sitting in a chair, and hav-
ing someone play with my makeup.

It was a nice escape at first. Then I rode the 
escalator down to the children’s section. Racks 
of neatly pressed little clothes in primary colors. 
Everything in its place, just as I had imagined. 

Only here, that feeling of comfort suddenly and 
mysteriously began to slip away. The walls 
closed in. It was as if all the little hangers began 
to clack together, like someone was pushing 
them too close. The clothes multiplied. I lost my 
breath. I began to sweat. My pulse quickened. I 
wanted to jump out of my skin. I’d never experi-
enced this feeling before and genuinely believed 
I was having a heart attack. It was not pleasant. 
I needed to get outside, fast. I needed to be in a 
bigger space with the cool air and the sunshine 
and then, I needed to get home. To my safe 
space.

I don’t know if I really ran or if I just felt like 
I was fleeing. For all I know, nobody noticed. I 
didn’t connect the dots at the time, but in retro-
spect, this was very clearly stress trying to leave 
my body. This was the first of many panic attacks 
that would stay with me for a long time. As of 
writing this, I’m still dealing with them. My anxi-
ety comes and goes like waves on a shore. It’s an 
old familiar feeling, an unwelcomed 
acquaintance.

Another great word for this feeling is dread, 
the fear of the unknown. It’s tied up in every bad 
moment. Parents of kids with autism are often 
left wondering what will happen to their child 
when they pass away. Is my kid going to end up 
in a home? What kind will it be? Who will check 
on them when I’m gone? I believe this is a prob-
lem we can solve long term as a community, but 
I didn’t have access to that hope back then in the 
early times. We’ll get to that later.

 On Dealing with Outside 
Perspectives

In the beginning, for me, there were no outside 
perspectives other than doctors and therapists. As 
Brad grew, I inevitably heard from parents who 
weren’t in our community. There were a lot of 
theories on how I needed to discipline Brad more 
intensely. Like that would help.

I didn’t even have a community until around 
2004, when I joined LittleStar. That’s when I 
started to hear more internal opinions as I found 
other autism parents. These were tough to parse 
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through too. Even 17 years ago, there was much 
less consensus on what autism was and how to 
treat it. Because of that timeline, I have a differ-
ent perspective than parents who have children 
getting diagnosed now. Even parents going 
through this 10  years ago heard very different 
information, but at least for them there was still 
an autism community. You’re somewhere on your 
own timeline. You’ll hear a lot of advice, too. The 
best gift you can give yourself is to learn how to 
be a savvy consumer, how to find out what’s sci-
entifically valid and what’s bunk. I have some 
questions you can use as metrics.

 1. Are you being told that one particular person 
is the only one who can do a specific treatment 
with your child? If so, run the other way. Any 
type of treatment should be replicable. There 
isn’t just one doctor on the planet who can do 
a heart transplant. The process exists and has 
been as close to perfected as possible. Any 
treatment you seek for your child should meet 
the same standard.

 2. Is the science they’re sharing peer reviewed? 
A lot of people will make wild claims. Some 
will go as far as (basically) touting magic 
powers. Put on your investigator hat. In fact, 
there’s several places where you can begin to 
fact check some of the claims you’ll hear. One 
I trust is: www.asatonline.org. Anybody can 
go to this website, search for therapies, learn 
what they are, what the research is, etc. It can 
save you countless hours of feeling like you 
need to know and understand every therapy 
you hear about.

 3. Finally, ask yourself, will this help lessen my 
child’s autism symptoms or will it just be fun 
and enjoyable for them? Many therapies claim 
to work wonders. Maybe for some, they do. 
But if you’re on a limited budget, like most of 
us are, it’s important to learn the difference in 
creating happiness and enjoyment versus 
something that will lessen the symptoms of 
autism. Ideally, you’ll be able to do both. Take, 
for example, dolphin therapy. Your kid might 
think it’s fun. That’s great. Nobody is going to 
argue that fun is bad for any child. If you can 
afford it and it makes them happy, go for it.

Equine therapy? Again, maybe your child will 
love it, but will it help remediate or lessen the 
symptoms of autism? No. It’ll make them happy 
and be fun, but it won’t reduce their repetitive 
stereotypical behavior, difficulties with social 
interaction, or communication skills in general. 
Being with a horse isn’t going to help them make 
better eye contact.

Try to make a direct correlation to the area 
that needs progress with the help you’re seeking. 
Nobody says, “You’ve just been diagnosed with 
cancer? Go get a horse!” Yet I hear that repeat-
edly after a new family comes to LittleStar for the 
first time. Dear America, stop telling everyone 
with autism to ride a horse. Horses are great. But 
they don’t fix autism.

Pilates is good for me. I enjoy it. I’ve been 
doing it since 2011. It’s therapeutic. But it’s not a 
treatment for any medical condition I might have.

In more sinister corners of the Internet, you’ll 
find even worse. These are places full of parent 
testimonials. You have therapies that are proven 
to cause harm. Chelation is dangerous. Simply 
put, don’t do it. Kids have died. PhDs and MDs 
have gone through this information with a fine- 
tooth comb, and it’s currently considered unsafe. 
In this case, please make the wisest decision. Be 
wary of parent testimonials. You don’t know if 
they’re being paid for it. You don’t know what 
other treatments their child is doing. Stay with 
the science.

In a broader sense, there are two approaches I 
see parents take repeatedly that leave them stuck 
in a loop of diminishing returns. I have names for 
these.

 The Shotgun Blast Approach

We see this all the time. The shotgun blast 
approach is exactly what it sounds like. It’s when 
parents decide to try everything they can think of 
all at once. They may simultaneously change 
their child’s diet, enroll them in equine therapy, 
and start supplements.

They do all this in addition to ABA Therapy 
and occupational therapy. The child begins to 
make progress. That’s good. But how do you 
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know what’s creating the change? If you start five 
things at once, you won’t know what’s truly 
working. That’s bad.

Often, we see parents credit the easiest 
changes for any real progress. Frankly, from my 
perspective, we’ll often be hard at work for a year 
on intensive ABA. We’ll just be approaching a 
breakthrough. The parents will say, “Oh, I just 
took sugar out of my kid’s diet! It’s working. 
Taking the sugar away has made him talk!”

No. It’s been the therapy he’s been in for a 
year. Cutting sugar out is good, but that’s not 
what creates long-term change. Wanting to try 
everything you can is understandable. Your 
child’s just been diagnosed. You’ve heard a lot 
about early intervention, and you just want to 
make the most of their time. So, you try every-
thing. You go all in.

When you get a bladder infection, you visit 
your doctor. He doesn’t put you on three antibiot-
ics all at once. You start with one and see if it 
works. If it doesn’t, you go back, and try another. 
The doctor repeats this until they find the right 
medication. In the meantime, maybe they test for 
other factors that may have led to the infection 
and do some general detective work. But they 
don’t throw every treatment known to cure blad-
der infections at you all at once. Think of your 
child’s autism in the same way.

A better plan is to choose one strategy at a 
time, try that and that alone for at least 2 to 3 
months, and see if it works for your child. When 
you take the slow and steady approach, you can 
really make the decision about whether a treat-
ment is working. You can lay a foundation. Then, 
you can add to that, bringing in something else 
that may support what’s already working. Aim 
for buildable.

 The No Stone Left Unturned 
Approach

We know ABA works. But every now and then, 
something new will appear. The immediate reflex 
for parents is to ask, “Do I need to try that for my 
child? He’s at a certain level and I know where he 

needs to make progress. But what if this new 
thing is the one thing that will make him talk?”

It’s optimistic. I understand the temptation. 
We all wonder if there’s going to be a magical 
moment. The desire to live out that story is a 
strong pull. I’ve seen this with sand therapy, 
hyperbaric chambers, expensive supplements, 
chelation, or whatever is shiny and new.

The danger here is the potential for wasted 
time and money. Not to mention the way intro-
ducing new treatments to established plans may 
even interfere with current progress. Returning to 
the list of questions here is important. What does 
the research say? Are you willing to wait until 
there is research to prove its merits? Even waiting 
to see if a new treatment is still around in 6 
months could be smart. Don’t get addicted to the 
next great miracle promise. It means you’re 
always chasing something. And here’s a hint: if 
insurance doesn’t pay for it, it may not have 
strong scientific backing behind it yet. While 
you’re chasing these new therapies, your child 
could be losing time in the one therapy that is 
proven to work, ABA. You may have all the 
money in the world, but you only have 24 h in the 
day, just like everybody else. Always consider, 
what’s the best use of your child’s time?

Culturally, we’re obsessed with quick fixes. 
I’m no different. But the way I fall to it, the stakes 
are low. Can I just be embarrassingly honest? I’m 
always looking for the mascara that’s going to 
change my life. I’ve tried them all. Even though I 
have my favorite brands, I must keep trying any-
thing new that comes out. It’s a compulsion, but a 
harmless one. I keep thinking I’m going to find 
something better. But spending 36 dollars on a 
new tube of high-end mascara doesn’t really cost 
me anything in the long run. I can even call it 
self-care. It’s fun. It’s a hobby. It’s not wasting 
my child’s time.

We all live in a “no stone left unturned” mind-
set. We can upgrade almost anything we want, at 
any time. I could find a salon that could turn me 
into a blonde today. If we don’t like our spouse, 
we get a divorce. Want blue eyes? Pop in some 
contacts. Do you feel like your breasts are too 
small? You can get bigger ones. That’s fine for 
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you. Those changes are easy. Unfortunately, 
autism isn’t that easy to change.

It may sound silly to compare these superficial 
changes to different autism treatments. But the 
psychological temptations we face and how we 
respond to them have a high impact on our kids. 
Fads come and go. But we know that behavior- 
based interventions are currently the best treat-
ments with the best results in lessening symptoms 
of autism. They teach new behaviors and decrease 
unwanted behaviors. We know this. But so many 
parents are on a never-ending quest for some-
thing easier.

Right now, even the most hopeful research is 
being spent on finding out what causes autism. 
Maybe someday, hopefully someday soon, we’ll 
know what it is. But there isn’t currently a pill 
that can simply cure it. It’s not a bladder 
infection.

This is the dirty little secret of the autism com-
munity; people want a cure, and they’ll do any-
thing to get it. If we need to accept autism, we 
need to accept it for what it currently is, and that’s 
something for which there is no cure. Autism is a 
disability. Even reading that may feel upsetting. I 
understand. But focusing on what’s real and what 
works can not only offer you peace, it can also 
keep you grounded in what’s best for your child.

 Hooray for Hollywood

In addition to expert opinions from well-meaning 
strangers, friends, and family, you’ll need to 
develop a thick skin against them and pop cul-
ture. I want to start this section with some good 
news/bad news. Your child is probably not going 
to grow up to be The Good Doctor. That’s good 
because frankly, he’s a little boring. That’s bad 
because it means you might need to get comfort-
able with relinquishing what I like to call, the 
genius fantasy.

I don’t want to be shocking or controversial, 
but did you know that sometimes Hollywood gets 
it wrong? I know. Like I said  – shocking. But 
there is so much relief in giving up the glossy TV 
fantasy of what autism looks like in adults.

First, there aren’t a lot of Hollywood portray-
als of autism. So, the odds are stacked against 
them to begin with, hardly seems fair. Among 
that small selection, mostly the high end of the 
spectrum is represented. We see characters who 
are less symptomatic, like Max Braverman from 
Parenthood.

We can forgive movies and television though. 
It’s their job to romanticize and glamourize life. 
People want to see the human spirit being uncon-
querable. We want to watch stories that make us 
feel like we can accomplish anything. It’s why 
the movie version of Rain Man had special math-
ematical skills (Yes, he was based on a real per-
son, but the movie chose to highlight very specific 
qualities of his.). It’s why The Good Doctor has a 
photographic memory. We want the 
superpowers.

We want to see the autism, but we don’t want 
to feel bad about it. Most fictional characters with 
autism are high functioning while in reality, most 
people on the spectrum are moderately to severely 
impacted. Hopefully there will be more realistic 
portrayals of autism on TV or in movies soon. I 
do worry about the average person’s perception 
of autism and how it might affect the community 
of families who live with it every day.

You’ve learned that empathy matters, that the 
spectrum is incredibly broad, that you need to vet 
opinions and discard most media portrayals. 
What else lies ahead on the road to being the par-
ent of an adult with autism? Get ready, it’s excit-
ing…more of the same paperwork we’ve been 
filling out since our child first got diagnosed.

 The Practicals

I only have so many pages here, so I’ll try to keep 
most of these points short. Think of this as a list 
of things you can begin to think about, a sort of 
primer.

 1. You’re likely eligible for Medicaid. Will it 
involve the aforementioned paperwork? Yes. 
Could it be life changing and worth it? Also, 
yes. It’s not for the faint of heart, a few times 
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a year I must sit through what I lovingly call 
the Brad Still Has Autism meeting. It’s a for-
mality. There are two types of Medicaid. One 
is based on income; the other is based on dis-
ability. As soon as your child gets diagnosed 
with autism, they will be eligible for Medicaid. 
Sign up for it right away. When your child 
turns 18 years old, they may qualify for 
Medicaid based on their income. Don’t put it 
off, you’ll be glad you have it.

 2. Look into a special needs trust fund for your 
child. There’s a systemization to this process 
than can set them up for a well-funded future. 
Just know the option exists and can bring you 
great peace of mind. You’ll need a special 
needs attorney for this.

 3. Be prepared for therapies to change as your 
child grows. That may sound like a no-brainer. 
But they’ll progress in their skillset and need 
to move on and learn new skills, just like all 
people do. A lot of parents seem unprepared 
for this until they settle into the rhythm of 
steady change that can only come with years 
of experience. I want you to know that change 
is always coming, even in therapy. Make 
peace with it. It’s usually good.

Focus on therapy that’s medically neces-
sary that most insurance companies will pay 
for. If you narrow your lens, you’ll feel less 
overwhelmed by the possibilities. Learn the 
word “reauthorization” too. It’ll come in 
handy.

 4. You’ll get greater results from most therapies 
if you stay consistent with them at home and 
in the community. Just like when Brad was 
little and I recreated his therapy at home and 
he made faster progress because of it, the 
same is true for adults.

 5. ABA is for everyone. Somewhere along the 
way, it got the reputation as being something 
for kids with behavioral issues. It’s for any 
child who is behind their typical peers. They 
work on learning new skills and unlearning 
unwanted skills. It’s really that simple and it 
helps. Am I biased? Sure. But I’m biased 
because I’ve seen years of results.

 6. Be prepared to have to obtain guardianship of 
your child when they turn 18 years old. This 

process will involve a special needs attorney 
and will take some time, so it’s something 
you’ll want to start looking at around the time 
they’re 16 or 17 years old.

 7. If your child attends public school, you’ll 
quickly learn about IEPs. You can always 
reach out to an advocate if you feel like your 
school is not providing an appropriate 
education.

 8. Right now, you might be immersed in child-
hood and adolescent issues. But one thing to 
always keep in mind is this; your child will 
only be a child for 18 years. They’ll be a 
grownup for a lot longer than that. Everything 
you do now is to prepare them for adulthood, 
which hopefully is 60 years or more. Get them 
into therapy as early as you can so they can be 
prepared for the most independent adulthood 
possible.

You don’t have to learn this all at once. Just make 
a mental note of what’s been mentioned here. 
When it’s time to dive in, you’ll know because 
it’ll be a topic you’re facing personally.

 Taking the D Out of PTSD

Those tips are designed to help your entire fam-
ily. But what about you? What about the stress 
and anxiety of raising a child with autism? If 
your child is an adult, you may be very familiar 
with this topic. If your child is still young, you 
might want to prepare yourself for what could be 
coming. By now, you know how my anxiety 
started. What you don’t know yet, is that it still 
continues. The progression was so intense, that at 
one point, I literally thought I was going crazy.

Turns out, I wasn’t and I’m not alone. Recent 
research done in Australia (Stewart et al., 2020) 
showed that nearly one in five parents of children 
with autism had PTSD. Symptoms seemed more 
likely in parents who have children with self- 
harming or aggressive behaviors. In the same 
study, although parents of typically developing 
children may have symptoms of PTSD, they did 
not meet the clinical criteria for a PTSD diagno-
sis. Post-Traumatic Stress Disorder or Generalized 
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Anxiety Disorder are things you’d expect to find 
in a soldier returning from war, but anyone who 
experiences trauma can encounter them.

Our bodies need to deal with stress. They’re 
alerting us to danger to protect us. It’s an ancient 
biological system and frankly, it works. The word 
disorder feels out of place to me. Our bodies 
aren’t responding to stress in a disordered way. 
They’re responding appropriately. Therapy and 
medications can help. You may need them. But 
the biggest gift you could give yourself when 
dealing with anxiety is acceptance.

Accept that there’s nothing wrong with you. 
Anxiety is not a character flaw. You are under 
constant stress that most people aren’t, so give 
yourself grace. Just as you shouldn’t chase your 
tail searching for a miracle fix for your child, you 
also don’t need fixing. You need care.

You wouldn’t say to a soldier, “You’re home 
from war, get over it.” PTSD and anxiety may 
stick around for them, and it could be the same 
for you. Don’t be mad at your body. Treat your-
self the same way you would if you contracted 
any other illness. Seek treatment, adapt, and 
move forward. Don’t be hard on yourself. Don’t 
second guess yourself. You’re not going crazy. 
You are not less lovable or less worthy than any-
one else. You don’t need to beat yourself up. 
Show yourself the same compassion you’d show 
to a returning soldier or a loved one dealing with 
any type of medical diagnosis.

In a way you’re fighting your own little war. 
But your tour of duty lasts a lifetime. You may 
never have any problems with this. I hope you 
don’t. But if you do, remember there are a lot of 
people out there dealing with these issues. If you 
can, talk to other parents who are familiar with 
your very specific autism-related challenges or 
seek therapy.

 On Peers

Speaking of reaching out to peers, our kids need 
theirs just as much as we need ours. Can I tell you 
something I hear over and over from parents that 
drives me batty? (Don’t feel bad if you’ve said it 
too, it’s sort of in the invisible handbook of 

Things That Other People Tell Us that’s magi-
cally delivered to you along with your kid’s diag-
nosis. It’s right after the chapter titled Hey, Let’s 
Try Equine Therapy and just before Cutting Out 
Gluten Solves EVERYTHING.)

I can’t tell you how often I hear a new parent 
say, “I should probably enroll my child in pub-
lic school so they can be around their typical 
peers.” We know from studies that kids with 
autism don’t learn from their typical peers 
(Wolfberg et al., 2012). Wolfberg et al. (2012) 
found children with autism face distinct chal-
lenges in social and imaginary play. Without 
explicit support, they are likely to remain iso-
lated from peers and the consistent interactive 
play that encourages developmental growth. 
They have their entire life to be around typical 
peers. What they need right now is good, inten-
sive therapy. Most children with autism don’t 
have imitation skills, which is how typical chil-
dren learn. You often see children mimicking 
dad shaving or mom vacuuming. There’s a rea-
son why kitchen playsets, toy cars, and pretend 
phones are popular toys. If being with typical 
peers helped, we’d just…do that. Unfortunately, 
it’s not that simple.

Beyond that, what really defines a peer? Is it 
simply age? I consider people my peers when 
they share my interests or experiences, when we 
get along, and especially when we choose each 
other. It’s insulting to think two people with dis-
abilities having a friendship isn’t as good as a 
disabled person having a friendship with a “typi-
cal” person.

My son is an individual. He likes to go swim-
ming and watching comedies. He can rattle off 
Chuck Norris facts like nobody’s business. He’s 
hysterical and he makes laugh out loud. He’s not 
a big animal person, but he absolutely loves his 
dogs. Sports aren’t his favorite; he’d take city life 
over country life any day. People with disabilities 
have just as many likes and dislikes as anyone 
else.

For example, he loves ceiling fans. It’s been a 
“special interest” for him for as long as he can 
remember. He likes to take pictures of them and 
catalogue them. He’s not the only one. He found 
other people with and without autism who love 
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ceiling fans. The Internet isn’t all bad. Those are 
his peers.

 On Community

What do you get when you group a bunch of 
peers together? You get a community. This expe-
rience is sort of built-in during childhood because 
of school, therapy, and services that are more 
readily available to children. But it can be a chal-
lenge when they hit adulthood as many of the ser-
vices disappear.

Here on Team Autism, not only do we need to 
work to provide them with community when 
they’re young, we also need to plan for their 
future. That entails finding people that will accept 
and embrace them after we’re gone, for example, 
places of employment and somewhere to call 
home.

Right now, the movement for community 
often looks like shared living situations. Maybe 
you’re familiar with this practice. If you’re not, 
it’s common to find a home in a residential neigh-
borhood that’s been earmarked as a group home 
for adults with disabilities. There’s typically a 
support worker present in the home, 24 hours a 
day.

The roommates in these situations may have 
different disabilities, but they’re frequently seen 
as simply being the same. They’re seen as a num-
ber. The match is made superficially, based on the 
fact that there’s a bed to fill and they need to be a 
certain gender. Ability, preferences, personality – 
none of that is considered. In addition to that, 
there’s such a shortage of adult living options that 
some parents just have to take the first available 
option, whether it’s the right fit for their child or 
not.

Even though these group homes are in subdi-
visions, (the community) you don’t often find 
that these folks are being invited to the neighbor-
hood barbecues. Even though they live in a com-
munity of typical people, they’re generally 
isolated. They may have each other, but they’re 
still set apart.

When it comes to having each other, I put that 
in loose terms. What are the odds you would get 

along with roommates who were chosen for you 
because of a random commonality? Being thrown 
into a house with three other people because you 
all have a disability doesn’t automatically make 
you best friends. You might not even like each 
other.

Residents in these situations are often forced 
to attend group activities together, even when 
they may not want to. If Johnny wants to go to 
Bible Study on a Tuesday night, the whole house 
may need to attend because there’s only one sup-
port worker to go around and nobody can be left 
at home alone. To be blunt, I don’t think that’s 
very fair. I don’t recommend abandoning the 
model altogether. But I do recommend re- 
examining it and reframing it as just one possible 
choice. Maybe this works perfectly fine for some 
people, but there’s no such thing as a one-size- 
fits-all solution.

I am suggesting we consider personalities, 
preferences, and commonalities. People with dis-
abilities should be treated as the individuals they 
are.

Let’s say that in the best-case scenario, every-
one clicks and gets along. Their differences 
become their strengths. That would be great, but 
it’s unlikely. Now imagine a community where 
there was more access to everything. Where there 
were more people and more choices, from the 
food, activities, to entertainment options, it would 
be great to simulate something closer to a college 
dorm. This model is already in practice in many 
retirement homes. When run by good people, it 
works.

We put 100 senior citizens into beautiful 
retirement homes just like this, where they’re 
allowed to come and go as they please, have 
guests, enjoy their apartments, cook their own 
food, or eat in the dining hall. It’s like living on a 
beautiful cruise ship. It’s where many of us hope 
to retire and end up someday. It’s considered per-
fectly normal, respectful, and dignified. But, if 
we tried to do the same thing with 100 people 
with disabilities, they’d call it an institution. 
Wealthy people could privately pay to have their 
son or daughter live in a community like this, but 
anybody who had to depend on Medicaid funding 
would never have access to a place like this. 
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Medicaid wouldn’t pay for it…because they’d 
think of it as an institution.

Access to variety and options can create 
meaningful friendships for anyone. But it could 
be life-changing for a person with a disability 
who just doesn’t have the opportunity to be near 
others that are like them, their true peers. Imagine 
a place where parents of children with disabilities 
also had a strong sense of community. You’d have 
a robust community of residents, parents, and 
support workers to share the load. That would 
certainly ease the greatest fear of any parent of a 
child with a disability.

What will happen to my child after I die? Who 
will take care of them?

This community would. Now imagine a world 
where there were enough of these communities 
that adults with autism who couldn’t live inde-
pendently even had a choice of properties. I’m 
not saying it’s the only option that could work, 
but it would be a vast improvement.

We want to be able to call a group of friends 
on a Tuesday night and go to the movies if we 
want. That’s living. I’d love to believe we could 
open our hearts and minds as a society to make 
room and carry out plans so people with disabili-
ties can do the same.

Let’s tweak the model of what we call an 
institution. Let’s change it. Let’s create beauti-
ful places to live where people can be protected 
from fraud and abuse, but also have, yes, I’m 
gonna say it again, choices, variety, and access. 
It’s a tall order. But it’s something parents of 
adults with autism think about a lot. I know I’d 
feel better if someone were working on it. 
That’s probably the next big hurdle for autism 
parents. We like to choose where we live based 
on our preferences. Our children should be 
afforded the same.

 Outro

So let’s talk about Cheez-Its. You do not have to 
be the world’s champion parent all the time. 
There’s no such thing as a perfect parent anyway. 
It’s okay to pick your battles, and it’s definitely 
okay to avoid circular arguments with your kid, 
at any age. Especially when the stakes are so low.

Sometimes you can just say, “You know what? 
You’re happy. I’m happy. We don’t need to fight over 
Cheez Its.” Depending on what kind of day you had, 
you might even want to say, “You know what? Eat 
the whole fuckin’ box.” And that’s okay too.
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Family Relationships 
and Individuals with Autism

Kate Fiske and Amanda Austin

For any family, a child’s transition to adulthood is 
a time of considerable adjustment. Parents who 
have grown accustomed to the routine, regular 
care their child once required may be both 
relieved and anxious about their child’s new-
found independence and ability to navigate new 
challenges—college, employment, adult rela-
tionships—without daily parental guidance. 
While this is a time of considerable transition, it 
is also one that most parents expect and antici-
pate as they raise their child. Children aging into 
adulthood is as much a rite of passage for parents 
as it is for the children, often marked by increased 
parental freedom, opportunity to focus on them-
selves and their pursuits, more focused time with 
their partner, as well as a time to watch what their 
children accomplish on their own. Though young 
adult siblings often experience a period of 
increased distance from one another as they 
explore their new independence, they may enjoy 
increased closeness in later adulthood (Neyer, 
2002) when their age difference is not as evident 

and commonalities in experiences are easier to 
identify.

When an adolescent has autism spectrum dis-
order (ASD), the transition into adulthood will 
look considerably different for families as the 
“launching stage” that is so frequently associated 
with that time is either postponed or permanently 
placed on hold (Krauss et al., 2005; Marsack & 
Perry, 2018). While parents of neurotypical chil-
dren may grapple with the “empty nest” that 
often results with their child’s transition to adult-
hood, parents of children with ASD may face a 
significantly different challenge. Individuals with 
ASD are the least likely to live independently 
when compared to young adults with other types 
of disability (Anderson et al., 2014). Even those 
adults who are able to live independently may 
require significant support from their family 
(Marsack & Perry, 2018), with parents and sib-
lings sharing stories of heightened involvement 
to ensure the success of the individual with 
autism in social, university, and employment set-
tings (Fiske, 2017).

Furthermore, many parents and siblings must 
consider events long past young adulthood; par-
ents have to worry about their own mortality and 
its resulting impact on their child’s future in a 
way that most parents do not. Siblings are acutely 
aware of the future, too. Sibling relationships are 
often the longest-lasting relationships that people 
experience (Carter et  al., 2020; Cicirelli, 1995; 
Goetting, 1986; White, 2001), and as such 
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 siblings are positioned to provide care and sup-
port to their brother or sister with ASD through-
out adulthood. The care that siblings provide to 
their brother or sister throughout their lives will 
uniquely influence the normative events they 
experience as well as their relationship with their 
brother, sister, and other family members.

Despite the significance of family relation-
ships in the care of adults with ASD, research 
primarily focuses on the experiences of family 
members of young children and adolescents. 
Furthermore, of the available research on family 
members of adults, a relatively limited body 
examines the experiences of siblings despite the 
increasing role they may take during their brother 
or sister’s adulthood. In the current chapter, we 
draw on the early research on the experiences of 
parents and siblings of young children and ado-
lescents with ASD, but also synthesize the 
research that has emerged examining the per-
spectives of these family members as they pro-
vide care for an adult family member with 
ASD. This growing body of knowledge about the 
experiences of parents and siblings has important 
implications for practitioners who support this 
unique of group of family members and provides 
direction for the field for both research and clini-
cal practice.

 Parenting a Child with ASD

The course of parenting is significantly altered 
when a child is diagnosed with ASD. Research 
has closely examined the impact of the diagnosis 
on the well-being of parents over time and exam-
ined the factors that can affect a parent’s adjust-
ment to their child’s diagnosis. Parents can 
experience a range of emotions at the time of 
diagnosis, including anger, guilt, and grief (Fiske, 
2017). Parents of adult children can often recol-
lect the exact moment that they learned their 
child was diagnosed with ASD with astounding 
clarity; the emotions associated with that event 
and the subsequent grief they experienced can 
bring a parent to tears decades later. Parents of 
children with ASD often reflect on the experience 
of diagnosis by likening it to a death in their fam-

ily. They recall the hopes and dreams that they 
had for their child as an infant and toddler, and 
how the resulting loss of those dreams—often 
coupled with the actual loss of skills in their 
child—resulted in extreme grief (Fiske, 2017). 
The grief and emotions they experience at the 
time of diagnosis remain and may resurge as the 
child ages and the parent is reminded of the long-
term nature of the child’s diagnosis, such as at 
birthdays and specific ages that typically are 
associated with normative milestones such as 
graduation from high school (Fiske, 2017).

Parents of children with ASD also experience 
significant stress, at levels higher than virtually 
any other parenting group, and report higher lev-
els of anxiety and depression than do parents of 
children with other disabilities (Abbeduto et al., 
2004; Bouma & Schweitzer, 1990; Bromley 
et al., 2004; Donovan, 1988; Hartley et al., 2012; 
Moes et al., 1992; Olsson & Hwang, 2001; Rao 
& Beidel, 2009; Yamada et al., 2007). The stress 
levels of parents are strongly related to the symp-
toms of ASD.  Parents whose children exhibit 
more significant social skills deficits or commu-
nication challenges report higher stress (Davis & 
Carter, 2008), and parents often reflect on how 
the difficulty understanding their child’s wants 
and needs is frustrating and heartbreaking for 
them (Fiske, 2017). Even more significantly, 
research has repeatedly demonstrated that the 
strongest driver of parenting stress is the child’s 
level of challenging behavior (Abbeduto et  al., 
2004; Olsson & Hwang, 2001). Parents who have 
a child with challenging behavior will be unsur-
prised by this finding. When a child engages in 
high levels of challenging behavior, the family’s 
life is incredibly disrupted and limited. Parents 
who have a child with challenging behavior have 
significant concern for not only the well-being of 
their child, but also for themselves and other chil-
dren in the home. The family routine may revolve 
around preventing the occurrence of challenging 
behavior, and family trips into the community for 
leisure activities may be impossible. Furthermore, 
families may have difficulty finding care for a 
child with significant challenging behavior, such 
that parents receive little relief from their time at 
home.
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The increased care required for a child with 
ASD means that parents may struggle to balance 
other aspects of their life successfully. Parents 
may elect to reduce their time in the workforce 
entirely, changing the trajectory of their career 
significantly (Cidav et  al., 2012). The financial 
impacts of raising a child with ASD are enor-
mous (Buescher et al., 2014). Furthermore, rais-
ing a child with ASD has a considerable impact 
on the parents’ relationships. Though some par-
ents report that their child’s diagnosis has 
strengthened their relationship with their partner 
(Fiske, 2017), research finds that parents of chil-
dren with ASD report a higher level of conflict in 
their marriages (Brobst et al., 2009) and, in some 
studies, a higher rate of divorce (Hartley et  al., 
2010). Parents of children with ASD have limited 
social support because of the increased need for 
childcare and also the small pool of parents who 
will understand their experience. Research has 
clearly demonstrated that parents’ perception of 
the amount of support they receive from others 
significantly impacts the stress that they report, in 
that greater perceived support is associated with 
decreased parental stress (Benson, 2012).

The bulk of the research on parents’ experi-
ences focuses on the experiences of parents of 
young children and adolescents. Significantly 
less research has examined the experiences of 
parents of adults with ASD, consistent with the 
limited focus on autism in adults with 
ASD.  However, a small body of research has 
emerged that illuminates how the experiences of 
parents with ASD may shift as their child ages 
and as new responsibilities and concerns arise for 
parents, beginning with parents’ experiences of 
planning for their child’s transition to adulthood.

 Planning for Adulthood

For most parents of children with ASD, the path 
to adulthood is a concern long before their child 
reaches the age of 18 years. Recommendations to 
parents suggest that they should begin transition 
planning, or planning for their child’s transition 
into adulthood, in early adolescence (Holtz et al., 
2006). Parents report considerable concern about 

the future when they have a child with ASD, not-
ing more worries about employment, living 
options, and social opportunities than do parents 
of children with other disabilities such as Down 
syndrome, cerebral palsy, or a learning disability 
(Blacher et al., 2010). The focus of their concern 
covers the range of adult outcomes that will be 
affected by the diagnosis of autism. Parents of 
adolescents and young adults with ASD report 
concerns about their child’s relationships in 
adulthood (Cheak-Zamora et  al., 2015), which 
could include both development of friendships 
with others their age, or about challenges that 
may arise in dating as the adult pursues romantic 
relationships with others. Parents whose children 
are college-bound report concerns about the tran-
sition to college (Cheak-Zamora et  al., 2015), 
with parents bemoaning the difficulty in finding 
appropriate supports for their children as they 
move to a setting that requires a much higher 
degree of independence than previous school 
settings.

For adults who will not attend college, or for 
those who will pursue a career after graduation, 
parents express frustration with the employment 
options for their child. Taylor and Seltzer (2011) 
found that only 18% of individuals with ASD had 
competitive or supported employment upon grad-
uating from the school system. Shattuck et  al. 
(2012) found that participation in employment 
increased as adults aged, with those more than 
10 years out from graduation reporting the high-
est engagement in employment opportunities. 
However, the authors also reported significant 
disparities in access to opportunities for families 
of color, with Hispanic and African American 
individuals reporting lower levels of employment 
and educational opportunities. Low-income fam-
ilies also reported lower engagement in paid 
employment or college as compared to other 
families (Shattuck et al., 2012).

Many parents report that jobs that are inter-
esting or motivating for their children are not 
attainable because their child does not possess 
the skills (e.g., social, vocational) or indepen-
dence to be hired for them, and the jobs that 
remain may be well-suited for their child’s skills 
but are not motivating, such as janitorial tasks 
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 (Cheak- Zamora et al., 2015). Employment con-
cerns are amplified when children are unmoti-
vated to seek opportunities, or when undeveloped 
skills are not addressed sufficiently through 
vocational training. Parents may indicate that 
their child’s employment was secured through 
the parents’ networking, rather than through 
vocational skills training, which puts a tremen-
dous onus on parents during these transitional 
years (Cheak- Zamora et al., 2015).

Resoundingly, parents express fear about the 
unmet needs of their child, but at the same time 
struggle with future planning (Dillenburger & 
McKerr, 2011). Herrema et al. (2017a) found that 
over 75% of family members reported weekly 
worry that the adult with autism would not be 
sufficiently cared for in the future, and over 60% 
reported that the adult was not at all prepared for 
their future. A stark reality emerges with an 
examination of family preparation for the future. 
Among 120 relatives of adults with ASD, only 
44% of family members had begun to plan for the 
adult’s future, with 28% of families indicating 
that they did not know where to start in that plan-
ning process (Herrema et al., 2017a). Alarmingly, 
the extent to which parents perceived their child 
as unprepared for the future significantly affected 
their well-being, increasing anxiety and depres-
sion. Notably, the extent to which caregivers had 
actually prepared for the future did not impact 
their well-being: the far-reaching concern was 
their perception of their child’s preparedness 
(Herrema et al., 2017b).

Relatedly, an interesting line of research has 
examined the role of uncertainty in the levels of 
stress experienced by caregivers. As one might 
imagine, the level of uncertainty for a parent of a 
child with ASD is high. From the time of diagno-
sis, the child’s future becomes a question mark, 
and the parent may have little ability to predict 
outcomes for their child. This uncertainty persists 
into adulthood and is affected by the points just 
discussed: uncertainty about education, employ-
ment, and care for the adult over time. Parents 
who are tolerant of this uncertainty may fare bet-
ter than parents who are intolerant. Preliminary 
research indicates that 80% of parents of adults 
with ASD experience a level of intolerance to 

uncertainty that is similar to that of individuals 
with anxiety disorders (Herrema et  al., 2017b). 
Levels of intolerance are highly related to family 
members’ reports of worry, depression, anxiety, 
and stress, even after accounting for other vari-
ables such as the level of challenging behavior 
and the adult’s preparedness for the future 
(Herrema et al., 2017b).

While parents of adults report that their big-
gest concern for the future is their child’s happi-
ness, the next most frequent concerns are where 
the adult will live and who will look after them as 
the parents and the child age (Herrema et  al., 
2017a). Practitioners who recognize the intensive 
caregiving responsibilities of aging parents and 
the difficult decisions they must make about the 
care of the adult child will be better able to pro-
vide support for parents during this time.

 Caring for an Adult with ASD

Just as the needs of young children with ASD 
will vary based on their skills, the support needs 
of adults with ASD will vary, and perhaps even 
more considerably than in childhood. 
Normatively, we expect that parents of children 
will provide a considerable level of care for them. 
However, depending on the skills of the adult 
with ASD, parents of adults may still provide a 
level of care similar to that which they provided 
when their child was young. Other parents may 
have children who can live and work indepen-
dently as adults. This variation in outcome for 
individuals with ASD has a drastic impact on the 
daily lives and well-being of parents, resulting in 
a range of experiences.

Overall, parents report providing less care for 
their child with ASD in adulthood than in child-
hood or adolescence, specifically with regard to 
the legal responsibility they have for their child 
and the extent to which they have to help them 
with self-care, facilitate interactions in the com-
munity, and provide companionship to their child 
(Shivers et al., 2017). However, the proportion of 
individuals with ASD who remain at home with 
their parents is staggering. The reported propor-
tion of adults with ASD who live at home varies 
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from 60% to 80% in the research (Herrema et al., 
2017b; Shattuck et  al., 2012). Some research 
indicates that this percentage drops to ¼ to 1/3 of 
individuals in their 30s (Seltzer et  al., 2000 as 
cited in Krauss et al., 2005), but the reliance on 
parents well into adulthood is clear.

Parents whose children remain home with 
them into adulthood will face many of the same 
concerns they did when their child was young. 
Certainly, some parents may have less responsi-
bility for the child’s self-care and other daily liv-
ing skills as their child ages and becomes more 
independent. However, others may need to 
remain in that intensive caregiving role if their 
child’s self-care, home life, and community skills 
are not developed. When compared to parents of 
neurotypical adults who co-reside with their par-
ents, parents of adults with autism who live at 
home report spending a greater proportion of 
each day on childcare and chores and less time on 
leisure activities (Smith et al., 2010). As parents 
age and their adult child grows, the level of assis-
tance they can practically provide may decrease, 
and the physical support of their child becomes 
more difficult. Additionally, adults who remain at 
home may have considerable behavior challenges 
that limit their inclusion in vocational and com-
munity settings. Parents of adults indicate that 
managing their child’s challenging behavior is a 
primary concern (Dillenburger & McKerr, 2011).

Parents may also find themselves over-
whelmed by the prospect of meeting a significant 
portion of—if not all of—their child’s needs for 
companionship. In a group of 19 adults, parents 
indicated over 50% had few or no social contacts, 
including friends (Howlin et  al., 2000). Liptak 
et al. (2011) reported that among adolescents and 
young adults with ASD, over 50% had not gotten 
together with a friend in the previous year. In 
these situations, especially when social skills are 
so impacted by the diagnosis, parents may feel 
the need to focus on relationship skills within the 
family and also scaffold opportunities for social 
interactions outside of the family. As parents age, 
they may find themselves not only the primary 
caregiver for their child, but also the primary 
source of companionship for their child, fulfilling 
all social needs (Herrema et  al., 2017b). A sig-

nificant number of parents note the importance of 
this companionship within their family; nearly 
50% of parents whose adult children remain at 
home valued their companionship and nearly 
25% of parents whose children lived outside the 
home reported that they missed their child 
(Krauss et al., 2005). However, with the myriad 
caregiving responsibilities parents take on, the 
need to provide companionship to their child can 
be an additional challenge that parents face.

Relatedly, many parents report the impact of 
their child’s diagnosis on their own social rela-
tionships. As parents of neurotypical children 
age, it is expected that their social sphere may 
broaden without the limitations of child rearing. 
Parents may be able to leave the house alone for 
extended periods of time to pursue friendships 
with others, schedule date nights with partners, 
and join organizations that will connect them 
with others. This trajectory may not come to pass 
for parents whose adult children have autism. 
Parents whose children remain at home find 
themselves limited in the time that they can use to 
engage in these relationships and finding trust-
worthy respite care options for grown adults with 
autism can be exceedingly difficult. Parents 
whose adult children live outside of the home 
may find that they have difficulty finding other 
parents with whom they can connect through 
shared experiences, and that their peers may not 
understand autism and its impact on the family 
life and parent (Fiske, 2017). Parents whose lives 
are significantly impacted by the care they pro-
vide for their children, or who are concerned that 
they cannot provide the level of care their child 
needs, may consider residential placement for 
their child. The decision to have the adult with 
autism leave their childhood home is not one 
made lightly by parents, and parents may rely on 
practitioners for support and guidance in weigh-
ing the options for care.

 Residential Care
For parents whose adult lives are limited by their 
child co-residing with them, the transition to a 
residential home may allow parents the time to 
focus on themselves, other ventures and hobbies, 
and other members of the family. Additionally, 
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residential care may provide parents the opportu-
nity to more thoroughly enjoy the time they have 
with their child during visits while the daily care 
responsibilities fall to staff (Hines et al., 2014). 
However, for many parents these benefits may be 
outweighed by concerns about the quality of care 
their child receives in residential care.

Krauss et  al. (2005) surveyed parents whose 
adult children still co-resided with them, or who 
had moved into residential care. Parents whose 
children lived outside the home indicated that 
they valued the benefits to their child, such as the 
opportunity to learn new skills in residential care 
and to have more day-to-day structure than par-
ents could reasonably offer at home. These par-
ents often cited benefits to their own lives, such 
as greater parental freedom for their own pur-
suits, calmer home life, and improved relation-
ships with family members such as marital 
partners or other children. Overall, 90% of par-
ents whose children lived in residential care 
reported benefits of increased free time, while 
45% reported less fatigue following their child’s 
transition to residential care.

These reflections contrasted with those of par-
ents whose children remained at home in adult-
hood, whose concerns included difficulty 
managing their child’s behavior, the constant 
caregiving that was required, and the impact that 
these responsibilities had on parent freedom and 
activities (Krauss et al., 2005). However, parents 
whose children remained at home felt “peace of 
mind” that their child was well cared for at home. 
While parents whose children lived outside the 
home reported concerns about their child’s safety 
in a residential home, bringing attention to con-
cerns such as whether staff were well-trained and 
whether their child appeared well-kept during 
visits. Important enough to re-state here, parents 
whose children remained at home also shared 
how much they valued their child’s companion-
ship in the adult years (Krauss et al., 2005).

Unsurprisingly, parents’ level of care for and 
concern about their adult offspring—whether the 
child remains at home or not—has an effect on 
their well-being. Practitioners who grasp the 
unique impact of caring for an adult with ASD 
and the variables that serve to improve parental 

well-being will be poised to provide therapeutic 
support that benefits not only the individual with 
autism, but also parents.

 Parent Mental Health and Well-being

As indicated earlier, parents of children with 
ASD generally experience levels of stress and 
emotional distress above and beyond their peers. 
However, research in the general population tells 
us that parents experience progressive improve-
ments in their well-being as they age (e.g., Jorm 
et al., 2005). Researchers attribute this change to 
general adaptation to parenting challenges and 
shifts in how parents respond to stressful events 
as they age, such as decreased time spent worry-
ing (Barker et al., 2011). Such research begs the 
question of whether this phenomenon occurs for 
parents of children with ASD.

In general, research does indicate that parental 
well-being improves as their child ages. Barker 
et  al. (2011) conducted a longitudinal study 
examining the stress and emotional well-being of 
a cohort of mothers over time. At the start of the 
study, older mothers reported lower levels of 
depression and anxiety than did younger moth-
ers, consistent with past research (i.e., Lounds 
et al., 2007). Over the 10-year period, depression 
remained stable while anxiety decreased. The 
authors warned that these results should be inter-
preted cautiously given the increases in well- 
being observed in the general population, but 
notably both depression and anxiety covaried 
with adult child behavior across the 10-year 
period. That is, when parents reported that their 
child’s problem behavior decreased, they also 
reported lower levels of anxiety and depression. 
Anxiety also decreased for parents when their 
child moved out of their childhood home (Barker 
et al., 2011). These findings are consistent with 
past research in which parents report decreased 
stress that corresponds with decreases in the 
challenging behavior exhibited by their adult 
child (Lounds et al., 2007) and overall decrease 
in caregiver burden when their child moves out of 
the home (Krauss et  al., 2005; Seltzer et  al., 
1997b).
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Past research also indicates that parents who 
perceive greater social support experience lower 
levels of stress (Benson, 2012), and research to 
date indicates that the importance of social sup-
port holds as children age into adulthood. As 
when their children were young, parents of adults 
who report a stronger network of family and 
friends report higher quality of life and are less 
burdened by the care for their children (Marsack 
& Samuel, 2017). Further, parents with smaller 
social networks report higher levels of anxiety 
and depression (Barker et  al., 2011). Lack of 
access to social support coupled with decreased 
time and privacy for access to self-care may 
exacerbate parental experiences of stress 
(Marsack & Perry, 2018).

Taken together, these findings indicate clear 
steps practitioners can take to help ameliorate the 
mental health concerns of parents of adults with 
ASD.  Before turning to the important clinical 
implications of these research findings, however, 
let us first consider the impact autism will have 
on another important member of the family: the 
sibling.

 Sibling Relationships Over Time

Sibling relationships are unique in the sense that 
siblings share genes, personal characteristics, and 
similar upbringings, but despite the many shared 
experiences the relationship is not one based on 
choice. Siblings are born into their family and, 
with few exceptions, remain part of each other’s 
daily life until early adulthood or beyond. Sibling 
relationships are often characterized by ambiva-
lence, even when both siblings are neurotypical 
(Hodapp et  al., 2017). Stories of sibling rivalry 
and fierce loyalty to siblings throughout child-
hood are common, evidencing the broad range of 
emotions that siblings experience in their rela-
tionship with one another. When the sibling rela-
tionship involves an individual with ASD, a range 
of positive and negative feelings is often still 
present, though the sources and nature of these 
feelings may vary from those in typical sibling 
relationships.

Early childhood, for siblings, is marked by an 
opportunity to learn from and with one another in 
the context of play. Structured games, sports, and 
pretend play foster skills such as cooperation, 
collaboration, and—often—conflict resolution. 
During childhood, when their knowledge of ASD 
is still emerging, siblings of individuals with 
ASD may experience some challenges related to 
their siblings’ play and behavior. Research indi-
cates that young siblings are generally satisfied 
with their sibling relationships (Rivers & 
Stoneman, 2003). However, neurotypical siblings 
may experience frustration regarding their unre-
ciprocated attempts to play with their sibling 
with ASD (Stoneman, 2001), as well as confu-
sion about behavior such as stereotypy and 
aggression (Ferraioli & Harris, 2009). Because 
their brother or sister may not respond as other 
children might to play initiations, siblings of chil-
dren with ASD may believe that their brother or 
sister does not like them. They may also be fear-
ful of their siblings if they are targets of aggres-
sive behaviors (Ferraioli & Harris, 2009). As a 
result, these relationships may be characterized 
by less intimacy (Kaminsky & Dewey, 2001), 
and these siblings may spend less time together 
than do neurotypical siblings (Knott et al., 1995). 
Additionally, the sibling with ASD will likely 
require more parental attention than the neuro-
typical sibling because of the developmental 
needs, which can serve as a source of conflict and 
jealousy in the sibling relationship (Bagenholm 
& Gillberg, 1991; Hodapp et al., 2017; Howlin, 
1988).

As siblings become adolescents, their rela-
tionships are reportedly often still positive but 
begin to change. Siblings of individuals with 
ASD tend to report less satisfaction with their 
sibling relationships later in childhood than do 
younger siblings (Rivers & Stoneman, 2003). 
This may be explained by a variety of unique 
concerns related to having a sibling with ASD, 
most notably the developmental “widening of the 
gap.” When the siblings are younger, they are 
closer in developmental level, but as they grow 
older, the neurotypical sibling continues to fol-
low a typical developmental trajectory while the 
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sibling with ASD may make slower  developmental 
gains (McHale et al., 1986). As is expected, the 
neurotypical sibling will also begin to develop 
relationships with other peers with whom they 
may spend more time than their sibling with ASD 
(Ferraioli & Harris, 2009). At the same time, sib-
lings may also develop a variety of concerns that 
pose barriers to the sibling relationship, includ-
ing worry about the family’s future (Mascha & 
Boucher, 2006; McHale et al., 1986), embarrass-
ment about their sibling (Mascha & Boucher, 
2006), and perceptions of parental favoritism 
(McHale et al., 1986).

In adulthood, a variety of factors can compli-
cate and contribute to the quality of the sibling 
relationship when a sibling has autism. Overall, 
adult siblings tend to report positive relationships 
with their brother or sister on the spectrum 
(Hodapp & Urbano, 2007). In a study of sibling 
strengths, all but one young adult participant was 
able to identify at least one strength in their sib-
ling with ASD, and over 50% of young adult par-
ticipants reported 20 or more strengths (Carter 
et  al., 2020). Adult siblings also report strong 
feelings of love and protectiveness, as well as 
responsibility for their brother or sister (Atkin & 
Tozer, 2014). Some factors have been found to 
impact the closeness of the sibling relationship. 
For example, the symptoms of the sibling with 
ASD may have an influence, with a closer sibling 
relationship reported in adulthood when the sib-
ling with autism has fewer behavioral problems. 
Additionally, perceptions held by the neurotypi-
cal sibling regarding their role as a sibling can 
affect the relationship, with siblings who feel 
more reward in the relationship reporting more 
closeness (Hodapp & Urbano, 2007).

Feelings of stress and other negative emotions 
related to the sibling relationship can be exacer-
bated during adulthood, especially during times 
when their responsibilities in and outside the 
family increase and more demands on their time 
emerge (Hodapp et  al., 2017; Mactavish et  al., 
2007). When asked to reflect on their relation-
ships with their siblings with ASD, some adults 
report a variety of difficult feelings, such as a 
sense of loss about not having a typical sibling 
relationship (Connidis, 1992), sadness and frus-

tration about the limited reciprocity in the rela-
tionship (Atkin & Tozer, 2014), and resentment 
about negative childhood experiences and receiv-
ing less parental attention (Hodapp et al., 2017). 
Many siblings in adulthood also reflect on their 
role as caretaker for their brother or sister with 
ASD. Their experiences have important implica-
tions for practitioners who work with adults with 
ASD and interact with caregivers, since siblings 
may take on the role of caregiver as adults with 
ASD age.

 Siblings as Caretakers

The progression of the sibling relationship from 
childhood to adulthood is often marked by a tran-
sition from a companionship role to a caretaking 
role (Carter et  al., 2020). As children, siblings 
may begin to take on caretaking tasks for their 
siblings with ASD, and a younger sibling may 
take on an “older sibling” role (Ferraioli & 
Harris, 2009). Over time, siblings may be 
required to take on more responsibilities at home, 
such as babysitting their sibling or helping their 
sibling with daily living tasks. Adult siblings can 
recall the increased responsibilities and caretak-
ing roles that they held as children and continue 
to hold as adults (Atkin & Tozer, 2014). This 
“parentification” of siblings of children with 
ASD may have positive impacts when the care-
giving is focused primarily on the sibling (as 
opposed to caring for the parents in the family, 
which is associated with negative outcomes). 
Adult siblings who report having taken on more 
caregiving responsibilities for their brother or sis-
ter as children also report more positive relation-
ships with their sibling in adulthood (Tomeny 
et al., 2017a).

As siblings age into adolescence and young 
adulthood, they develop an increased awareness 
of and concern about their sibling’s future as well 
as their own future as a sibling of someone with 
ASD (Bagenholm & Gillberg, 1991). Adolescent 
siblings may begin to think about what their role 
may be in caring for their sibling, especially 
when parents are no longer able to care for the 
sibling (Harris & Glasberg, 2003). As parents age 
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and become less able to care for the sibling with 
ASD, the neurotypical sibling often becomes the 
primary caregiver (Heller & Arnold, 2010). 
Neurotypical siblings have reported a range of 
feelings about adopting a caretaking role. Many 
report that they were expected to take on this role 
(Bigby, 1997; Brady et al., 2019; Freedman et al., 
1997; Greenberg et al., 1999; Griffiths & Unger, 
1994; Krauss et  al., 1996), and some express 
reluctance about becoming a formal caregiver 
(Atkin & Tozer, 2014). Interestingly, and consis-
tent with findings for younger siblings, adults 
who take on more caregiving responsibilities for 
their brother or sister in adulthood also report 
more positive attitudes toward the sibling rela-
tionship (Tomeny et al., 2017b).

For siblings whose brothers and sisters require 
it, they may assume legal guardianship as their 
brother or sister ages or when parents pass away. 
However, adult siblings report having limited 
knowledge of guardianship and its alternatives. 
One study found that all siblings viewed guard-
ianship as necessary for their brother or sister, 
and considered alternative plans for the future 
inappropriate (Brady et al., 2019). Unfortunately, 
less than half of siblings were able to correctly 
define guardianship (i.e., making decision based 
on legal authority), and only half knew of alter-
natives to guardianship. Among the half who 
knew of alternatives, none were able to explain 
what the alternatives were. Younger siblings also 
reported that they were not involved in the guard-
ianship process, and their descriptions of guard-
ianship were based on observations from when 
their parents went through the initial guardian-
ship process (Brady et al., 2019).

Over 90% of adult siblings report concern 
about their future with their brother or sister with 
ASD (Moss et al., 2019) and in many cases, with 
good reason. Regarding their sibling with ASD, 
adolescent siblings understand that their sibling 
may not get married, have a job, or live on their 
own (Ferraioli & Harris, 2009), and that their 
brother or sister’s inability to achieve these nor-
mative life events may have implications for their 
own futures (Eisenberg et al., 1998; Ferraioli & 
Harris, 2009). A summary of the impact of care-
giving on siblings’ life events follows.

 Impact of Caregiving on Sibling Life 
Events
The course of normative events in neurotypical 
siblings’ lives—leaving home, marriage, career, 
starting a family—can be significantly altered by 
their roles in the life of their brother or sister with 
ASD.  As siblings transition into young adult-
hood, they may grapple with leaving home for 
the first time as they set out for college or employ-
ment. While many young adults embrace this 
new freedom, those who have siblings with ASD 
may experience more difficulty making such a 
decision. Siblings who move out of their child-
hood home report feelings of guilt about leaving 
their family and feel distant from peers who did 
not have to consider the same factors when mov-
ing away. Faced with these feelings, some sib-
lings decide to live close to their families so they 
can continue to help with regular caregiving 
responsibilities, or so they can consistently be 
part of their brother or sister’s life. Others choose 
not to leave home and have reported that it 
became increasingly difficult to move out as they 
grew older due to their awareness of how much 
their families relied on them to help care for their 
siblings with ASD.  Others choose to move far 
away to create more distance from their family 
situations (Atkin & Tozer, 2014).

As siblings consider starting a family, some 
express concerns about finding a spouse who 
feels comfortable with the sibling with ASD 
(Seltzer et al., 1997a). Partners of siblings must 
learn to understand and tolerate the uncertainty 
regarding their role in the future of the sibling 
with ASD, including how often they will provide 
instrumental support, how close they will need to 
live to their partner’s family, and the potential of 
becoming a primary caretaker for the sibling with 
ASD. Numerous studies have found lower rates 
of marriage (Howlin et  al., 2015; Wolfe et  al., 
2014) and childbearing (Howlin et  al., 2015) 
among individuals who have a sibling with ASD 
than in the general population. Some siblings 
may consider how the possibility of transmitting 
genetics will influence their decision to have chil-
dren of their own (Ferraioli & Harris, 2009).

Less is known about the impact of the care-
taking role on siblings’ careers. Adults who 
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have a sibling with ASD are more likely to 
report that their brother or sister influenced 
their career choice than are other siblings and 
may pursue human service careers that in some 
ways reflect the roles they held in their own 
family (Martins, 2007). Though research has 
not examined this question specifically among 
siblings of individuals with ASD, research on 
siblings of individuals with mild intellectual 
deficits indicated that the number of siblings 
who seek out human service careers is influ-
enced by variables such as how many siblings 
were in the family, the gender of the neurotypi-
cal sibling, and the age of the sibling relative to 
the brother or sister with intellectual deficits 
(Taylor & Shivers, 2011).

If siblings take on primary care responsi-
bilities, research has also not evaluated the 
impact that has on their career advancement. 
For reference, research indicates that mothers 
of young children with ASD are more likely to 
leave the workforce or work part-time to pro-
vide care for their child with ASD (Cidav et al., 
2012) but that some mothers may have the 
opportunity to re- enter careers as the child 
ages (Krauss et  al., 2005). Whether similar 
impacts are seen on siblings in adulthood is 
unknown, though such effects are likely related 
to factors such as the skills and behavior of the 
brother or sister with ASD, whether they co-
reside with the neurotypical sibling, how 
involved the neurotypical sibling is in the over-
sight of services, and the support the siblings 
may receive from other family members or ser-
vice providers.

The caretaking needs of siblings will vary 
greatly depending on variables related to the 
dynamics and structure of the family and stand to 
impact the well-being of the neurotypical sibling. 
However, their well-being will also be influenced 
by the skills of the individual with ASD, the gen-
eral temperament of the sibling, and the unique 
role that siblings play in childhood and beyond. 
As with parents, understanding the variables that 
influence psychosocial outcomes for parents will 
best position practitioners to provide support for 
these family members.

 Psychosocial Outcomes for Siblings

Across the lifespan, the research on sibling out-
comes when a member of the family has autism 
has been generally mixed. One might not be sur-
prised by the inconsistency in the research, con-
sidering the many variables that influence sibling 
outcomes. First, the individual temperament and 
resilience of the siblings will account for how 
siblings adjust to and cope with their experiences 
with their brother or sister. However, even sib-
lings with similar temperaments may experience 
different outcomes related to the severity of their 
brother or sister’s autism diagnosis and the com-
munication or behavioral challenges that result. 
The expectations for sibling involvement and 
caregiving may vary from family to family and, 
paired with their parents’ coping and well-being, 
will impact how siblings respond to their unique 
childhood experiences (Hayden et al., 2019).

Overall, research indicates that most adult sib-
lings who have a brother or sister with ASD func-
tion well and without any major psychosocial 
issues, achieving normative outcomes such as inde-
pendence in adulthood, employment, and mean-
ingful social relationships (Howlin et  al., 2015; 
Moss et al., 2019). Further, relative to the general 
population, these siblings have been reported to 
have increased levels of empathy (Meyer & Holl, 
2014; Rivers & Stoneman, 2003; Shivers et  al., 
2019), compassion, and responsibility (Hodapp 
et al., 2010; Taunt & Hastings, 2002). They have 
also been found to have better perspective taking 
skills and better understand how others think and 
feel (McHale et al., 2016; Shivers et al., 2019).

On the other hand, some studies report that 
these siblings have poor adjustment outcomes 
across the lifespan (Fisman et al., 2000; Rossiter 
& Sharpe, 2001) and are at an increased risk of 
having low self-esteem (Rodrigue et  al., 1993), 
poorer relationships (Orsmond & Seltzer, 2007), 
and internalizing behaviors like anxiety and 
depression (Rossiter & Sharpe, 2001). Siblings 
of individuals with Down syndrome have been 
found to have better health and lower levels of 
depressive symptoms than siblings of individuals 
with ASD (Hodapp & Urbano, 2007). Over 
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 one- third of these siblings also reported having 
felt lonely (Bagenholm & Gillberg, 1991), and 
half recalled seeking counseling to work through 
feelings of depression, anger, and low self-esteem 
associated with the past (Atkin & Tozer, 2014).

Practitioners can play an important role in 
teaching siblings skills and strategies for respond-
ing to the unique challenges of being a sibling 
and coping with the resulting emotions and men-
tal health concerns. In research, outcomes for 
neurotypical siblings are often related to provi-
sion of emotional and social support during 
childhood, adolescence, and adulthood. For 
example, one study found that more positive 
adjustment outcomes in adulthood were strongly 
associated with sibling use of effective coping 
strategies rather than the severity of their brother 
or sister’s ASD (Macks & Reeve, 2007), and 
another found that the use of effective coping 
strategies was related to positive perceptions of 
the sibling relationship (Jones et al., 2019). Other 
studies of adult siblings found that those who had 
better knowledge of ASD reported more favor-
able attitudes about their sibling relationship 
(Atkin & Tozer, 2014; Jones et al., 2019). As in 
childhood (Tomeny et al., 2019), adult siblings’ 
perceptions of the social support they receive are 
related to well-being and attitudes about their 
sibling (Jones et al., 2019; Tomeny et al., 2017b).

With these findings in mind, support services 
that provide siblings with psychoeducation spe-
cific to ASD, coping skills, and social support 
could significantly influence the well-being of sib-
lings as well as the quality of the relationship with 
their brother or sister (Jones et  al., 2019). Early 
research among young siblings of individuals with 
ASD indicate that siblings who participate in sup-
port groups that provide psychoeducation on 
autism, connection with other siblings, and skills 
to cope with challenging emotions also report out-
comes such as decreased symptoms of anxiety and 
depression, increased coping skills, and increased 
knowledge about ASD following completion of 
the group (Kryzak et al., 2015; Jones et al., 2020). 
Unfortunately, due to relative lack of attention to 
the needs of adults with ASD and their families in 
research and clinical work, there is an unmet need 
among adult siblings for such support.

The provision of support to family members 
is not solely within the realm of clinical psy-
chologists who can provide or moderate the ser-
vices described above. Practitioners working 
directly with the individual with ASD may also 
be a source of support for family members, 
including siblings. However, practitioners who 
work with individuals with ASD and their fami-
lies frequently express hesitance to engage with 
siblings. This reluctance likely stems from a 
lack of skills in working with these family mem-
bers (Dorr & Virgo, 2010). ASD practitioners 
rarely receive training in working with families, 
and even less or no training in working specifi-
cally with siblings. The training of these practi-
tioners is typically restricted to the application 
of behavioral principles to teach individuals 
with ASD, general information about ASD, and/
or following organizational protocols (Atkin & 
Tozer, 2014). The norms and expectations of the 
organization in which they work can also influ-
ence practitioners’ engagement with siblings. 
Practitioners have expressed that their primary 
concern is to meet the needs of the person with 
ASD, they prioritize immediate needs over 
long-term plans, and they do not believe it is 
their responsibility to engage with siblings 
(Atkin & Tozer, 2014).

This lack of practitioner training is often 
perceived by siblings as a lack of support or 
interest. Siblings report a lack of confidence 
when engaging with practitioners, feeling 
unfairly judged by these practitioners, and feel-
ing the need to be proactive and put themselves 
forward to become involved with practitioners 
(Atkin & Tozer, 2014). Commonly, these sib-
lings are not included in transition planning for 
the sibling with ASD (Heller & Arnold, 2010), 
and adult siblings have recalled feeling the 
need to be the ones to initiate discussions with 
parents about their brother or sister’s care 
(Atkin & Tozer, 2014). Considering the signifi-
cant caregiving role that many siblings will take 
on as their brother or sister ages, the importance 
of building relationships between practitioners 
and siblings, especially as the siblings age into 
young adulthood and beyond, cannot be 
overstated.
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 Clinical Implications

To address the needs of family members of adults 
with ASD, the work of professionals must be 
twofold. First, practitioners must establish sup-
ports to meet the needs of parents whose children 
are currently aging into adulthood, or who are 
already adults. The amount and quality of ser-
vices provided directly to individuals with ASD 
will have a drastic impact on the concerns and 
well-being of parents and siblings. A majority of 
family members express concern for their child’s 
future (Herrema et al., 2017a) with regard to their 
happiness, vocational work, residential care, and 
guardianship. Parents express fear that their chil-
dren will not be appropriately cared for, and that 
they will have unmet needs once the parent is 
unable to provide for their child. Other chapters 
in this book will examine the current status of 
these areas as well as how they may be improved, 
but professionals should recognize that any 
improvements in outcome for individuals with 
ASD will also meaningfully impact parents and 
siblings.

In addition to work in therapeutic care for 
adults with ASD, continued development is 
needed in the area of direct support for families. 
Recommendations for practitioners in providing 
guidance, skills training, and social support to 
family members follow. Practitioners will benefit 
from training focused on these multiple domains 
to help them feel equipped to work with families. 
Across all domains, practitioners should strive to 
integrate therapeutic skills such as rapport build-
ing to build a strong working relationship with 
family members. Generally speaking, patients in 
medical settings who perceive practitioners as 
compassionate—acting from a place of empa-
thy—rate them as more effective (Kraft-Todd 
et al., 2017) and also have better outcomes (Hojat 
et  al., 2011). In the field of autism treatment, 
Taylor et  al. (2019) found that parents rated 
behavior analysts as lacking in compassionate 
skills such as checking in on parents’ well-being 
and understanding parents’ experiences raising a 
child with ASD.  Specifically, a significant pro-
portion of parents indicated that their child’s 
behavior analyst did not understand parents’ 

fears and anxieties about the future. 
Compassionate approaches to family interactions 
that begin with working to understand the experi-
ences of family members shared in this chapter 
can improve the quality of interactions with fam-
ily members. Using the recommendations below, 
practitioners can greatly influence the family’s 
experience with professionals and reduce feel-
ings of stress related to their involvement in care 
for the adult with ASD.

 Guidance for Families

Increased guidance for family members that 
serves to help them navigate the transition to 
adulthood has the potential to decrease anxiety 
and concern they have about the future of the 
individual with autism. Because a significant pro-
portion of parents report that they do not know 
where to start in future planning (Herrema et al., 
2017a), events and trainings that help orient fam-
ilies are crucial. For example, a workshop or 
webinar on estate planning that details and 
prompts parents to complete the steps they need 
to take to plan for their child’s financial future 
will help decrease the uncertainty they have in 
that area.

As adult siblings often become primary care-
givers for their brother or sister with ASD once 
their parents are no longer able to take care of 
them, a connection between siblings and service 
providers is essential. Parents are long consid-
ered the primary contact for an individual with 
autism with support needs, and adult siblings 
share barriers to working with professionals 
involved with their siblings. Siblings whose role 
as caregivers will evolve as their brother or sister 
ages should play significant roles in transition 
planning. In parallel to the example of a parent 
workshop above, siblings who attend a workshop 
on guardianship and/or maintaining a relation-
ship with their sibling in adulthood may feel bet-
ter prepared for their role in adulthood. 
Interactions between siblings often serve as a 
source of frustration, and professional support 
can help them learn to better facilitate these 
interactions.
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Guidance surrounding the adult transition 
should not only target families whose children 
are imminently aging into adulthood. Rather, tar-
geting families of children of all ages will help 
families better prepare for their child’s needs in 
the area of care, guardianship, vocational plan-
ning, and finances. Information about the transi-
tion may decrease the stress families experience 
over time. While providing guidance firsthand is 
useful, service providers and other professionals 
should also help parents find these events (e.g., 
online workshops) and share or summarize them 
for parents in a digestible way. With the many 
demands of parenting a child with ASD, many 
parents may not know where to look for these 
events or may not have the time to attend them.

Practitioners should take special care to reach 
families of underrepresented communities with 
the guidance they provide. Past research indi-
cates less positive outcomes for adults from 
African American and Hispanic communities, as 
well as for those from low-income families 
(Shattuck et al., 2012); workshops and trainings 
on transition planning should include outreach to 
these groups and others by both providing sup-
port in settings easily accessed by a range of 
communities and considering the unique needs of 
cultural groups when providing recommenda-
tions. Additionally, practitioners should be aware 
that many attempts at support for families may 
not reach parents who do not speak English. The 
use of interpreters and practitioners who speak 
other languages should be utilized to ensure that 
family support services reach all families 
equitably.

 Coping Skills

In addition to educating families about the many 
elements of the transition to adulthood, many 
parents and siblings will benefit from coping 
strategies to help them manage the stress and 
emotional concerns that arise before, during, and 
after the transition to adulthood. Approaches that 
teach family members problem-solving skills to 
overcome some of the hurdles that they face 
when planning for adulthood may help alleviate 

their stress. These problem-solving steps can 
help parents identify the steps needed to feel 
more control and security in their child’s future. 
However, in some cases parents may not be able 
to problem-solve aspects of raising a child with 
ASD, such as the fact that they cannot predict 
how successful their child will be as an adult, or 
the vocational or residential opportunities that 
may be available to their child as he or she ages.

These challenges return to the difficulty par-
ents have with tolerating uncertainty and the pro-
found effect this lack of tolerance can have on 
their well-being (Herrema et  al., 2017b). 
Additionally, many parents continue to grapple 
with grief and other emotions related to their 
child’s diagnosis. For these parents as well as sib-
lings, teaching emotion-focused coping strate-
gies that help them manage their emotions and 
anxiety about the future may be beneficial. More 
research on coping strategies is needed to iden-
tify the approaches that are most successful in 
improving well-being of family members. While 
beyond the scope of the current chapter, thera-
peutic approaches such as acceptance and com-
mitment therapy and mindfulness-based stress 
reduction may help family members focus on the 
present moment non-judgmentally, which has 
been demonstrated to be effective in managing 
parent stress (Coyne et  al., 2020; Ferraioli & 
Harris, 2013). Approaches such as these, coupled 
with problem-focused coping strategies, could 
meaningfully reduce parenting and sibling stress. 
Again, by teaching these skills to family mem-
bers when the child with autism is young may 
help them better cope with challenges as the child 
transitions into adulthood.

 Reducing Challenging Behavior

From a practical standpoint, research across the 
lifespan indicates that parent stress and well- 
being is highly affected by the challenging behav-
ior their child exhibits. Unsurprisingly, and as in 
childhood, parent stress is alleviated when adult 
challenging behavior reduces (Lounds et  al., 
2007). While the provision of services in child-
hood to reduce these behaviors will help family 
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members as the child ages into adulthood, the 
field must also be prepared to support and treat 
adults with ASD who engage in challenging 
behavior, and to work with family members who 
must maintain low levels of behavior at home. 
Additionally, practitioners who provide direct 
services to children with ASD, and even those 
who provide parent training, often do not include 
siblings in their work. Because of the central role 
siblings may play in their brother or sister’s care, 
siblings should be involved as early as possible—
if they choose—in decisions regarding and 
implementation of the treatment of their siblings 
with ASD.

Similarly, parents whose children engage in 
challenging behavior in residential settings may 
worry that their child will be treated safely and 
with respect. Qualified professionals who are 
trained to work effectively with adults on the 
autism spectrum using evidence-based proce-
dures for behavior reduction are necessary in 
residential care and other adult service providers. 
Systemically, a state system that incentivizes and 
funds the expertise of qualified, trained individu-
als to work with this adult population is neces-
sary to provide family members peace of mind.

 Increasing Social Support

Finally, a step professionals can take to reduce 
the impact of raising a child with ASD on family 
well-being is to help parents and siblings develop 
a strong network of informal social support, or 
the support received from family and friends. 
Connecting family members with others who 
have a same-aged child with autism in the family, 
but also those whose children are older and can 
guide them through the transition to adulthood, 
will offer meaningful support. Professionals may 
facilitate these connections by orchestrating 
peer-to-peer to support (Iadarola et al., 2020) or 
social support groups that offer both opportuni-
ties for psychoeducation and connection with 
other parents or siblings. A benefit of peer-to- 
peer support is the possibility of connecting fam-
ily members with others of the same cultural and 
language background, increasing the culturally 

appropriate support available for families from 
underserved communities.

Specifically for siblings, support for siblings 
in the form of support groups has been demon-
strated to be an effective way of building 
knowledge of ASD, creating peer networks, and 
improving coping skills (Jones et  al., 2020; 
Kryzak et  al., 2015). However, finding such 
support in adulthood can be challenging. 
Siblings have expressed a desire for various 
supports, including psychoeducation, social 
support, and information about transition plan-
ning (Heller & Arnold, 2010) and the develop-
ment and evaluation of individual and group 
services that will meet this growing need is 
necessary.

Family therapists also have a role to play in 
the work with families of individuals with ASD, 
especially those who understand the impact 
autism has on the family dynamic. Therapists 
who are able to work with couples and families to 
reduce the level of conflict in their home while 
raising a child with ASD through adulthood can 
meaningfully impact the support these family 
members receive from one another (Solomon & 
Chung, 2012).

 Summary

Research has long supported that the experiences 
of parents and siblings of individuals with ASD 
are unique from that of other families and differ-
entially affect family members’ well-being. 
While the bulk of research is among family mem-
bers of children with ASD, emerging research 
indicates continued challenges faced by parents 
and siblings as their family member ages into 
adulthood. As in all areas of study regarding 
adults with ASD, the body of research with this 
population of family members is relatively lim-
ited. Continued research in the area of family 
functioning over time is needed, as well as the 
family services that are most beneficial in bol-
stering family well-being. However, the work 
that has been published indicates logical forms of 
support practitioners can provide for parents and 
siblings.
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Families will require significant guidance as 
they attempt to navigate a significant shift in the 
care model that their child has received since 
childhood and to adapt to new roles as family 
dynamics shift over time. Practitioner engage-
ment and involvement will be essential to improve 
the services adults with ASD receive in residen-
tial and community settings, thereby reducing the 
caregiving burden and concern of family mem-
bers. Practitioners can provide direction to fami-
lies on the myriad decisions they must make in 
the care of the individual with ASD and connect 
families with social support and coping strategies 
that may help them manage the complexity of 
what they face as caregivers. The family- 
practitioner partnership has always been essential 
in the care of individuals with ASD, but the 
importance of the relationship is abundantly evi-
dent in the transition to adulthood, where parents 
and siblings require considerable support and 
guidance to best provide for their family member 
with autism over time.
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 Introduction

Comorbid psychiatric disorders such as intellec-
tual disability (ID), attention-deficit/hyperactiv-
ity disorder (ADHD), anxiety disorders, and 
mood disorders are common among adults with 
autism spectrum disorder (ASD) (Joshi et  al., 
2010, 2013; McDougle, 2016). The identification 
and treatment of comorbid psychiatric disorders 
is important, since if left untreated, they can 
cause suffering and limit functioning (Joshi et al., 
2013; McDougle, 2016). Furthermore, an 
untreated psychiatric disorder increases the risk 
of developing subsequent psychiatric disorders. 
Although psychiatric comorbidities generally 
present similarly between adults with ASD and 
adults without ASD, they often go undiagnosed 
in the ASD population, and therefore untreated. 
Reasons for under diagnosis include diagnostic 
overshadowing (i.e., attributing symptoms of a 
comorbid psychiatric disorder to ASD), under 
recognition of how psychiatric comorbidities 

may present in an adult with ASD, possible cog-
nitive limitations associated with ASD, the indi-
vidual’s reduced ability to communicate or 
describe psychiatric symptoms, and limited 
access to psychiatric care (McDougle, 2016).

The diagnosis of a comorbid psychiatric dis-
order is made on the basis of a comprehensive 
psychiatric history and mental status examina-
tion. When assessing an adult with ASD, it can be 
helpful to obtain collateral information from the 
patient’s family members or caretakers to inform 
the diagnosis. This is particularly important if the 
patient has cognitive or communicative limita-
tions. It is important to note though, that even 
fully verbal adults with ASD of normal intelli-
gence may have difficulty identifying and 
describing their mood and emotional state. 
Because of this, behavioral observations from the 
patient’s family and/or caretakers can help iden-
tify and accurately diagnose a comorbid psychi-
atric disorder. When considering the psychiatric 
differential diagnosis, it is important to determine 
the timing of symptom onset, chronicity of the 
symptoms, situations that exacerbate symptoms, 
and symptom severity (Thom et al., 2020). The 
mental status examination should assess for the 
presence of dysmorphic features indicative of a 
genetic syndrome, as well as the patient’s activity 
level and affect. A brief cognitive examination, 
focusing on the patient’s memory and basic aca-
demic skills should also be conducted.
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 Common Comorbid Psychiatric 
Disorders in Autism Spectrum 
Disorder

 Intellectual Disability

The Diagnostic and Statistical Manual of Mental 
Disorders, Fifth Edition (DSM-5) defines ID as a 
disorder beginning in childhood causing deficits 
in both intellectual and adaptive functioning 
(American Psychiatric Association, 2013). 
Intellectual functioning includes reasoning, plan-
ning, abstract thinking, problem-solving, making 
judgments, thinking, and academic and experien-
tial learning, while adaptive functioning includes 
performing activities of daily living (ADLs) 
independently, social communication, and other 
tasks required for independent living (American 
Psychiatric Association, 2013). Because both 
intellectual and adaptive functioning are neces-
sary for independent living, a diagnosis of ID 
may affect the patient’s ability to live and func-
tion without supports. The DSM-5 specifiers for 
severity of ID include mild, moderate, severe, 
and profound. The severity specifiers are based 
on the level of supports required rather than intel-
ligence quotient (IQ).

According to the DSM-5, the prevalence of ID 
in the general population is approximately 1%, 
with 6/1000 having a severe ID (American 
Psychiatric Association, 2013). The prevalence 
of ID is elevated in the ASD population. A recent 
study by the Centers for Disease Control and 
Prevention (CDC) reported that 38% of children 
with ASD have a comorbid diagnosis of ID (Baio 
et al., 2018). An additional 24% of children were 
found to have borderline intellectual functioning 
(IQ range, 71–85), and 38% of children were 
considered to have average or above average 
intellectual functioning (IQ > 85). Although ASD 
is four times more prevalent in males compared 
to females, 46% and 37% of females and males, 
respectively, had a comorbid diagnosis of ID, 
suggesting that comorbid ID may be more com-
mon in females with ASD.

Making the accurate comorbid diagnosis of 
ID in a person with ASD may be challenging 
because impairments in social function, repeti-

tive behaviors, and language may present in each 
condition independently. ID may also be over 
diagnosed in persons with ASD who are non- 
vocal/verbal or minimally vocal/verbal. 
Approximately half of children with ASD have a 
higher non-verbal IQ than expected based on 
their verbal communication deficits (Bal et  al., 
2016). ASD may also not be accurately diag-
nosed in those with ID, as most standardized 
assessment tools including the Autism Diagnostic 
Observation Schedule and the Autism Diagnostic 
Interview-Revised are not validated for those 
with severe or profound ID (Thurm et al., 2019). 
As a result, appropriate screening for ID in those 
with ASD, and vice versa, is essential to achiev-
ing the correct diagnosis.

Depending on the severity of ASD and ID as 
well as baseline intellectual and adaptive func-
tioning, individuals may require a range of sup-
ports for daily living. Some individuals with 
comorbid ASD and ID may not achieve indepen-
dent living and may need to live with family 
members or caregivers, in group homes/assisted 
living facilities, or in specialized nursing homes. 
It is noteworthy that there are also elevated rates 
of medical comorbidities in those with ASD and 
ID including epilepsy, constipation, chronic renal 
failure, heart disease, and nutritional deficiencies 
(Miot et al., 2019). As a result, chronic care for 
these individuals may become more complex 
over the lifespan. No pharmacologic treatments 
are known to improve intellectual, behavioral, 
speech, or occupational functioning. Occupational 
and speech therapies may be used to improve 
adaptive functioning and should be implemented 
in a developmentally appropriate manner.

 Attention-Deficit/Hyperactivity 
Disorder

ADHD is a pervasive neurodevelopmental condi-
tion characterized by inattention, hyperactivity, 
and impulse control deficits that interfere with 
social, academic, and/or occupational function-
ing (American Psychiatric Association, 2013). 
There are three subtypes of ADHD as defined in 
the DSM-5: predominantly inattentive 
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 presentation, predominantly hyperactive/impul-
sive presentation, and combined presentation. 
Symptoms of inattention include making careless 
mistakes, difficulty sustaining attention, disorga-
nization, difficulties with listening or completing 
multi- step tasks, distractibility and forgetfulness, 
avoidance of tasks requiring sustained attention, 
and losing things necessary to complete tasks 
(American Psychiatric Association, 2013). Those 
with hyperactive/impulsive symptoms struggle 
with quiet activities, talk excessively, interrupt 
often, are fidgety and unable to sit still, are 
“driven by a motor,” and may run or climb exces-
sively (American Psychiatric Association, 2013). 
In order to meet criteria for ADHD, symptoms of 
inattention and/or hyperactivity/impulsivity must 
be present before the age of 12 years, persist for 
at least 6  months, and negatively impact aca-
demic, social, or occupational functioning in 
multiple settings (American Psychiatric 
Association, 2013). As is the case for many neu-
rodevelopmental disorders, while symptoms of 
ADHD often persist throughout a person’s life-
time, the relative severity of and impairment from 
symptoms of ADHD may decrease with age 
(Faraone et al., 2006; Weiss & Hechtman, 1993). 
Some individuals with ADHD experience sub-
stantial improvement of symptoms into adult-
hood, while others have sustained symptoms into 
late adulthood (St. Pourcain et al., 2011).

While ADHD and ASD share significant 
comorbidity, diagnostic criteria did not allow for 
comorbid diagnoses prior to the current version 
of the DSM, first published in 2013. As a result, 
studies investigating this comorbidity are rela-
tively recent. Based on current research, it is 
reported that 15–25% of youth with ADHD have 
comorbid ASD and 50–70% with ASD meet cri-
teria for ADHD (Antshel et al., 2016). This is a 
significantly elevated rate of comorbidity com-
pared to the general population, where ADHD is 
estimated to affect 5% of the general population 
(Polanczyk et  al., 2007). Elevated comorbidity 
rates may be related to a 50–70% overlap in con-
tributing genetic factors (Lichtenstein et  al., 
2010; Rommelse et al., 2011). Both disorders are 
neurodevelopmental disorders and share other 
commonalities including a male predominance 

(Christakou et  al., 2013; Thapar et  al., 2012), 
clustering in families, and high prevalence of co- 
occurring sleep disorders (Cortese et  al., 2009; 
Hvolby, 2015; Richdale & Schreck, 2009). In 
addition, ADHD and ASD share several core and 
associated symptoms including language/cogni-
tive delays, social difficulties, and executive dys-
function. Importantly, those with comorbid ASD 
and ADHD have more severely impaired social 
and adaptive functioning skills compared to those 
with ASD alone (Avni et al., 2018).

Making the diagnosis of ADHD in a person 
with ASD may be challenging, as social impair-
ment, cognitive limitations, inattention, and 
executive dysfunction commonly occur in both 
conditions. Agitation and aggression, which are 
relatively common in ASD, may occur as a result 
of unmitigated hyperactivity, impulsivity, and 
decreased frustration tolerance attributable to 
ADHD. Similarly, the repetitive motor behaviors 
and restricted interests of ASD may be confused 
with the hyperactivity and inattention of ADHD, 
respectively. Because an accurate diagnosis is 
essential for treatment planning, it is essential to 
complete a thorough psychiatric evaluation to 
diagnosis comorbid ADHD when appropriate.

The recommended treatment approach for 
ADHD is medication management in combina-
tion with non-medication approaches (Wolraich 
et  al., 2019). Amphetamines and methylpheni-
dates (stimulants) and non-stimulants such as 
clonidine and guanfacine (alpha-2 agonists) and 
atomoxetine (a norepinephrine reuptake inhibi-
tor) have Food and Drug Administration (FDA) 
approval for the treatment of ADHD in the United 
States. Stimulants are noted to be highly effica-
cious in the treatment of ADHD (Wolraich et al., 
2019), however, are associated with side effects 
including appetite suppression, insomnia, anxi-
ety/agitation, and mood alterations. Alpha-2 ago-
nists are generally well tolerated, however may 
cause sedation and hypotension. Side effects of 
atomoxetine include headache, nausea, gastroin-
testinal distress, and dizziness. Psychotropic 
medications may need to be adjusted and com-
bined to reach maximal benefit. Unfortunately, 
response rates also tend to be lower and the side 
effect burden higher in individuals with ADHD 
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and ASD compared to those with ADHD alone 
(Greenhill et  al., 2001) Cognitive treatments, 
including cognitive remediation therapy (CRT) 
and cognitive behavioral therapy (CBT), as well 
as behavioral interventions, may also be helpful 
(Young et al., 2020).

 Tic and Tic-Related Disorders

The DSM-5 defines a tic as a “sudden, rapid, 
recurrent, nonrhythmic motor movement or 
vocalization” (American Psychiatric Association, 
2013). Tourette’s disorder requires the presence 
of multiple motor tics and at least one vocal tic 
beginning before the age of 18 years and the per-
sistence of tics for at least 1  year (American 
Psychiatric Association, 2013). Persistent motor 
or vocal tic disorders are defined as at least one 
motor or vocal tic (but not both motor and vocal) 
beginning before the age of 18 years and persist-
ing for at least 1  year (American Psychiatric 
Association, 2013). Common motor tics include 
eye blinking, facial grimacing, nose twitching, 
and jaw/neck/shoulder/limb movements. 
Common vocal tics include sniffing, grunting, 
chirping, and throat clearing. Two features which 
distinguish tics from other repetitive movements 
and vocalizations seen in ASD include a premon-
itory urge and suppressibility. Tics are often pre-
ceded by a premonitory urge resembling the need 
to sneeze and can be volitionally suppressed at 
the expense of increased inner tension (Du et al., 
2010). Although tic phenomenology and distri-
bution are similar between ASD and non-ASD 
populations, persons with ASD may have 
decreased awareness of their tics compared to 
those without ASD (Kahl et al., 2015).

An elevated rate of tics and tic disorders in 
association with ASD has long been reported. 
Some of this overlap may relate to common 
genetic mutations that have been associated with 
both disorders (Fernandez et  al., 2012). 
Approximately 22–34% of children with ASD 
also meet criteria for a comorbid tic disorder 
(either Tourette’s disorder or chronic motor tic 
disorder; Baron-Cohen et al., 1999; Canitano & 
Vivanti, 2007), compared with 1% of children in 

the general population who meet criteria for a tic 
disorder. Increased cognitive impairment has 
been associated with tics in ASD (Canitano & 
Vivanti, 2007). Tics usually begin between the 
ages of 4 to 6 years and peak in severity between 
the ages of 9 and 14 years before diminishing in 
late adolescence/early adulthood (Gilbert, 2006). 
However, tics can remain present in adulthood. A 
study including 21 adults with ASD without ID 
demonstrated that 10 of 21 adults (48%) exhib-
ited motor tics during a structured assessment 
(Kahl et al., 2015). Tic severity and the degree to 
which they cause embarrassment, pain, or are 
otherwise disruptive can vary across individuals 
and also within a single individual, often worsen-
ing during periods of stress.

The recommended treatment approach for tics 
and tic-related disorders will depend on the 
severity of the tics, how distressing they are, and 
the degree to which they impair functioning. If 
they are mild, treatment may be limited to pro-
viding psychoeducation about tics to the patient, 
family, and school/vocational staff in an effort to 
destigmatize them. In fact, the majority of indi-
viduals meeting criteria for tic disorders do not 
require medications for tic suppression. If the tic 
disorder is moderate to severe, biological and/or 
psychosocial treatments may be indicated. The 
classes of medications commonly used to treat tic 
disorders include alpha-2 agonists (e.g., cloni-
dine or guanfacine) and antipsychotics (e.g., 
aripiprazole or risperidone). The potential bene-
fits of these medications must be carefully bal-
anced with the potential risks. Although alpha-2 
agonists are generally well tolerated, they may 
cause hypotension and sedation (Schatzberg & 
DeBattista, 2015). Antipsychotics are associated 
with a comparatively higher side effect burden 
including adverse metabolic effects (e.g., 
increased appetite, weight gain, hypertension, 
hyperlipidemia, and hyperglycemia) and rare, but 
potentially irreversible movement disorders (e.g., 
tardive dyskinesia) (Schatzberg & DeBattista, 
2015). Since the natural course of tics is to typi-
cally improve throughout adolescence and early 
adulthood, it may be possible to reduce or dis-
continue treatment with medications in adult-
hood (Leckman, 2012). The type of psychotherapy 
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that has the greatest evidence base for the treat-
ment of tics is habit reversal training. Habit rever-
sal training includes increasing awareness of tics 
and the premonitory urge to tic in order to even-
tually develop a competing incompatible 
response (an action that is incompatible with the 
tic and is meant to replace it) (Leckman, 2012).

 Schizophrenia Spectrum Disorders

The core feature of schizophrenia spectrum dis-
orders including brief psychotic disorder, schizo-
phreniform disorder, and schizophrenia is 
psychosis. Symptoms of psychosis include hal-
lucinations (i.e., perception of sensory stimuli 
when there is none), delusions (i.e., fixed false 
beliefs that are inconsistent with reality and the 
person’s socio-cultural background), and disor-
ganized speech or behavior. Negative symptoms 
of psychosis including apathy, blunting of affect, 
reduced social drive, and loss of motivation can 
also occur. Brief psychotic disorder, schizo-
phreniform disorder, and schizophrenia all share 
similar clinical features; however, they have dif-
ferent criteria with regard to symptom duration: 
less than 1 month, less than 6 months, and greater 
than 6 months, respectively. If symptoms of psy-
chosis persist for 6 months or more, schizophre-
nia is diagnosed and is generally considered to be 
a chronic condition. According to the DSM-5, if 
there is a history of ASD or a communication dis-
order of childhood, schizophrenia can only be 
diagnosed if prominent delusions or hallucina-
tions are present (American Psychiatric 
Association, 2013). While the psychotic symp-
toms of schizophrenia (i.e., hallucinations, delu-
sions, disorganized speech, and disorganized 
behavior) typically emerge in late adolescence/
early adulthood, prodromal symptoms through-
out early adolescence are common and may 
include anxiety, depression, obsessive- 
compulsive symptoms, social withdrawal, school 
refusal, sleep disturbances, and irritability 
(George et al., 2017).

Whether individuals with ASD are at increased 
risk for schizophrenia and other psychotic disor-
ders remains unknown. It is estimated that the 

global prevalence of schizophrenia is approxi-
mately 1% (Tandon et al., 2009). A recent meta- 
analysis concluded that schizophrenia is 
approximately 3.6 times more common in those 
with ASD compared to the general population; 
however additional prevalence studies are needed 
due to significant variation across studies (Zheng 
et al., 2018).

There is a significant historical overlap 
between schizophrenia and ASD. ASD was his-
torically believed to be a childhood manifestation 
of schizophrenia and was commonly described as 
“childhood psychosis” or “schizophrenic syn-
drome of childhood” until 1971 when they were 
conceptually separated (Kolvin, 1971; Kolvin 
et  al., 1971). This historical relationship is not 
surprising due to some symptomatic similarities 
between the two disorders. While they are sepa-
rate neurodevelopmental disorders, they share 
several symptoms including communication 
impairment, sensory processing issues, poor eye 
contact, social deficits/withdrawal, and cognitive 
difficulties (Posey et  al., 2004). Retrospective 
studies have also revealed delays in language 
development, visual-motor coordination, and ste-
reotypic/repetitive behaviors in children who 
later develop schizophrenia, all of which are also 
highly characteristic of ASD (Alaghband-Rad 
et  al., 1995; Asarnow et  al., 1995). In addition, 
individuals with ASD who experience high levels 
of stress may appear thought disordered or para-
noid at times, particularly when a change in 
activity or routine occurs (Berney, 2000). The 
two disorders also share similar risk factors 
including heritability, prenatal exposure to infec-
tions, and inflammation (Cheung et al., 2010).

Antipsychotics are the main treatment for 
schizophrenia spectrum disorders. The side 
effects of antipsychotics may include sedation, 
metabolic disturbances, digestive problems, 
akathisia (i.e., inner restlessness with an urge to 
move) and movement-related side effects such as 
tremors, muscle rigidity, and parkinsonian-like 
features and tardive dyskinesia. While the litera-
ture on the treatment of comorbid schizophrenia 
in ASD is limited, a retrospective cohort study 
including 638 youth with first-episode psychosis 
demonstrated that those with a comorbid 
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 diagnosis of ASD were less likely to respond to 
treatment with antipsychotics (Downs et  al., 
2017). If there is concomitant aggression and/or 
irritability, it may be appropriate to consider the 
use of risperidone or aripiprazole as they have 
both been approved by the FDA for the treatment 
of irritability associated with ASD.  Regarding 
psychotherapies, CBT for psychosis and cogni-
tive enhancement therapies have shown efficacy 
in helping individuals cope with and identify psy-
chotic symptoms. Individual, group, family, and 
social skills training may also be of benefit to 
those with schizophrenia and ASD.  Those with 
severe symptoms and impairment may benefit 
from Assertive Community Treatment (ACT), an 
intensive and highly integrated form of 
community- based mental health care delivery, 
and may need social and occupational supports 
as they may not be able to work or live 
independently.

 Catatonia

Catatonia is a severe psychomotor syndrome 
defined by abnormalities in speech, movement, 
and behavior (Fink & Taylor, 2009). Catatonia 
may be due to a medical or psychiatric condition 
such as a mood or psychotic disorder and is being 
increasingly reported in persons with 
ASD. According to the DSM-5 diagnostic crite-
ria, patients must exhibit at least three of the fol-
lowing symptoms to qualify for a diagnosis of 
catatonia: stupor (no psychomotor activity; not 
actively relating to environment), catalepsy (pas-
sive induction of a posture held against gravity), 
waxy flexibility (slight, even resistance to reposi-
tioning), mutism (no or little verbal response), 
negativism (opposition or no response to instruc-
tions), posturing (spontaneous and active mainte-
nance of a posture against gravity), mannerism 
(odd, caricature of normal actions), stereotypy 
(repetitive, abnormally frequent non-purposeful 
movements), agitation, grimacing, echolalia 
(mimicking another’s speech), and echopraxia 
(mimicking another’s movements; American 
Psychiatric Association, 2013). The diagnosis of 
catatonia is complicated in individuals with ASD 

due to overlapping clinical features including 
echophenomena, mutism, and stereotypies 
(Dhossche et al., 2006). Because of this overlap, 
a departure from baseline symptoms and/or func-
tioning is the key to making this diagnosis. 
Catatonic symptoms seen more frequently in 
individuals with ASD include increased slowness 
affecting movement and verbal responses, diffi-
culty initiating and/or completing actions, 
increased reliance on prompts, and increased pas-
sivity (DeJong et al., 2014). The clinical features 
that should prompt an evaluation for catatonia in 
an adult with ASD include a loss of language 
ability and/or self-care skills, psychomotor 
“freezing” especially during transitions such as a 
change in activity or when crossing a threshold, 
and a change in the person’s baseline repetitive 
motor movements.

Catatonia often begins insidiously, and may 
follow a waxing and waning course, but can 
become quite severe and even potentially life 
threatening, particularly when the symptoms 
interfere with the basic activities of daily life 
including attaining adequate food intake. Patients 
with catatonia may either move so often and 
quickly or eat so slowly that they lose a substan-
tial amount of weight. The overall prevalence of 
catatonia in ASD is about 6–17%, with higher 
rates seen in older adolescents and adults com-
pared to younger children (Billstedt et al., 2005; 
Ghaziuddin et  al., 2012; Wing & Shah, 2000). 
The average age of onset of catatonia in ASD is 
19  years (Ohta et  al., 2006). Stress, including 
environmental stressors (e.g., change in routine, 
loss of structure), psychological factors (e.g., 
anxiety, depression), and medical illnesses (e.g., 
fever, infection), may be a precipitating factor for 
the development of catatonia in persons with 
ASD (Shah & Wing, 2006). However, the precise 
underlying neurobiological mechanisms of cata-
tonia in ASD remain unknown. The literature 
suggests that untreated catatonia in ASD may 
become chronic and more difficult to success-
fully treat (Dhossche et al., 2006).

The main treatment approach for catatonia is 
biological. There are two primary biological 
treatments for catatonia, including when treating 
persons with ASD. The first is to use high  dosages 
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of a benzodiazepine such as lorazepam (6–24 mg 
daily). A “lorazepam challenge,” wherein the 
symptoms of catatonia resolve after a dose of 
lorazepam is administered, may be used to sup-
port the diagnosis of catatonia. The second- line 
treatment is electroconvulsive therapy (ECT). 
Electroconvulsive therapy is a procedure done 
under general anesthesia, in which a brief seizure 
under close medical supervision is triggered to 
induce relief of psychiatric symptoms. While the 
use of ECT in persons with neurodevelopmental 
disorders remains somewhat controversial 
(Collins et al., 2012; Dhossche & Stanfill, 2004), 
a retrospective study has documented its effec-
tiveness in 21 patients with ASD and comorbid 
catatonia who did not respond to lorazepam 
(Wachtel, 2019). Indefinite maintenance of either 
treatment approach is generally needed in per-
sons with ASD (DeJong et al., 2014). Psychosocial 
interventions for catatonia in ASD should accom-
pany the biological approaches and may include 
explaining to family members and caregivers that 
the symptoms are due to a neurobiological pro-
cess rather than volitionally produced, identify-
ing and reducing sources of psychosocial stress, 
implementing a system of verbal or physical 
prompts to complete activities, and developing a 
structured and predictable routine (Shah & Wing, 
2006).

 Bipolar and Related Disorders

The DSM-5 defines the bipolar and related disor-
ders as mood disorders characterized by episodes 
of major depression and either mania or hypoma-
nia. Mania is a distinct period of abnormal and 
persistently elevated, expansive, or irritable mood 
with increased self-esteem or grandiosity, 
decreased need for sleep, increased or pressured 
speech, flight of ideas, increased goal-directed 
activities, distractibility, psychomotor agitation, 
impulsivity, and increased pursuit of risky activi-
ties (American Psychiatric Association, 2013). In 
order to meet criteria for a manic episode, the 
symptoms must persist for at least 1 week, three 
or more of the aforementioned symptoms must 
be present, and they must cause severe social and 

occupational impairment and/or require hospital-
ization. Psychotic features such as delusions and 
auditory hallucinations may also be present. 
Hypomanic episodes are similar to manic epi-
sodes, but symptoms only need to be present for 
4 days, are not characterized by marked impair-
ment or need for hospitalization, and must not 
include psychotic symptoms. The diagnostic cri-
teria for bipolar I disorder requires the presence 
of at least one manic episode, while the diagnos-
tic criteria for bipolar II disorder requires the 
presence of both one hypomanic episode and one 
major depressive episode. Cyclothymic disorder 
is diagnosed if there are fluctuating hypomanic 
and depressive symptoms within a period of 
2 years, but the symptoms do not qualify for the 
diagnosis of bipolar I or II disorder (American 
Psychiatric Association, 2013).

A study investigating the lifetime prevalence 
of bipolar disorder across 11 countries demon-
strated an overall lifetime prevalence of 2.4% 
(Merikangas et al., 2011). With regard to preva-
lence rates of bipolar disorder in adults with 
ASD, a few studies have reported generally ele-
vated rates of comorbidity, with central estimates 
of lifetime prevalence of 5–6% (Skokauskas & 
Frodl, 2015; Vannucchi et al., 2014). Relatives of 
patients with ASD are also at increased risk of 
developing bipolar disorder, with a prevalence of 
approximately 10% (Vannucchi et  al., 2014), 
which may be related to shared genetics between 
ASD and bipolar disorder (Lee et  al., 2019). 
Youth with ASD and bipolar disorder also experi-
enced increased rates of comorbid ADHD and 
obsessive-compulsive disorders (Borue et  al., 
2016).

Large and systematic studies regarding bipo-
lar disorder in the ASD population are generally 
lacking and are limited to only a few cross- 
sectional studies. This is in part due to studies on 
bipolar disorder excluding patients with ASD and 
in part due to the lack of rigorous assessment of 
symptoms of bipolar disorder in patients with 
ASD.  It has been reported that symptoms of 
bipolar disorder emerge and are expressed some-
what differently in those with ASD than in the 
general population. Borue et al. (2016) noted that 
patients with comorbid ASD and bipolar disorder 

5 Psychiatric Comorbidity in Individuals with Autism



66

have more mixed (depressive symptoms occur-
ring during manic episodes such as sad mood, 
social withdrawal, and suicidal ideation) or atypi-
cal features (including more irritability, aggres-
sion, more frequent distractibility, and racing 
thoughts). In addition, patients with comorbid 
ASD and bipolar disorder typically experience an 
earlier onset of mood symptoms, beginning at 
approximately 10  years of age compared to 
12 years of age in neurotypical controls (Borue 
et al., 2016). Because of these differences, bipo-
lar disorder is often under-recognized or misdi-
agnosed as ADHD, psychosis, or personality 
disorders in patients with ASD (Vannucchi et al., 
2014).

While the severity of bipolar disorder symp-
toms often decrease over time, the early diagno-
sis and treatment of bipolar disorder in young 
individuals with ASD may lead to improved clin-
ical outcomes and social functioning, which are 
more severely impaired in patients with a comor-
bid diagnosis of ASD and bipolar disorder than 
ASD alone (Borue et al., 2016). The main treat-
ments for bipolar disorder in the general popula-
tion include mood stabilizers such as valproic 
acid, carbamazepine, lamotrigine and lithium, 
and/or second generation antipsychotics such as 
risperidone, aripiprazole, olanzapine, quetiapine, 
cariprazine, asenapine, paliperidone, ziprasi-
done, and lurasidone (Yatham et al., 2018). There 
are no double-blind, placebo-controlled trials of 
medications or studies pertaining specifically to 
the treatment of bipolar disorder with comorbid 
ASD. Common side effects associated with mood 
stabilizers include digestive problems, sedation, 
renal/liver toxicity, tremors, and electrolyte 
imbalances. There is also the need for mood sta-
bilizer blood level monitoring to avoid toxicity. 
Valproic acid has been known to cause neural 
tube defects among other teratogenic effects and 
should be used with extreme caution in women of 
childbearing age. Regarding antipsychotics, pos-
sible side effects may include sedation, weight 
gain, digestive problems, akathisia, and 
movement- related issues such as tremors, muscle 
rigidity, parkinsonian-like features, and tardive 
dyskinesia. Psychoeducation and rehabilitative 
programs should also be provided and must be 

modified according to the patient’s developmen-
tal level (Vannucchi et al., 2014).

 Major Depressive Disorder

Major depressive disorder is a mood disorder 
characterized by a persistent change in mood 
quality accompanied by changes in thinking, 
behavior, and physical symptoms that last for at 
least 2 weeks. According to the DSM-5, to meet 
criteria for a major depressive episode, the person 
must experience sad mood most of the day, nearly 
every day, and/or loss of interest or pleasure for at 
least 2 weeks as well as at least four other think-
ing, behavioral, or physical symptoms (American 
Psychiatric Association, 2013). Thinking pat-
terns that are common in depression include fre-
quent thoughts about guilt, hopelessness, 
worthlessness, excessive worrying, or death or 
dying. Behavioral changes include social with-
drawal, increased irritability, and decreased inter-
est in formerly pleasurable activities. Physical 
symptoms of depression include appetite 
changes, sleep problems, and low energy. There 
are several aspects of ASD that can make the 
diagnosis of depression more challenging includ-
ing associated features of ASD such as difficulty 
accurately identifying and reporting mood, con-
stricted range of facial expression, sleep prob-
lems, and social withdrawal. The lack of specific 
diagnostic tools to screen for and identify depres-
sion in ASD adds to this challenge. Incorporating 
information from the patient as well as observers 
(e.g., parents, caregivers, teachers, coworkers) 
may be helpful to arrive at an accurate diagnosis. 
Some features of depression that may be more 
prominent in individuals with ASD and are gen-
erally easily observable include increased ASD- 
related behaviors (e.g., hand flapping or other 
repetitive motor behaviors), irritability, and self- 
injurious behaviors (Pezzimenti et  al., 2019). 
There is usually a clear onset of depression and 
the episodes last on average between 1 and 
6  months (Simonoff et  al., 2008). Patients who 
present with mood symptoms should undergo a 
suicide risk assessment including whether the 
person has wished they were dead, had thoughts 
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about killing themselves, is actively thinking 
about killing themselves, has a suicide plan, has 
access to suicide means, and previous suicide 
attempts. This detailed risk assessment will allow 
for treatment planning to decrease risk factors for 
suicide while increasing protective factors and 
developing a crisis plan. This is of critical impor-
tance in the ASD population, as longitudinal pop-
ulation studies have shown that adolescents and 
young adults with ASD are more likely to attempt 
and complete suicide than individuals without 
ASD (Chen et al., 2017; Kirby et al., 2019).

Major depressive disorder among adults with 
ASD is highly prevalent. A cross-sectional study 
including 255 individuals with ASD (14–
80 years) demonstrated that 38% of the sample 
met the cutoff scores for clinically significant 
depression on standardized self-report measures 
(Uljarević et  al., 2019). Individuals with ASD 
experience more depression symptoms compared 
to a neurotypical comparison group across the 
full adult lifespan (Lever & Geurts, 2016b). 
Unfortunately, depression is likely underrecog-
nized and undertreated in this population 
(Chandrasekhar & Sikich, 2015). Similar to the 
general population, female sex (genetic XX) is a 
risk factor for major depressive disorder among 
adults with ASD (Lever & Geurts, 2016b), and 
anxiety is a common psychiatric comorbidity. 
The severity of baseline core ASD symptoms is 
associated with developing depression among 
adults with ASD (Lever & Geurts, 2016b). The 
timely identification and treatment of major 
depressive disorder is essential, as untreated 
depression can result in worsened core symptoms 
of ASD and lower levels of educational and voca-
tional functioning. Depression in youth with 
ASD has been associated with lower general 
functioning as measured by the Child Global 
Assessment Scale (CGAS; Mattila et al., 2010). 
Additionally, comorbid depression has a deleteri-
ous effect on employment in adult men with ASD 
(Sung et al., 2015).

Although the treatment of depression has 
received significant attention in the general popu-
lation, studies examining the treatment of depres-
sion in adults with ASD are much more limited. 
In fact, no double-blind, placebo-controlled trials 

of medications for the treatment of major depres-
sive disorder have been conducted in ASD for 
any age-group. Therefore, the standard medica-
tion approaches to treating major depressive dis-
order in the general population are generally 
followed and can be helpful in ameliorating 
symptoms and restoring functioning. First-line 
antidepressants used to treat major depressive 
disorder in the general population include selec-
tive serotonin reuptake inhibitors (SSRIs), sero-
tonin norepinephrine reuptake inhibitors 
(SNRIs), bupropion, and mirtazapine. Common 
side effects associated with antidepressants 
include headaches, digestive problems, increased 
anxiety, and changes in sleep or energy. 
Individuals with ASD may be more likely to 
experience adverse effects from SSRIs including 
behavioral activation, irritability, akathisia (inner 
restlessness with an urge to move), and sleep dis-
turbance (Chandrasekhar & Sikich, 2015). 
Because individuals with ASD may have more 
difficulty communicating side effects, it is impor-
tant to start antidepressants at low doses and 
increase the dose slowly to a therapeutic or ben-
eficial dose. If the first antidepressant is poorly 
tolerated or ineffective, it may be helpful to 
switch to a different antidepressant. 
Antidepressants can take several weeks to take 
effect and generally should be continued for at 
least 6–12 months after attaining remission from 
depression in order to prevent a relapse. For those 
who have experienced more than one episode of 
depression or a very severe single episode of 
depression, lifelong maintenance on an antide-
pressant should be considered.

The most common reason for adults with ASD 
to seek psychotherapy is for the treatment of 
depression (Lipinski et al., 2019). Psychotherapies 
for depression including CBT have been modi-
fied for the ASD population. CBT is focused on 
modifying thinking and behavioral patterns that 
perpetuate and exacerbate depressed mood. Nine 
sessions of group CBT resulted in improvement 
of depression symptoms in individuals with ASD 
compared to a waitlist control group (McGillivray 
& Evert, 2014). These improvements were sus-
tained at 3- and 9-month follow-ups (McGillivray 
& Evert, 2014). Adults with ASD report that 
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modifications to psychotherapy for depression 
such as written communication and clearly struc-
tured sessions are beneficial (Lipinski et  al., 
2019).

 Anxiety Disorders

Anxiety disorders are characterized in the DSM- 
5 as a group of disorders defined by excessive 
fear, anxiety, and associated behavioral distur-
bances that cause distress and impairment 
(American Psychiatric Association, 2013). Fear 
is a response to a real or perceived threat and is 
commonly associated with escape behaviors, 
thoughts of immediate danger, and a “fight or 
flight” reaction, while anxiety is anticipation of 
future threat and commonly characterized by 
cautious and avoidant behaviors, tension, and 
vigilance. There are many anxiety disorders out-
lined in the DSM-5 including selective mutism, 
separation anxiety disorder, specific phobia, 
social anxiety disorder, agoraphobia, panic disor-
der, generalized anxiety disorder (GAD), medi-
cation/substance-induced anxiety disorder, and 
unspecified anxiety disorder. While each of these 
disorders differs in terms of specific criteria and 
the target of the fear, they are each associated 
with excessive fear, anxiety or avoidance, as well 
as cognitive distortions (American Psychiatric 
Association, 2013). A recent study by Nimmo- 
Smith et al. (2020) reported that the prevalence of 
all anxiety disorders is higher in adults with ASD 
versus controls at 20.1% and 8.7%, respectively. 
The authors noted that the most common comor-
bid anxiety disorders are GAD, social anxiety 
disorder, panic disorder, and unspecified anxiety. 
In GAD, the individual experiences excessive 
and significant worry across many domains that 
is difficult to control as well as three or more of 
the following symptoms: restlessness, muscle 
tension, irritability, sleep disturbances, difficul-
ties concentrating, feeling “on edge,” and fatigue 
over a 6-month period. In social anxiety disorder, 
there is significant fear and anxiety surrounding 
social situations relating to a fear of being scruti-
nized, negatively evaluated by others, embar-
rassed, rejected, or offensive to others. In panic 

disorder, one experiences recurrent panic attacks 
with physical/cognitive symptoms including pal-
pitations, sweating, shortness of breath, chest 
pain/discomfort, dizziness, numbness, chills, 
nausea, depersonalization/derealization, feelings 
of choking, dying, or losing control, and also 
develops maladaptive behaviors surrounding 
panic attacks and concern regarding future 
attacks (American Psychiatric Association, 
2013). Unspecified anxiety disorder applies to 
presentations in which symptoms of an anxiety 
disorder cause significant distress or impairment 
but do not meet any specific DSM-5 criteria for 
another disorder.

Approximately 40% of children with ASD 
have at least one anxiety disorder (van Steensel 
et  al., 2011), with prevalence appearing to 
decrease with age towards 20.1% between the 
ages of 18–27 years (Nimmo-Smith et al., 2020). 
A large population-based birth cohort study of 
young adults found that 50% of the individuals 
with ASD had a comorbid anxiety diagnosis, 
compared to 22.2% of neurotypical individuals 
(Kirsch et  al., 2019). It has also been reported 
that the risk for an anxiety disorder in those with 
ASD without ID is three times higher than in the 
general population (Mazefsky et  al., 2013; 
Nimmo-Smith et al., 2020). The increased rate of 
comorbid of anxiety disorders in ASD may be 
related to the core and associated symptoms of 
ASD including social difficulties and rejection, 
behavioral and mental rigidity with intolerance to 
change, caregiver punishment of behaviors, and 
limbic dysfunction resulting in emotional dys-
regulation (Mazefsky et al., 2013; Nimmo-Smith 
et al., 2020).

Making the diagnosis of an anxiety disorder in 
those with ASD can be challenging due to the 
risk of diagnostic overshadowing. For example, 
symptoms of social anxiety disorder may be 
ascribed to the core social communication defi-
cits of ASD, and an anxiety disorder may not be 
considered when a person with ASD is highly 
agitated/aggressive. Anxiety may also manifest 
differently in those with ASD compared to the 
general population. One study demonstrated that 
17% of youth with ASD had typical anxiety 
(symptoms consistent with DSM criteria), while 
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15% had atypical anxiety (symptoms not consis-
tent with DSM criteria), and 31% had both (Kerns 
et  al., 2014). Examples of atypical anxiety in 
ASD include anxiety around changes in routine 
and losing access to restricted interests in the 
absence of generalized worry, unusual specific 
fears in the absence of sensory sensitivity (e.g., 
grocery stores, the radio, babies crying, cough-
ing), social fearfulness without fear of negative 
evaluation, and compulsive/ritualistic behaviors 
that are not performed to prevent distress or a 
feared outcome (Kerns et  al., 2014). Increased 
self-injurious behaviors, mental rigidity, and sen-
sory under or over responsiveness may also occur 
in patients with comorbid anxiety and ASD 
(Zaboski & Storch, 2018).

Symptoms of anxiety may remain consistent 
throughout the lifespan if left untreated (Lenze & 
Wetherell, 2011). Treatment of anxiety is of high 
importance in those with ASD as untreated anxi-
ety can cause or worsen depression, aggression, 
and self-injurious behaviors. Cognitive behav-
ioral therapy has been found to be effective in 
those with comorbid ASD and anxiety disorders 
and includes psychoeducation, gradual exposure 
to the source of anxiety, and cognitive restructur-
ing (Ung et al., 2015). Modifications of CBT for 
individuals with ASD include concrete behav-
ioral programs, integrating specific interests into 
psychotherapy, and a broad treatment approach 
that addresses both anxiety and core ASD symp-
toms (Zaboski & Storch, 2018). Social skills 
training may also be effective for social anxiety 
and communication deficits. No double-blind, 
placebo-controlled studies to date have addressed 
the pharmacologic treatment of anxiety in adults 
with ASD; however, SSRIs (such as fluoxetine, 
sertraline, citalopram, escitalopram, paroxetine), 
SNRIs (such as venlafaxine and duloxetine), and 
buspirone have shown efficacy in treating anxiety 
in the general population and may be beneficial 
(Schatzberg & DeBattista, 2015). Common side 
effects of these medications include headaches, 
gastrointestinal problems, and fatigue/insomnia. 
As previously noted, patients with ASD may be 
more sensitive to SSRI-related side effects. 
Benzodiazepines have been approved for acute 
anxiety/panic in adults and children; however 

they should also be approached with caution as 
paradoxical reactions including aggression may 
be more likely in patients with ASD (Marrosu 
et al., 1987).

 Obsessive-Compulsive Disorder

Obsessive-compulsive disorder (OCD) is a psy-
chiatric disorder characterized by obsessions 
and/or compulsions, where usually both obses-
sions and compulsions are present. The DSM-5 
defines obsessions as recurrent, persistent 
thoughts, urges, or images that are experienced as 
intrusive and unwanted, which the individual 
attempts to ignore, suppress, or neutralize, often 
causing marked anxiety or distress (American 
Psychiatric Association, 2013). Compulsions are 
repetitive behaviors or mental acts that the indi-
vidual feels driven to perform in response to an 
obsession or according to rules that must be 
applied rigidly in order to prevent or reduce dis-
tress but are not connected in a realistic way with 
the feared outcome (American Psychiatric 
Association, 2013). There is some extent of over-
lap between the core symptoms of ASD and 
OCD, as both disorders typically involve repeti-
tive thoughts and behaviors. Importantly, the 
repetitive thoughts attributed to ASD are typi-
cally self-generated repetitive thoughts pertain-
ing to topics of interest that the individual takes 
pleasure in pursuing (Klin et  al., 2007). These 
contrast with the distressing, intrusive, unwanted 
nature of obsessions which are generally experi-
enced as unwanted and unpleasant. Furthermore, 
a study comparing individuals with ASD to those 
with OCD found that adults with ASD were less 
likely to experience thoughts with aggressive, 
contamination, sexual, religious, symmetry, and 
somatic content than adults with OCD (McDougle 
et al., 1995). The repetitive behaviors that com-
prise core ASD symptomatology are termed ste-
reotypies: non-purposeful, voluntary, bilateral, 
continuous movements. While stereotypies can 
serve to relieve intense emotions (e.g., anxiety, 
anger, excitement) that differ from the baseline 
emotional state, they are generally non- purposeful 
and do not serve to relieve anxiety/distress 
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 associated with an obsession. Unlike stereoty-
pies, compulsions are goal-directed, purposeful 
behaviors which are performed with the intent of 
relieving distress/anxiety. Although it is impor-
tant to distinguish between ASD and OCD when 
they represent two clinically discrete conditions, 
these two diagnoses are not exclusionary, and 
comorbidity can occur. In cases of true comor-
bidity, the individual should demonstrate clearly 
distinguishable compulsions which are linked to 
obsessions as well as repetitive, ritualistic stereo-
typies of ASD (Wu et al., 2014).

The true prevalence of comorbid OCD among 
individuals with ASD is unknown, and limited to 
some extent by the cognitive and communicative 
limitations sometimes associated with 
ASD. These make it difficult to discern whether 
the individual is experiencing obsessions and to 
what extent observable behaviors resembling 
compulsions are linked to obsessions. The litera-
ture has suggested that OCD in individuals with 
ASD may be more refractory than in patients 
with OCD alone (Pazuniak & Pekrul, 2020). The 
accurate distinction between ASD, OCD, and 
ASD co-occurring with OCD has important 
implications for treatment. Biologically, the gold 
standard first-line treatment for OCD in the gen-
eral population is SSRIs. Importantly, SSRIs 
have not been shown to improve the repetitive 
behaviors in children and adolescents with ASD 
(Herscu et al., 2020; King et al., 2009), but may 
be helpful in reducing obsessions and/or compul-
sions if comorbid OCD is present. Because indi-
viduals with ASD may be more likely to 
experience SSRI-related side effects, the initial 
dose should be the lowest possible and uptitration 
should occur slowly. The gold standard psycho-
therapy for OCD is exposure and response pre-
vention (ERP) therapy, a form of CBT. Exposure 
and response prevention therapy has been modi-
fied for the ASD population and can be helpful in 
decreasing obsessions, compulsions, and associ-
ated distress. Examples of these modifications 
include more structured sessions, identifying 
triggers for dysregulation, incorporation of the 
patient’s preferred interests, increased use of 
visual aids, greater caregiver involvement, and 
positive reinforcement.

 Posttraumatic Stress Disorder

According to the DSM-5, the diagnostic criteria 
for posttraumatic stress disorder (PTSD) are met 
when one has been exposed to actual or threat-
ened death, serious injury, or sexual violence 
(Criterion A) followed by persistent intrusive 
symptoms (such as nightmares and flashbacks) 
pertaining to the traumatic event, avoidance of 
stimuli associated with the traumatic event, nega-
tive alterations of cognition and mood, and 
marked alterations of arousal and reactivity for 
1  month or longer (American Psychiatric 
Association, 2013). A recent Swedish study dem-
onstrated that the lifetime prevalence of PTSD is 
higher in adults with ASD compared to controls, 
at 0.7% and 0.3%, respectively (Nimmo-Smith 
et al., 2020). The lifetime prevalence of PTSD in 
the general population in the United States has 
been reported to be much higher, with a lifetime 
prevalence rate of 8.7% (American Psychiatric 
Association, 2013). There are no other studies 
specifically examining this comorbidity.

Individuals with ASD may perceive their envi-
ronments differently due to sensory and cognitive 
differences and often demonstrate significant 
anxiety with changes in routine, sensory stimuli, 
and social situations. Rumball et al. (2020) con-
ducted a study to identify the nature of trauma 
experienced by adults with ASD and the co- 
occurrence of trauma-related disorders. In this 
study, 78% of males and 47% of females with 
ASD reported having experienced a life event 
that they considered to be traumatic, but which 
would not be considered a traumatic event based 
on DSM-5 criteria. The most commonly reported 
non-DSM-5 traumatic events included bullying, 
stress associated with social difficulties, aban-
donment by a significant other, and traumas asso-
ciated with mental health issues, such as anorexia 
and emotional breakdowns (Rumball et  al., 
2020). These events were perceived as more trau-
matic to those with ASD than the general popula-
tion. It was noted that both DSM-5 and 
non-DSM-5 traumatic life events contributed to 
the development of PTSD symptoms in those 
with ASD, and that the rate of probable PTSD 
among the respondents with ASD was 
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 significantly higher than the rates of probable 
PTSD in the trauma-exposed general population 
(Rumball et  al., 2020). A separate study also 
assessed the perception of traumatic experiences 
in individuals with ASD, and more than 50% of 
the respondents identified specific stressful life 
events that were not included in Criterion A as 
being traumatic (Taylor & Gotham, 2016). 
Repeated and prolonged stress from harassment 
or peer victimization was also postulated to lead 
to the development of PTSD symptoms in indi-
viduals with ASD (Nielsen et al., 2015). It is also 
noteworthy that children with ASD are 3–4 times 
more likely to be bullied at school and are also at 
elevated risk of adverse childhood experiences 
(Hoover & Kaufman, 2018). Moreover, previous 
studies have proposed that the core symptoms of 
ASD could result in an increased risk of PTSD 
(Rumball et al., 2020).

While the DSM-5 criteria for PTSD restrict 
the diagnosis to patients who have experienced 
actual or threatened death, serious injury, or sex-
ual violence, this criterion may be overly restric-
tive when considering patients with ASD. PTSD 
may remain undetected in this population if a 
broader definition of “trauma” is not considered. 
In the ASD population, a trauma assessment 
should therefore include self-report with the use 
of standardized trauma checklists and clinical 
interviews with a broader definition of a trau-
matic event. An alternative screening approach 
may include routinely checking for the presence 
of core features of PTSD such as intrusive symp-
toms, hyperarousal, and avoidance.

There are no cross-sectional or randomized 
controlled trials that evaluate specific treatment 
recommendations for PTSD in adults with 
ASD. The SSRIs, sertraline and paroxetine, are 
the only two psychotropic medications approved 
by the FDA for the treatment of PTSD in the gen-
eral population. Prazosin is also commonly pre-
scribed for hyperarousal symptoms including 
nightmares and flashbacks. Regarding psycho-
therapies, trauma-focused CBT, a form of CBT 
aimed at identifying, processing, and reframing 
negative emotions associated with traumatic 
events, has been shown to be efficacious in treat-

ing trauma-related symptoms and disorders in 
those with ASD (Peterson et al., 2019).

 Anorexia Nervosa

Anorexia nervosa is a serious eating disorder with 
the highest mortality rate of all psychiatric disorders. 
Key clinical features of anorexia nervosa include 
restriction of caloric intake leading to significantly 
low body weight, intense fear of gaining weight, or 
persistent behavior that interferes with weight gain, 
and disturbance in which one’s body weight or shape 
is experienced (American Psychiatric Association, 
2013). An etiological and clinical link between 
anorexia nervosa and ASD was first proposed in 
1983 by a Swedish child and adolescent psychiatrist, 
Dr. Christopher Gillberg (Gillberg, 1983). In a semi-
nal report, Dr. Gillberg noted three important clinical 
observations. First, he reported the observation that 
females with anorexia nervosa seemed more likely 
to have male relatives with ASD.  Second, he 
described how a strong insistence or preference for 
sameness was a key feature of both disorders. 
Finally, he noted that many females who were 
receiving treatment for anorexia nervosa appeared 
socially aloof and struggled with social relation-
ships. In recent years, there has been renewed inter-
est in understanding the relationship between 
anorexia nervosa and ASD. Adults with comorbid 
anorexia nervosa and ASD report that the two disor-
ders are interlinked in complex ways, making recov-
ery more challenging (Kinnaird et  al., 2019). For 
example, rigid, literal, or inflexible thinking styles 
associated with ASD contribute to fixed routines 
around food and eating behaviors (Kinnaird et al., 
2019). Additionally, some patients reported that dis-
ordered eating developed from an initial ASD-
related intense interest about healthy eating (Brede 
et al., 2020). Interestingly, some data suggest that the 
motivation for food restriction in women with ASD 
and anorexia may be less related to body weight or 
shape concerns and more related to the sensory 
aspects of food or internal sensations associated with 
eating (Brede et al., 2020).

While the true prevalence of comorbid 
anorexia nervosa and ASD remains unknown, it 
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is generally understood that ASD is overrepre-
sented in treatment seeking eating disorder popu-
lations. One study demonstrated that 23% of 
women seeking treatment for anorexia nervosa at 
an inpatient or day-patient eating disorder center 
met the clinical cutoff for ASD on the Autism 
Diagnostic Observation Schedule (ADOS-2; 
Westwood et al., 2017). Patients with comorbid 
ASD and anorexia nervosa typically have more 
severe eating disorder symptoms, longer inpa-
tient admissions, and poorer outcomes compared 
to those with anorexia nervosa alone (Tchanturia 
et al., 2020; Westwood & Tchanturia, 2017). The 
prevalence of eating disorders in ASD popula-
tions is less well understood. Challenges in fully 
determining the degree of clinical overlap include 
the difference in timing of onset and gender- 
based prevalence of these two disorders. ASD is 
a neurodevelopmental condition beginning 
within the first few years of life, with a 4:1 male- 
to- female ratio. In contrast, anorexia nervosa 
typically begins in adolescence and is up to ten 
times more common in women than men.

The general treatment approach for anorexia 
nervosa begins with a medical assessment and 
physical examination to determine whether an 
inpatient medical admission is needed to achieve 
safe refeeding and weight gain. Immediate medi-
cal hospitalization is warranted in patients with a 
body mass index of less than 15, unstable vital 
signs, evidence of dehydration, life-threatening 
electrolyte derangements, acute refusal to eat, or 
suicidality. While no medications have consis-
tently been shown to increase weight gain in 
anorexia nervosa in the general population, medi-
cations may be helpful in treating psychiatric 
comorbidities such as anxiety or depression. 
Psychosocial treatments for anorexia nervosa 
may include family-based treatment, group ther-
apies, and/or individual therapy. Adults with 
ASD and comorbid anorexia nervosa note several 
challenges pertaining to conventional inpatient or 
day hospital treatment environments including 
sensory overload, group meals, and menu options 
that do not account for food-specific sensory sen-
sitivities (Brede et  al., 2020). Modifications to 
psychosocial treatment approaches that patients 
with these comorbid conditions identify as help-

ful include increased focus on identifying/
describing emotions, taking notes during therapy, 
occupational therapy support to address organi-
zational difficulties around shopping and cook-
ing, and a longer duration of treatment (Kinnaird 
et al., 2019). A clinical pathway for the treatment 
of this comorbidity has been developed by the 
South London and Maudsley National Health 
Service Trust Eating Disorders Services (www.
peacepathway.org) which emphasizes addressing 
neglected sensory sensitivities, allowing for a 
longer time to build a therapeutic relationship, 
and adopting an individualized and flexible 
approach (Tchanturia et al., 2020).

 Sleep-Wake Disorders

Sleep-wake disorders are defined in the DSM-5 
by derangements in sleep quality, timing, and 
duration that result in discomfort and impairment 
(American Psychiatric Association, 2013). The 
most common sleep-wake disorders in adults 
with ASD are insomnia and circadian-rhythm 
sleep-wake disorders (Carmassi et al., 2019). In 
insomnia, there is difficulty in initiating and/or 
maintaining sleep at least three times per week 
for a period of 3  months. In circadian rhythm 
sleep-wake disorders, there is a persistent or 
recurrent pattern of sleep disturbance due to dis-
ruptions of the sleep-wake cycle (American 
Psychiatric Association, 2013). Disturbances in 
sleep quality, timing, and duration play a signifi-
cant role in the onset of medical and psychiatric 
conditions. Chronic sleep impairments and disor-
ders are associated with serious medical and psy-
chiatric comorbidities including hypertension, 
cardiovascular disease, diabetes, obesity, anxiety, 
depression, substance use, and stroke (Colten 
et  al., 2006). Chronic sleep impairment may 
exacerbate symptoms of ADHD, psychosis, and 
OCD, and result in memory and attention prob-
lems (Schubert et  al., 2017; Wajszilber et  al., 
2018; Waters et al., 2018).

Recent studies have demonstrated that com-
pared to the general population, the prevalence of 
sleep disturbances is elevated in those with ASD, 
ranging from 50 to 80% compared to 20–41% of 
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the general population (Mannion & Leader, 
2014; Ohayon, 2011). Common sleep distur-
bances include extended time to sleep onset, 
lower sleep quality, inability to maintain sleep, 
early morning awakenings, decreased total sleep 
time, frequent nighttime awakenings, bedtime 
resistance, and daytime fatigue (Hohn et  al., 
2019; Mazzone et al., 2018; Øyane & Bjorvatn, 
2005). Studies have also reported that adults with 
ASD have aberrant sleep architecture compared 
to people without ASD (Carmassi et  al., 2019). 
The development and exacerbation of sleep dis-
orders in individuals with ASD are likely related 
to neurobiological changes and genetic mutations 
present in this population. For instance, the 
impaired function of neurotransmitters such as 
serotonin, melatonin, and gamma-aminobutyric 
acid that have been implicated in ASD are also 
involved in the control of the sleep-wake cycle 
(Mazzone et al., 2018). Genes involved in mela-
tonin pathways and circadian rhythms have also 
been found to be affected in those with ASD 
(Carmassi et al., 2019). Co-existing medical and 
psychiatric conditions may also contribute to the 
disrupted sleep in adults with ASD. For instance, 
gastrointestinal disorders, which are common 
among patients with ASD, may cause frequent 
nighttime awakenings. Seizures may cause sleep 
impairment, and conversely, impaired sleep is a 
risk factor for seizures. Comorbid psychiatric 
conditions such as anxiety disorders and ADHD 
may also contribute to the development of insom-
nia. Medications for these illnesses, such as 
SSRIs and stimulants, may also cause adverse 
effects that disturb the sleep-wake cycle (Cohen 
et  al., 2014). Social cueing problems (such as 
lack of understanding as to when to go to sleep), 
increased sensitivity to blue light, sounds, or 
white noise are other reasons that sleep may be 
disturbed in those with ASD (Carmassi et  al., 
2019).

Disruption of the sleep-wake cycle in ASD 
can have significant social, sensory, and cognitive 
effects. Core ASD symptoms and associated mal-
adaptive behaviors, such as tantrums and aggres-
sion, have been shown to be aggravated by sleep 
deprivation (Cohen et  al., 2014). Since sleep- 
wake disorders often do not resolve spontane-

ously, treatment may need to be pursued in order 
to ensure appropriate sleep. Firstly, possible 
underlying medical or psychiatric conditions, if 
present, should be investigated and treated 
accordingly, with specific interventions taking 
sleep into consideration if possible. For example, 
if depression is present, a sedating medication 
such as mirtazapine could be prescribed to both 
treat depression and improve sleep quality. A 
sleep study may need to be completed to rule out 
sleep apnea if excessive snoring, cessation of 
breathing, gasping/breathlessness, and frequent 
awakenings occur. Obesity, excessive daytime 
sleepiness, and unusual sleep behaviors are other 
indications for a sleep study. If comorbid medical 
or psychiatric conditions have been treated and 
sleep difficulties persist, a trial of sleep medica-
tions may be indicated. Prolonged-release mela-
tonin has been shown to be effective in children 
and adolescents with ASD and insomnia in a ran-
domized controlled trial (Gringras et al., 2017). 
Regarding non-pharmacologic management, 
sleep hygiene and CBT for insomnia, should also 
be recommended.

 Gender Dysphoria

Gender dysphoria in adolescents and adults is 
defined in the DSM-5 as a marked incongruence 
between one’s expressed or experienced gender 
and their assigned gender (American Psychiatric 
Association, 2013). Features of gender dysphoria 
include a strong desire to be rid of one’s primary 
or secondary sex characteristics due to the 
marked incongruence with the experienced or 
expressed gender, to have the sex characteristics 
of the alternative gender, to be treated as the 
alternative gender, to be of the alternative gender, 
and a strong conviction that one has the typical 
feelings and reactions of the alternative gender. 
To meet criteria for gender dysphoria, one must 
have at least two of these features for at least 
6 months, and the condition must cause clinically 
significant impairment (American Psychiatric 
Association, 2013).

In the general population, the prevalence of self-
reported transgender identity ranges from 0.5 to 
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1.3% in children, adolescents, and adults (Zucker, 
2017). Some previous studies have postulated that 
there is higher prevalence of gender dysphoria in 
individuals with ASD with prevalence rates of 
4–5.4% (Warrier et al., 2020). In addition, a recent 
study suggested that those with more self-reported 
autistic traits also experienced higher levels of gen-
der dysphoria in the last 12  months and recalled 
more gender nonconforming behavior from child-
hood (Kallitsounaki et al., 2020). Despite this, the 
association between gender dysphoria and ASD 
remains unclear due to methodological limitations 
and future high- quality studies are needed (Turban 
& van Schalkwyk, 2018).

The diagnosis and treatment of adolescents 
and adults with ASD and comorbid gender dys-
phoria or gender nonconforming behavior may 
present unique challenges because of the social 
and communication complexities that can occur 
in patients with ASD. Assessments should there-
fore be administered and tailored to the patient’s 
level of cognitive and social functioning. 
Screening for gender dysphoria should include 
asking a few questions regarding gender identity 
during the clinical interview. While there are ado-
lescents and adults with ASD who may not 
behave or dress according to an alternative gen-
der, these individuals may still have persistent 
feelings of gender dysphoria and should not be 
excluded from a more comprehensive evaluation 
for gender dysphoria (Strang et  al., 2018). 
Conversely, some individuals with ASD may 
behave or dress in a manner that is more typical 
of the alternative gender, but do not identify as 
the alternative gender. Therefore, a highly indi-
vidualized, patient-centered approach to gender 
exploration and care is needed.

There are no specific treatment recommenda-
tions for gender dysphoria in adults with ASD 
beyond the treatments recommended for the gen-
eral population where the primary approach to 
care is gender affirmation. Gender affirmation 
may include a multidisciplinary care team to pro-
vide psychological, social, legal, medical, and/or 
surgical approaches. Treatment goals for psycho-
therapy should include the broad goals of enhanc-
ing self-awareness, communication skills, and 
executive function while supporting gender 
exploration and affirmation. Some patients may 

also seek gender-affirming medical treatments 
such as hormonal treatment with estradiol or tes-
tosterone and/or surgical treatments.

 Substance Use Disorders

Substance use disorders occur when the recurrent 
use of alcohol and/or drugs causes impairments 
including health problems, disability, and failure 
to meet major responsibilities. Physical depen-
dence, which occurs when the person requires 
increasing quantities of the substance to achieve 
the desired effect (tolerance) or symptoms of 
withdrawal when the substance is discontinued, 
may occur. Additional signs of a substance use 
disorder include use in larger amounts than 
intended, unsuccessful attempts to cut down use, 
spending a great deal of time using substances, 
cravings, use in situations that are physically haz-
ardous, and continued use despite having a physi-
cal or psychological problem that is exacerbated 
by the substance (American Psychiatric 
Association, 2013). When screening and assess-
ing for substance use disorders in an individual 
with ASD, it is important to ask direct and spe-
cific questions with regard to substance use pat-
terns, as this information may otherwise not be 
volunteered. The literature describing substance 
use disorders in adults with ASD remains limited, 
and well-designed studies assessing factors that 
precipitate and perpetuate substance misuse in 
people with ASD are urgently needed. Initial 
studies suggest that people with ASD may have 
unique substance use patterns and motivations to 
sustain use. One small study reported that partici-
pants with Asperger’s syndrome and a comorbid 
substance use disorder reported that substances 
were used for the purposes of self-medicating 
symptoms of depression, anxiety, or insomnia as 
well as to increase confidence and ease of com-
munication in social situations (Clarke et  al., 
2016). Additionally, those with ASD may be 
more likely to use substances in isolation rather 
than with peers (Rengit et al., 2016). Individuals 
with ASD may also be more susceptible to peer 
exploitation, increasing the likelihood of engag-
ing in risky behaviors associated with substance 
use (Isenberg et al., 2019).
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While ASD was historically assumed to be 
associated with decreased risk for developing a 
substance use disorder, more recent data has indi-
cated that substance use disorders can be a sig-
nificant problem in this population. A recent large 
Swedish registry study reported that a diagnosis 
of ASD increased the risk of a substance-use 
related problem by two-fold (Butwicka et  al., 
2017). A separate study assessing psychiatric 
comorbidity in treatment-seeking adults with 
ASD demonstrated that one-third of adults with 
ASD reported symptoms consistent with a sub-
stance use disorder, which was the same rate 
observed in the non-ASD psychiatrically referred 
population (Joshi et al., 2013).

While very little is known about gold standard 
treatments for substance use disorders in the ASD 
population, it is clear that many of the core and 
associated symptoms of ASD can pose chal-
lenges in standard substance use disorders treat-
ment settings (Isenberg et al., 2019). For example, 
many substance use disorder treatments are 
group-based. Group therapy may be less suitable 
for individuals with ASD due to difficulties with 
self-disclosure, intolerance of ambiguous social 
interactions, and difficulty with perspective tak-
ing (Isenberg et al., 2019; Rengit et al., 2016). An 
individual psychotherapy that focuses on identi-
fying the patient’s treatment goals, addresses one 
behavior at a time, is flexible in terms of session 
length, and incorporates occasional family meet-
ings may be a more helpful treatment approach 
(Rengit et al., 2016). Studies on treatment inter-
ventions in adults with ASD are needed. 
Meanwhile, the standard medication assisted 
therapies for substance use disorders, such as 
varenicline or bupropion for smoking cessation; 
naltrexone or acamprosate for alcohol use disor-
der; and methadone, naltrexone, or suboxone for 
opioid use disorder should be offered.

 Personality Disorders

Personality disorders are defined in the DSM-5 
as an “enduring pattern of inner experience and 
behavior that deviates markedly from the expec-
tations of the individual’s experience” (American 
Psychiatric Association, 2013) with manifesta-

tions in at least two of thoughts, feelings, inter-
personal functioning, and impulse control. The 
pattern of inner experience and behavior must be 
inflexible and occur across a broad range of situ-
ations (American Psychiatric Association, 2013). 
The DSM-5 defines a total of 10 different person-
ality disorders which are grouped into three clus-
ters. Cluster A personality disorders are 
characterized by unusual behaviors and include 
paranoid, schizoid, and schizotypal personality 
disorders. Cluster B personality disorders are 
characterized by emotional, dramatic, or erratic 
behavior and include antisocial, borderline, his-
trionic, and narcissistic personality disorders. 
Finally, the Cluster C disorders include avoidant, 
dependent, and obsessive-compulsive personality 
disorders and are typified by anxious or fearful 
personality characteristics. The diagnostic crite-
ria for personality disorders specify that the 
symptoms must not be better explained by 
another mental disorder, suggesting that if the 
symptoms can reasonably be attributed to ASD 
then a comorbid personality disorder diagnosis 
should not be made. Importantly though, ASD 
and personality disorders are not mutually exclu-
sive diagnoses. In fact, it has been hypothesized 
that characteristics of the neurocognitive profile 
associated with ASD such as inattention, poor 
impulse control, and difficulty mentalizing may 
influence adult personality development 
(Anckarsäter et  al., 2006). Other environmental 
and psychosocial stressors associated with child-
hood developmental disorders including higher 
incidences of sexual abuse, parents’ reaction to 
the ASD diagnosis, and differences in child- 
parent temperament may also increase vulnera-
bility for developing a personality disorder (Wink 
et al., 2010). Research on comorbid personality 
disorders in ASD is currently very limited.

The prevalence rates of comorbid personality 
disorders in the ASD population are largely 
unknown and have been minimally studied. 
Challenges inherent to determining the true 
degree of comorbidity include overlapping symp-
tom domains such as difficulty with interpersonal 
relationships and emotion regulation as well as 
the notion that ASD is classically considered a 
psychiatric diagnosis of childhood while person-
ality disorders are typically considered adult 
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diagnoses. Primarily adult-trained psychiatrists 
who are meeting the patient during adulthood 
and lack information about the person’s develop-
mental history may “miss” the diagnosis of ASD 
when considering a personality disorder diagno-
sis, while child psychiatrists may struggle to 
“add” a personality disorder diagnosis when lon-
gitudinally treating a person who has a known 
childhood history of ASD. Two prospective stud-
ies which included adults with ASD and normal 
intellectual functioning assessed that 45% and 
62% of these study populations met criteria for a 
DSM-IV personality disorder on structured clini-
cal interview (Hofvander et  al., 2009; Strunz 
et  al., 2015). Both these studies identified that 
Cluster A and Cluster C personality disorders 
were the most prevalent personality disorder 
diagnoses. Strunz et  al. (2015) compared the 
ASD patient group to three comparison groups: 
narcissistic personality disorder, borderline per-
sonality disorder, and nonclinical controls. They 
found that there was an identifiable pattern of 
personality traits and pathology specific to ASD 
that was distinguishable from those seen in the 
three comparison groups which included lower 
extraversion, decreased openness to experience, 
higher inhibition, and higher compulsivity. 
Personality strengths associated with ASD 
included honesty, orderliness, and conscientious-
ness (Strunz et al., 2015).

While the treatment of personality disorders 
in adults with ASD has not been specifically stud-
ied, the main treatment for personality disorders 
in the general population includes psychosocial 
interventions. No medications have been 
approved or demonstrated to be consistently 
effective for the treatment of personality disor-
ders in the absence of other psychiatric comor-
bidities such as anxiety or depression. A case 
series which described the presentation and treat-
ment of three adults with ID and comorbid bor-
derline personality disorder identified several 
important components of treatment including 
emphasizing safety, providing consistent care, 
educating team members about the personality 
disorder diagnosis, working to help the patient 
improve self-control, and attempting to minimize 
medications with a high side effect burden (Wink 
et al., 2010).

 Dementia

Dementia is a disorder characterized by signifi-
cant and progressive cognitive decline of at least 
one cognitive domain including attention, execu-
tive function, learning and memory, language, 
perceptual-motor, or social cognition (American 
Psychiatric Association, 2013). The cognitive 
deficits must interfere with daily function and be 
severe enough to affect independence. Common 
presenting issues that raise concern for dementia 
include forgetfulness, difficulty remembering 
new events, trouble handling complex tasks, and 
word finding problems. Behavioral and psycho-
logical symptoms associated with dementia such 
as sleep problems, agitation, and anxiety become 
more prominent as the disease progresses. The 
disorder eventually progresses to complete 
dependence for all daily activities and may lead 
to premature death. The most common form of 
dementia among older adults in the general popu-
lation is Alzheimer’s disease, accounting for 
60–80% of all dementia cases. The prevalence of 
Alzheimer’s disease rises exponentially with age 
and typically begins after the age of 65  years 
(Mayeux & Stern, 2012). Even among healthy 
adults, signs of cognitive aging can be observed 
after 50 years of age, with normative declines in 
processing speed, attention, executive function, 
and memory (Roestorf et al., 2019). Unfortunately, 
since ASD is classically thought of as a child-
hood neurodevelopmental disorder, very little is 
known about the characteristics and needs of 
older adults with ASD (Piven & Rabins, 2011), 
including the prevalence, presentation, and treat-
ment of dementia.

The prevalence of dementia among older 
adults with ASD and whether ASD is a risk or 
protective factor for developing dementia are top-
ics that require further study. A large medical 
records registry-based study which included 
1507 adults with ASD demonstrated that adults 
with ASD (ages 18 years or older) were 4.4 times 
more likely to have a diagnosis of dementia com-
pared to age- and sex-matched controls (Croen 
et  al., 2015). A study comparing the neuropsy-
chological profile of 23 adults with ASD (ages 
51–83 years) to age-, education-, and intellectual 
ability-matched controls found that aging more 
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adversely affected attention, visual working 
memory, and fluency in the ASD group, with 
similar between-group performances in other 
cognitive domains such as visual and verbal 
memory (Geurts & Vissers, 2012). In contrast to 
these findings, another study assessed the neuro-
psychological profile of adults with ASD (ages 
20–79 years, IQ > 80) and found that the ASD 
group had typical age-related cognitive charac-
teristics that were either reduced or the same as 
the comparison group (Lever & Geurts, 2016a). 
The study authors concluded that ASD may par-
tially protect against an age-related decrease in 
cognitive functioning. Another group demon-
strated that individuals with ASD have increased 
modulation of cortical excitability, indicative of 
increased brain plasticity. Since plasticity 
declines with age and may contribute to age- 
related cognitive decline, this group similarly 
hypothesized that individuals with ASD may be 
protected from age-related cognitive decline and 
dementia (Oberman & Pascual-Leone, 2014). 
The increased recognition that ASD is a lifelong 
condition with specific medical and psychiatric 
needs coupled with the aging population under-
scores the importance of better understanding 
how aging affects cognition in adults with 
ASD.  Clarification of this issue will provide a 
foundation for studying whether ASD is a risk 
factor for dementia, how dementia presents in 
this population, and best treatment practices. As 
of yet, no studies on the management of dementia 
or cognitive decline in adults with ASD have 
been published.

 Nonspecific Abnormal Behaviors 
Associated with ASD

 Self-Injurious Behaviors

Self-injurious behaviors (SIBs) such as head 
banging, self-biting, slapping, and eye-gouging 
are among the most challenging behaviors among 
individuals with ASD. These behaviors are seen 
in up to 50% of young children with ASD and are 
rated as severe in about 15% of cases (Baghdadli 
et  al., 2003). Adults with ASD and ID display 

higher levels of SIB than adults with either diag-
nosis alone (Rojahn et al., 2010). SIBs not only 
pose the risk of severe tissue injury, but can also 
impede the development of appropriate social 
and adaptive skills and often lead to the need for 
more restrictive placements, such as residential 
settings (Minshawi et al., 2015).

Because SIB can have multiple causes, even 
within a single individual, a thorough diagnostic 
assessment of SIB must systematically evaluate 
for potential behavioral factors, medical condi-
tions, and psychiatric comorbidities (Minshawi 
et al., 2015). SIBs should be considered using the 
behavioral framework of antecedent (environ-
mental factors that influence the behavior), 
behavior (the problematic SIB), and consequence 
(outcomes related to the behavior’s conse-
quence). A functional behavioral assessment 
(FBA) can be used to identify the antecedents 
and consequences of SIB.  Four common func-
tions of SIB and other problem behaviors include 
obtaining social attention, gaining access to tan-
gible items, avoiding or escaping demands, and 
automatic/sensory stimulation (Iwata et  al., 
1994). Because SIB may be a manifestation of 
underlying pain or discomfort, an individual 
exhibiting SIB should also be carefully evaluated 
for contributing medical factors (Duerden et al., 
2012). Individuals with ASD may engage in self- 
injury either to signal the location of pain or to 
activate inhibitory pain pathways (Peebles & 
Price, 2012). Common medical problems under-
lying SIB include genetic syndromes, migraines, 
dental problems, otitis media, gastrointestinal 
disorders, sleep deprivation, and dysmenorrhea/
menopause (Minshawi et  al., 2015). A detailed 
medical history and physical examination should 
be completed. Finally, psychiatric disorders such 
as major depressive disorder, catatonia, anxiety 
disorders, or a psychotic disorder may contribute 
to SIB (Minshawi et al., 2015).

An integrated behavioral and psychopharma-
cologic approach may be needed for the treat-
ment of SIB when behavioral intervention has 
not resulted any significant reduction. Behavioral 
treatment approaches utilize information 
obtained from the FBA to modify the identified 
antecedents and consequences. Examples of 
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antecedent modification include enriching the 
environment so that the individual has continu-
ous access to highly preferred items, activities, or 
attention; creating an environment that provides a 
similar sensory experience to the problem behav-
ior; and interspersing high compliance/simple 
demands with low compliance/more difficult 
demands. Examples of consequence modification 
include withdrawing a negative reinforcer by 
continuing the demand through the episode of 
SIB; providing positive reinforcement such as 
rewards or attention for desired behaviors; and 
teaching and rewarding appropriate alternative 
behavior (Minshawi et  al., 2015). 
Psychopharmacologic approaches may be bene-
ficial if behavioral treatment is insufficient or the 
SIB is severe. If a comorbid psychiatric disorder 
is present, psychopharmacologic treatments 
should begin by targeting the comorbid psychiat-
ric disorder since the SIB may resolve once the 
psychiatric comorbidity is treated. In the absence 
of an identifiable comorbid psychiatric disorder 
and no medical disorder is present, a trial of a 
second generation antipsychotic such as risperi-
done or aripiprazole may be warranted (Minshawi 
et  al., 2015). Both these medications are FDA- 
approved for the treatment of irritability in chil-
dren and adolescents with ASD. Risperidone has 
been shown to decrease SIB in children with 
ASD in a large, double-blind placebo-controlled 
trial (Aman et al., 2002). Naltrexone, an opioid 
receptor antagonist, has also been investigated 
for the treatment of SIB with mixed results (Rana 
et al., 2013).

 Aggression

Aggression is defined as verbal (threatening, 
cursing, yelling) or physical (harming, throwing 
objects, or biting) behaviors that are threatening 
or likely to cause harm and is of high clinical sig-
nificance in those with ASD.  Aggression is a 
common and disruptive symptom associated with 
ASD, sometimes taking precedence over other 
core features. Aggression can be exhibited in 
many forms, frequencies, durations, and intensity 
in those with ASD (Fitzpatrick et al., 2016). In a 

study including 1380 children with ASD between 
the ages of 4–17 years, the prevalence of a history 
of aggression towards caregivers and non- 
caregivers was 68% and 49%, respectively, and 
the prevalence of active aggression in the study 
towards caregivers and non-caregivers was 56% 
and 32%, respectively (Kanne & Mazurek, 2011). 
It was also noted that individuals who are 
younger, have more repetitive behaviors and 
social/communication problems, and who come 
from higher-income families were more likely to 
engage in aggressive behaviors. There were no 
associations with gender, intellectual function-
ing, parental education level, or severity of ASD 
symptoms (Kanne & Mazurek, 2011). The preva-
lence of physical aggression has been estimated 
at 53% in a study of 1584 children and adoles-
cents with ASD (Mazurek et al., 2013); however 
there are no concrete prevalence rates for adults 
with ASD. Though aggression is highly undesir-
able in general, it has been associated with sev-
eral negative outcomes including decreased 
quality of life and increased stress for patients, 
families, and caregivers (Fitzpatrick et al., 2016). 
Aggression has been shown to cause more sig-
nificant distress to families than the stress associ-
ated with core features of ASD (Hastings et al., 
2005). Other negative outcomes of aggression for 
those with ASD include reduced educational and 
social support, disturbed social relationships, 
increased risk of use of physical punishment, and 
more restrictive school or residential settings 
(Dagnan & Weston, 2006; Luiselli, 2009).

Similar to SIB, aggression may be caused by, 
and related to, physical illness, psychiatric disor-
ders, sensory overstimulation, or negative 
 emotions which lead to an exaggerated and inap-
propriate response. A detailed medical and psy-
chiatric evaluation is warranted to evaluate for 
possible causes of and triggers associated with 
aggression, as well as the overall trend of aggres-
sion. Treatment begins with identifying and man-
aging comorbid medical or psychiatric illnesses 
as this may result in resolution of the aggressive 
behaviors. Similar to the approach for SIB 
described above, an integrative behavioral and 
psychopharmacological approach is recom-
mended and more likely to be successful in 
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reducing aggressive behaviors. Functional com-
munication training (FCT) is the process in which 
one is taught to appropriately communicate 
requests to gain a desirable outcome rather than 
to engage in aggressive or inappropriate behav-
iors. Many reviews and research outcomes have 
demonstrated that FCT is one of the most com-
monly used and effective interventions for 
aggressive behaviors (Braithwaite & Richdale, 
2000; Carr & Durand, 1985; Matson et al., 2005). 
Risperidone was demonstrated to reduce aggres-
sion in double-blind, placebo-controlled random-
ized trial of adults with ASD (McDougle et al., 
1998). Other treatments that have been investi-
gated for the treatment of aggression in adults 
with ASD include propranolol, fluvoxamine, 
dextromethorphan/quinidine, and vigorous aero-
bic exercise (Im, 2021).

 General Treatment Considerations

While the clinical approach to comorbid psychi-
atric disorders in adults with ASD is similar to 
that used in the general population, there are sev-
eral important biological, psychological, and 
social considerations to be aware of when treat-
ing this population. Biologically, prospective 
psychopharmacology studies that include adults 
with ASD are limited. This is an important 
knowledge gap, as response to medications and 
adverse effects may differ in the ASD population. 
Additionally, individuals with ASD are at ele-
vated risk for comorbid medical conditions 
including epilepsy and gastrointestinal disorders 
which may manifest with behavioral symptoms. 
Psychologically, although some psychological 
and behavioral therapies have shown efficacy in 
reducing psychiatric symptoms in ASD popula-
tions, modifications to therapy are often needed. 
Commonly encountered challenges of psycho-
therapy include ID, mental rigidity or inflexibil-
ity, decreased mentalizing ability, social anxiety, 
or inability to identify or communicate emotions. 
Developmentally appropriate approaches, incor-
porating routine and/or specific interests into 
therapy sessions, and focusing on identifying 
cues/triggers for challenging behavior are tech-

niques that may be of particular benefit. Socially, 
there are many environmental factors that can 
impact the presentation and trajectory of psychiatric 
comorbidities. Adults with ASD vary signifi-
cantly in terms of their functioning and abilities, 
ranging from needing major supports to being 
able to work and live independently, making it 
important to take a highly individualized 
approach to ensure that the person’s social/famil-
ial supports, living environment, and day struc-
ture are optimized. Finally, the patient’s 
developmental level, intellectual ability, and 
capacity to consent to care are additional factors 
to consider.

 Conclusion

Psychiatric comorbidities in adults with ASD are 
common, yet often underrecognized and underdi-
agnosed. The identification and diagnosis of psy-
chiatric comorbidities may be complicated in this 
population due to differences in clinical presenta-
tion, diagnostic overshadowing, and cognitive/
communicative differences. It is essential to 
assess for psychiatric comorbidities by conduct-
ing a thorough diagnostic evaluation with special 
attention to how the symptoms relate both to the 
core symptoms of ASD and the specific individ-
ual. Pharmacological and psychotherapeutic 
treatments can be effective in reducing symptom 
burden and improving functioning, but further 
studies are needed.
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Autism Spectrum Disorders 
and the Criminal Justice System

Elizabeth Kelley and Nick Dubin

The following chapter covers a subject that is 
uncomfortable for most stakeholders in the field 
of autism. Surveying autism podcasts, books, and 
articles by self-advocates and those involved in 
neurodiversity, one finds very little mention of 
the problems individuals with autism face when 
they are ensnared by the criminal justice system. 
Furthermore, there is even less discussion sur-
rounding best practices of ways to represent indi-
viduals with autism once they have entered the 
criminal justice system.

This lack of coverage is understandable. On the 
one hand, individuals with autism face a host of 
issues. Differences in sensory processing, emo-
tional regulation, communication issues, interper-
sonal relationships, occupational challenges, and 
motor skills, plus health and hygiene issues 
(Bishop-Fitzpatrick & Kind 2017; Wrobel, 
2003) – all are enough to consume the agenda for 
most parents and individuals on the autism spec-
trum. Lack of employment and underemployment 
continue to remain huge issues, as some estimates 
are that 80–85% of people on the spectrum fall 
into that category (Patton, 2019). Recent estimates 
show the average age someone on the spectrum 
will live to is 36  years, a truly frightening and 
almost unbelievable statistic (Kurchak, 2018). In 
the midst of all this, there is still significant stigma 
and misunderstanding. Nonetheless, despite these 

challenges, we feel that the contents of this chapter 
remain a vitally important and relevant topic. Over 
the past few years, the mainstream media has 
begun to understand that the issues faced by peo-
ple with ASD in the criminal justice system must 
be addressed (Eisner, 2019; Pasha, 2017; Robison, 
2013; Rubin, 2017; Sunderland, 2017). Indeed, 
many of the aforementioned challenges people 
with autism have can actually contribute to why 
they may become involved in the criminal justice 
system in the first place.

An important note: education and prevention 
are key to ensuring that the events and scenarios 
described in this chapter do not come to pass for 
more individuals with autism. Everyone wants 
fewer victims and perpetrators, though individu-
als on the autism spectrum tend to fall into the 
first category (Copenhaver & Tewksbury, 2019). 
Many individuals on the autism spectrum are 
strict rule followers when they know the rules 
and those rules seem logical. Therefore, it may 
appear at first glance counterintuitive that strict 
rule followers can end up in the criminal justice 
system – but this is often because their behaviors 
are either misunderstood by the authorities, or the 
person themselves did not grasp the societal 
taboos regarding the behavior in question.

This chapter will describe the complete anatomy 
of a criminal case, from the initial encounter with 
law enforcement, to the interrogation room, through 
the bond hearing, through the use of experts, 
through plea bargaining or dismissal, through reso-
lution including a sentencing hearing.1

1 In this chapter, we draw liberally from our two books: 
Representing People with Autism Spectrum Disorder: A 

E. Kelley (*) 
Criminal Defense Lawyer specializing in representing 
People with Mental Disabilities, Spokane, WA, USA 

N. Dubin 
Individual on the autism spectrum with lived 
experience in the criminal justice system, Bloomfield 
Hills, Mi, USA
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 Initial Encounter with Law 
Enforcement

Persons on the autism spectrum can end up in the 
criminal justice system for a variety of reasons. 
Sometimes there is a complicated backstory, and 
sometimes it is a purely an extempore act, that is, 
an accidental encounter with patrol officers who 
misunderstand autistic behavior and construe it 
as dangerous (Vargas, 2020). One third to one 
half of all deadly police encounters involve those 
with a disability (DeGue et  al., 2016; Perry & 
Carter-Long, 2016; Torrey et al., 2013). This is 
particularly true for African Americans and 
Latinos with a disability. We often see this prob-
lem with juveniles who are sent to juvenile 
detention for violent outbursts (Treanor, 2018). 
We strongly support Crisis Intervention Team 
(CIT) trainings which focus on teaching law 
enforcement to recognize mental disabilities, de-
escalate situations, and recommend trainings 
where autistic individuals conduct the seminars 
themselves. Furthermore, we would like to see 
virtual reality simulators put to use in trainings, 
which allow officers to be in the shoes of people 
with autism by giving the trainees the same sen-
sory bombardments and confusing signals autis-
tic people receive in real life. Autistic individuals 
often get mistaken by police for being high, 
intoxicated, or purposely non-compliant 
(Furfaro, 2018). The problem can be com-
pounded when the person is overstimulated from 
a sensory point of view, leading to what could be 
perceived by the officer as a “meltdown.” If the 
person is non-vocal or has selective mutism in 
stressful situations, which is common for those 
with autism, this exacerbates the problem 
(Salerno-Ferraro & Schuller, 2020).

Practical Guide for Criminal Defense Lawyers, Elizabeth 
Kelley, ed. (2020); and Autism Spectrum Disorder, 
Developmental Disabilities, and the Criminal Justice 
System: Breaking the Cycle, Nick Dubin, Jessica Kingsley 
Publishers, (2021).

 The Interrogation Room

We are both concerned that autistic individuals 
are likely to be taken advantage of by law enforce-
ment during the pre-arrest and post-Miranda 
phases. The National Registry of Exonerations 
estimated that 69% of those who were later exon-
erated had a learning disability or an intellectual/
cognitive impairment (Johnson et al., 2018). For 
sexual assault, the number was 12% (Johnson 
et al., 2018). For child sexual abuse, the number 
was 11% (Johnson et al., 2018).

It is not difficult to understand how this can 
happen. Autistic people can be extremely defer-
ential, compliant, and confrontation averse when 
dealing with authority figures such as the police 
(O’Sullivan, 2018). Furthermore, the guilt- 
grabbing tendencies many autistic individuals 
have due to their strong sense of right and wrong 
and black/white thinking can cause increased 
suggestibility and make these individuals much 
more vulnerable to false confessions once under 
interrogation (Perske, 2011). Furthermore, we 
both have noticed, anecdotally, that many inter-
views by police of autistic individuals blur the 
line between custodial interrogations where a 
person is formally under arrest, versus pre- 
interrogation interviews where a person is techni-
cally free to leave. For the autistic person, 
however, it is not usually clear that they are free 
to leave. Many of these pre-interrogation inter-
views take place after a dramatic predawn raid at 
the person’s residence, where police, FBI agents, 
or Homeland Security agents storm a home with 
guns drawn and are in the process of conducting 
a search warrant. While the autistic person is 
technically not under arrest at that time, the optics 
of the environment do not give that impression to 
anyone.

Outside the home, there are usually police 
cars present with sirens blazing, sometimes from 
multiple jurisdictions, along with many detec-
tives and officers inside the home collecting evi-
dence. Officers will often isolate the autistic 
person of interest away from the rest of the fam-
ily into a “safe room” while the collection of evi-
dence is taking place (Legal Reform for the 
Intellectually & Developmentally Disabled, 

E. Kelley and N. Dubin
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2021). For example, during this time, they may 
bring the autistic person to their bedroom to get 
them in a more comfortable environment, all 
designed to get them to talk. Prosecutors and 
detectives rely on the fact that they can conduct 
these interviews without Miranda warnings as 
long as they technically do not place an individ-
ual under arrest or in custody (Kamisar, 2017). 
However, many autistic people tend to believe 
they are in custody in these situations and could 
never make that distinction, let alone think to ask 
the question of whether they are in custody in the 
first place (Goldstein et al., 2003).

We mentioned earlier, we share concerns 
about the post-Miranda phases as well for this 
population. Goldstein et  al. (2003) studied 55 
adolescents whose cases had already been adju-
dicated to see if they comprehended or under-
stood what Miranda warnings meant using the 
Miranda Rights Comprehension Instruments II 
(MRCI-II). Participants were asked to use their 
written expression skills to demonstrate their 
knowledge of Miranda rights through a series of 
multiple-choice questions. The results of the 
study found that those individuals who were cog-
nitively impaired had a difficult time in compre-
hending Miranda rights. But what was perhaps 
most significant about this study was that indi-
viduals who had received any kind of special 
education were less likely than their general- 
education counterparts to comprehend Miranda 
Rights. This suggests that the United States is not 
doing enough to safeguard our responsibilities to 
those with intellectual and or communication 
processing disabilities like autism to preserve 
their rights against self-incrimination. We recom-
mend adopting models like the England and 
Wales’s “Appropriate Adult” program, which 
safeguards against such abuses (Bath et  al., 
2015), and bringing in friends-of-the-court when 
needed.

 Bond Hearing/Arraignment

After arrest and interrogation, a bond hearing/
arraignment is the next major event in the anat-
omy of a criminal case for an individual on the 

autism spectrum, or anyone for that matter 
(Kelley 2020). After the booking process, the 
autistic defendant comes before a judicial officer 
to determine whether they will remain in custody 
or be released with certain conditions pending 
trial. Often, lawyers are meeting clients for the 
first time and have little information about them 
coming into the hearing. This puts even the most 
seasoned attorney at a huge disadvantage, espe-
cially if they are not informed of the ASD condi-
tion of the individual prior to the hearing. A bond 
hearing may fly by in the blink of an eye time-
wise, but the consequences of how the judge 
rules are enormous.

There are three major issues a defense lawyer 
needs to consider going into this hearing. The 
first is the circumstances of the case and the cli-
ent with ASD – meaning the pre-bond interview 
and report conducted by pretrial services and sent 
to the judge. This report assesses flight risk, 
nature of the charges, and prior criminal record. 
For many autistic people who happen to be first 
time offenders, this will help to mitigate a higher 
bond or no bond at all. Many autistic people have 
clean records, do not have much money, and are 
not in a position to buy a plane ticket and flee to 
another country. But many parents we have spo-
ken to have expressed frustration at the fact that 
they were not allowed to attend the pre-bond 
interview where important questions are asked of 
the autistic defendant, such as “Are you feeling 
suicidal at this time?” Most parents would prob-
ably want to tell their children to answer “no” 
regardless of how they are feeling, so the prob-
lem can be more adequately addressed at home 
with private mental health practitioners skilled in 
ASD, rather than in jail (A “yes” answer to that 
question almost guarantees the autistic person 
will be held in custody). Just like a presentencing 
report where a probation officer interviews the 
convicted defendant, an autistic defendant is giv-
ing answers in this interview that may be sum-
marized by someone with perhaps little 
understanding of ASD.  The autistic person’s 
demeanor, non-verbal behaviors, and communi-
cation differences may all be misinterpreted by 
the interviewer, whose input is fed to the judicial 
officer who determines bond. We recommend a 
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defense lawyer attend this interview to interpret 
behaviors to the interviewer if there is enough 
notification and time for them to be there.

This leads to the second issue a defense law-
yer should consider: behavioral considerations 
observed by the court. Although the autistic per-
son may be a strong candidtate for pretrial release 
because of such factors as low risk of flight, low 
violence risk to the community, unlikelihood of 
victim intimidation, and strong family supports, 
this can all be undone by the perceived “attitude” 
a person with autism displays in court. If this is 
the first time an autistic individual has ever been 
arrested, then this will be an extremely foreign 
environment for the client with autism. Nothing 
about the proceedings will seem to make sense to 
them, and it may generate many emotional reac-
tions that may seem inappropriate with what is 
considered proper courtroom decorum. The court 
must be educated on what may be perceived as a 
lack of respect, such as poor eye-contact, twid-
dling thumbs, or looking disinterested in the pro-
ceedings. Conversely, for the client who has the 
cognitive ability to understand they are in trou-
ble, the nervousness and anxiety an autistic 
defendant has can produce a hyperactive client 
who seems to have no impulse control. The courts 
do not want to release people who cannot control 
their actions. Of course, the person in question 
may have perfect impulse control during non- 
stressful situations, but the distinction between 
anxiety due to unfamiliar situations and lack of 
impulse control is something a defense lawyer 
clearly needs to spell out to the court. Specifically, 
lawyers may want to limit their clients’ testimony 
at this hearing. Some autistics may want to speak 
on their behalf (as they are used to doing in life), 
which may hurt their chances of being released. 
In the meantime, a lawyer should consider friend- 
of- the-court options down the road for future sta-
tus conferences and throughout the case to ease 
communication issues between the client and the 
court, if family members are not available.

Finally, and perhaps most importantly, the 
lawyer should emphasize that jail is the worst 
possible place for a defendant waiting disposition 
of a case. The problems are numerous and signifi-
cant. Many people with ASD will languish while 

their mental health needs deteriorate, and as a 
result, will not be in any position to collaborate 
with their lawyer in an intelligent way (Hess, 
2020). Other inmates take advantage of socially 
naïve inmates without “street cred” and thus they 
are routinely abused (Hess, 2020). Prison or 
jail  staff lacks patience for those they cannot 
understand (Allely, 2015). The person with 
autism may have extreme sensory sensitivities 
and find the constant noise (e.g., clanging of 
doors opening and closing), yelling of inmates 
and staff, fluorescent lights, and smells intolera-
ble. It is not uncommon for individuals with 
autism to have severe allergies (e.g., Chen et al., 
2013), gastrointestinal issues (e.g., McElhanon 
et  al., 2014), and be very picky eaters (e.g., 
Wallisch et al., 2020). They can also have well- 
known sleep disturbances (Liu et  al., 2006). In 
essence, putting an autistic person in jail may 
bring up issues of competency depending on the 
degree of mental deterioration that takes place if 
sent to jail  – particularly if the autistic inmate 
lands in solitary confinement due to misunder-
stood behavior. One of the authors of this paper is 
familiar with a case in which an individual with 
ASD deteriorated in solitary confinement to the 
point that he could no longer collaborate mean-
ingfully with his attorney.

ASD inmates with emotional regulation issues 
who show their emotions are going to have par-
ticular problems because prisoners universally 
view crying as a sign of weakness (Laws, 2019). 
Some ASD individuals will stare at others, even 
though they are usually known for making no eye 
contact. Because of all these issues, plus others 
which might be relevant for a particular ASD 
individual, an attorney needs to fight as hard as 
possible for the client to be released on their own 
recognizance, or in the alternative, for a low 
bond.

Remember that what a defense lawyer may 
consider a “favorable” condition may not seem at 
all favorable to the defendant with autism. Many 
autistic people have been arrested for download-
ing child pornography due to ease of access (e.g., 
Rubin, 2017), lack of social opportunities, and 
the lack of proper sexual education curriculum, 
among other reasons usually not at all related to 
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pedophilia (Hingsburger et  al., 1991). In many 
jurisdictions, this particular charge makes them 
statutorily subject to mandatory electronic moni-
toring if they are lucky enough to be released 
from custody. But in some instances, electronic 
monitoring may be completely inappropriate. For 
example, in one case we are familiar with, elec-
tronic monitoring caused a horrible skin rash for 
a defendant with autism, and the constant sensory 
buzzing of the low battery on his ankle drove him 
out of his mind. Finally, out of desperation, he cut 
the monitor and ran. This was not a dangerous 
defendant based on his lack of criminal history. 
Yet he contends that if he were given a less intru-
sive sensory GPS system to wear (like a wrist-
watch instead of an ankle monitor), he would not 
have been forced to take the drastic measures he 
did. He argues he was not given the Title II ADA 
accommodations he needed to cope with his 
autism. As a result of his cutting the monitor, this 
person has languished in jail for the past 
10 months while awaiting trial during Covid-19 
for fourth degree criminal sexual conduct, spe-
cifically, patting an adult woman on the backside. 
Simply put, an autistic individual should not lan-
guish in jail for this.

 Finding Experts

We cannot emphasize this enough: a criminal 
defense lawyer must retain or request a mental 
health expert with strong expertise in 
ASD.  Indeed, one of the first things a lawyer 
needs to do after the bond hearing (if not before) 
is start thinking about securing a forensic expert. 
Note, if the accused is being treated, that indi-
vidual cannot serve as an independent forensic 
expert because that would constitute a conflict of 
interest. However, the evaluating expert would 
likely consult the treatment provider’s records.

In terms of retaining or requesting that the 
court appoint an expert, a lawyer must assess the 
likely purpose as well as the characteristics of the 
client in question. Is there an issue of competency 
where a client has no idea what is going on? Are 
there strong mitigating factors present that should 
warrant a departure from the statutory, legislative 

guidelines? Can the case be taken to trial? Are 
there pre-trial issues which should be explored 
such as the impact of the interrogation techniques 
as they relate to this defendant’s ASD?

Before finding the expert, a thorough debrief-
ing with the client and family members should 
take place. The lawyer should ask family histori-
ans for all available records, such as previous 
Individualized Education Plans (IEPs), 504 
plans, medical reports, past diagnoses, school 
report cards, residential treatment records, and 
anything else that would be relevant. Ultimately, 
this should be turned over to the expert.

Typically, referrals for an expert can be found 
by checking with organizations like the Legal 
Reform of Intellectually and Developmentally 
Disabled (LRIDD), The Arc’s National Center on 
Criminal Justice and Disability (NCCJD),  or a 
search of Google Scholar to see both who has 
written about autism, and if that attorney prac-
tices within a given geographical radius.

Once an expert is retained or appointed, that 
expert will want to interview a range of people 
who can address the defendant’s characteristics 
including parents, siblings, teachers, co-workers, 
neighbors, and the like. One of the reasons why 
this is so important is that it refutes any argument 
that the prosecutor may raise that the defendant is 
malingering.

If the defendant is charged with a sexually ori-
ented offense, the expert may want to perform a 
psychosexual exam on the individual in question 
to make sure they do not have pedophilic tenden-
cies  if a sex crime is the reason for the referral. 
This is usually done if a prosecutor asks for it, 
and often they do. This exam is usually scored 
using a test known as the Abel Assessment, and 
for individuals with intellectual disabilities  – a 
modified version of the test known as the Abel- 
Blasingame Assessment System  – ABID 
(Blasingame et  al., 2011). The test measures 
visual reaction time to individuals of all ages. In 
other words, the time it takes to visually process 
the picture of a person and then press a button to 
move on to the next picture. It is assumed the lon-
ger a person takes looking at a picture of a person 
they are sexually attracted to, the more time will 
go by before they press the button.
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The length of time looking at an image is not 
the only factor used by the scoring and algo-
rithms; there are certain company secrets about 
the test kept under wraps so people cannot beat 
the test. However, our concern with measuring 
visual reaction time as it relates to individuals on 
the autism spectrum is that the test does not seem 
to account for other variables related to neuro-
logical differences such as sensory integration 
and sustained attention on a visual stimulus. For 
example, when taking the Integrated Visual and 
Auditory (IVA) Continuous Performance Test 
(CPT), designed to measure visual reaction time, 
autistic individuals showed significant impair-
ment in their ability to control their response to 
visual cues (Chien et  al., 2014). Another study 
showed that visual reaction time tends to be pro-
longed in autistic children and adolescents 
(Bhakare & Vinchurkar, 2015; keep in mind that 
prolonged response time would indicate an 
attraction to a particular age group, using Abel’s 
methodology). Other studies using electrophysi-
ological and behavioral indicators (e.g., audiovi-
sual reaction time tests) of processing visual and 
audio stimuli have revealed deficits in general 
audiovisual temporal processing in ASD individ-
uals (Martínez-Sanchis, 2014). Moreover, autis-
tic individuals have consistently shown problems 
with over-focused attention (Todd et  al., 2009) 
and with shifting visual attention from one stimu-
lus to another (e.g., Tager-Flusberg et al., 2001; 
Townsend et  al., 1996; Wainwright-Sharp & 
Bryson, 1993). Psychomotor retardation (or 
slower motoring functioning) can be seen in 
autistic individuals (Ghaziuddin & Al-Owain, 
2013), which may indicate the speed of their 
visual reaction time to an image. Research is 
definitive that ASD individuals have difficulties 
with sensory integration (Roley et al., 2015), and 
McKeen (2013) believes that, in light of this fact, 
more research should be conducted on visual 
reaction time testing with autistic individuals. In 
short, the issues of slow visual-processing time 
on a given stimulus could easily be confused by 
the algorithm of the test as attraction to an age 
group of people.

In contrast, the Abel-Blasingame Assessment 
System is the same test, but the pretest makes 

accommodations for the person with an intellec-
tual disability and is “normed” for a population 
with an Intellectual Disability. IQ scores are 
accounted for with the Abel-Blasingame (ABID); 
unlike the Abel, an IQ test is given prior to the 
administering of the main test if one is not on file. 
The ABID goes slowly on pretest questions, 
allowing testers the processing time they need to 
respond to the written or oral questions. Visual 
aids supplant the written word when those 
prompts are considered helpful. Breaks are built 
in, and the evaluation occurs over a few days to 
accommodate the person’s attention span. The 
written questions are at a reading comprehension 
level of a second grader. Anecdotally, we know of 
a few autistic individuals who have taken the 
ABID and have not shown pedophilic tendencies. 
Obviously, such results can be a huge benefit in a 
report submitted to a prosecutor and judge. But 
because the test relies so much on visual process-
ing, sustained attention, and switching attention 
between one stimulus and another (a well-known 
weakness for individuals on the autism spectrum; 
Mackinlay et al., 2006; Rajendran et al., 2011), 
this test should be utitlized  cautiously  – unless 
the individual scores well.

It is vital that experts explain the concept of 
uneven development of an individual on the spec-
trum to the court. A person with ASD can per-
form in a high functioning manner in several 
areas of developmental but unequally low in oth-
ers (Heaton et  al., 2008; Melling & Swinson, 
2016). Lynda Geller (2005) states:

The uneven development across skills may result 
in significantly discrepant maturity levels in the 
same person. Social and emotional maturity may 
severely lag, but one is expected to behave in a cer-
tain way based on age or intellect. So, while devel-
opment generally marches forward in a more or 
less predictable manner, emotional regulation for 
those on the spectrum may be delayed or altered by 
countless subtle constitutional differences. (p. 2)

The phrase “don’t judge a book by its cover” 
applies here. Simply because someone looks a 
certain way does not mean that when you scratch 
below the surface, you will not see something 
entirely different. Uneven development of cogni-
tive skills is common in individuals on the spec-
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trum. This means some people have built-in areas 
of their brain that specialize in certain areas of 
intelligence, but other areas of the brain where 
there are huge gaps. Autism savants are the most 
noticeable example of this; other examples are 
much subtle. Rubie and Akshoomoff (2010) say 
that individuals on the spectrum have uneven 
cognitive skills, with “relative strengths in pro-
cessing visual/nonverbal information, and rela-
tive weakness in processing…abstract 
information” (p. 2). Typically, information that is 
abstract is not tangible in nature, readily accessi-
ble without further explanation or easily learn-
able unless it has been explicitly taught in a 
concrete or remedial way to ASD learners. 
Abstract information which does not come natu-
rally may have been a reason why that ASD per-
son did not pick up on the social signals a woman 
was trying to send him that said “leave me alone,” 
and he was charged with stalking. It may have 
been the reason why a gullible ASD person took 
the bait of someone taking advantage of them, 
and got stuck with the charges – not the person 
who set them up.

Experts also need to explain in great detail 
that difficulty with understanding what another 
person is thinking (generally referred to as lack 
of empathy) does not mean this meets the profile 
of someone without a conscience. This concept is 
explained nicely in Simon Baron-Cohen’s (2012) 
book The Science of Evil, in which Baron-Cohen 
sees autism and psychopathy as opposites on a 
spectrum. 

Finally, the attorney may want to explore the 
issue of competency. Regarding people with 
ASD, it should be noted that the mere parroting 
back of phrases may be attributed to a great mem-
ory rather than an intrinsic understanding or the 
inherent ability to generalize from context to con-
text (Plaisted, 2015). A lawyer has to use their 
judgment as to whether to proceed down this path 
because the court may order that the client be 
“restored” to competency rather than simply dis-
miss the case. Clients with autism who are inflex-
ible, who insist upon a dismissal of the charges, 
who are completely unrealistic about the circum-
stances they are facing, who are unable to antici-
pate the strategy the other side would use due to 

deficits in theory of mind, could very well lack 
competency, even if they are verbally impressive. 
Lawyers should be careful not to be thrown off 
by individuals with autism who possess a big 
vocabulary, and seem smart, but may lack basic 
social and emotional intelligence.

Although the expert may be hesitant to advo-
cate any specific position and simply report the 
facts they are given, lawyers should be willing to 
extrapolate the parts of the report that would best 
support the conclusion that a probationary sen-
tence or even a diversion program is in the best 
interests of the person with autism and the 
community.

 Plea Bargaining

A man, we will call John, is a smart autistic 
young man who graduated near the top of his 
highschool class. He earned a bachelor’s degree 
from a well-respected university and had a prom-
ising career ahead of him. He likes the feel of dif-
ferent types of silky clothing. He also wears 
spandex himself and is gender fluid. Additionally, 
John has delayed social skills. John’s legal prob-
lems related to the fact that he had the habit of 
walking up to women, striking up friendly con-
versations with them, and then asking if he could 
touch their clothing. Most of the time women 
agreed, but on one occasion, John touched the 
wrong woman. She immediately went to the 
police and John was detained. Not realizing what 
he had done wrong, John sat and waited for 
almost a year in the county jail while his fate was 
being decided. Eventually, he pleaded to a misde-
meanor offense, but it put him on the sex offender 
registry. Today, John insists that the touch was 
non-sexual in nature and tactile-sensory seeking. 
John was not aware that touching a woman to feel 
her silky clothing would constitute any kind of 
sexual offense. Again, in his mind, it was a 
 sensory issue. He was not even attracted to the 
woman. His trial attorneys ignored this issue and 
encouraged him to plead guilty prematurely, and 
this landed him on a sex offender registry.

Lawyers representing individuals with ASD 
may have a difficult time negotiating with prose-
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cutors. The biggest obstacle may be a prosecu-
tor’s inability to understand the concept of uneven 
development for individuals who do not have an 
IQ that falls at the borderline range or below. 
From our anecdotal experience, many prosecu-
tors will point to college degrees, jobs obtained, 
and other life accomplishments as a way to say 
that this person knew better. However, this over-
looks the challenges of daily life confronted by 
many individuals on the spectrum. Quite possi-
bly, an autistic Ph. D. will have trouble getting 
past the first interview and will find it difficult to 
be employed (Shattuck et  al., 2012). As men-
tioned earlier, unemployment falls around 
80–85% for this population (Patton, 2019). Those 
who are employed, may never have been in a 
romantic relationship, may never have had many 
or any friends (Orsmond et  al., 2013), and still 
may not have any. Therefore, ASD individuals 
lack many of the quintessential social learning 
opportunities throughout childhood and adoles-
cence that their typically developing peers expe-
rienced.  However, they may also be late 
bloomers. 

During the course of plea bargaining, we also 
need to reference back to concerns prosecutors 
may have regarding perceived “lower” empathy 
levels, perceived stubbornness, and repetitive 
behavior patterns that may be of concern to them. 
We must point out that individuals with autism 
tend to lack cognitive empathy (Mazza et  al., 
2014), which is lack of understanding of how 
someone is feeling. But individuals with ASD do 
not often lack affective empathy, which is empa-
thetic concern (Bos & Stokes, 2019) – and this is 
quite different. In other words, lacking cognitive 
empathy but having affective empathy can be 
translated by saying, “I see you are feeling some-
thing, I just don’t know what it is you are feeling. 
Help me to understand.” In contrast, a criminally 
oriented person with psychopathic attributes 
lacks affective empathy and this can be summa-
rized as saying, “I know what you are feeling, but 
I just don’t care” (Baron-Cohen & Wheelwright, 
2004). This is the main difference between anti-
social personal disorder and ASD. Autistic peo-
ple often care about other people and their 
feelings (Rogers et  al., 2007), but many have a 

very difficult time intuitively reading those feel-
ings (Frith & Happé, 1994). Concerning per-
ceived “stubbornness,” this concern can be 
overcome when logical and consistent rules and 
structure are put into place for the person with 
autism, playing into the natural tendency of autis-
tic individuals to be strict rule followers. To quote 
Dr. Lynda Geller, “People on the autism spec-
trum are notoriously law-abiding rule followers, 
…but if they don’t know a rule, they don’t follow 
it” (Wenner Moyer, 2019, para 12).

Although we recognize that in the vast major-
ity of cases diversion will not be given, we are 
cognizant of the fact that the next best thing is 
plea to a lesser included offense which includes 
no incarceration and no sex offender registration. 
It is important that the lawyer knows what the 
mandatory minimums are attached to each 
offense, and in particular, whether the offense 
triggers mandatory registration in that particular 
state.

We know of some defendants (as well as fam-
ily members) who find any kind of plea agree-
ment unacceptable. In their minds, they did not 
do anything wrong or cannot understand why 
they are being prosecuted. It may be more chal-
lenging  for these defendants to take any deal, 
especially if it involves incarceration. Attorneys 
are not equipped to provide mental health coun-
seling to defendants facing these situations – all 
they can do is offer their legal counsel and be 
encouraging to the person and their family. We 
should point out that for most autistic people, 
anything less than a sentence of zero incarcera-
tion and zero registration will not be perceived as 
a “win.” Once again, the defense attorney should 
stress to the prosecutor that sending someone 
with the developmental emotional and social lev-
els of a child, even though they are chronologi-
cally the age of an adult, should be avoided if the 
person is not a danger to the community and is 
not at a high risk to reoffend. It is almost certain 
the person will mentally deteriorate/decompen-
sate in prison and spend much of their time in 
solitary confinement.

For individuals with intellectual impairments 
who may be functionally illiterate or need extra 
support to complete probation successfully, we 
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can already hear some of the objections people 
may have to a diversionary or probationary sen-
tence. For example, a prosecutor or judge might 
argue that if they cannot read or comply with 
conditions, how can they be a good candidate for 
such a program? But is prison really a better 
alternative? In prisons, there are unwritten rules 
and regulations (as well as written rules) that 
people need to follow in order to survive. Can we 
honestly say that an individual with ASD would 
be safer there than the outside world? Would they 
be safer trying to join a gang, or be left without 
protection? Would they be safer complying with 
potentially abusive, unsympathetic correctional 
staff? Would they be safer in solitary confine-
ment? Will it help them to have their Social 
Security or Medicaid benefits suspended? Maybe 
this dilemma requires us to strengthen, at a soci-
etal level, the supports we offer to such persons in 
these situations. A good example of such support 
is the Criminal Justice Advocacy Program oper-
ated by The Arc of New Jersey and an organiza-
tion like LRIDD.

A final note regarding proposed plea deals: an 
attorney is ethically required to convey any 
potential offer to the client. This applies even if 
the proposed plea is unacceptable or even outra-
geous in the mind of the accused or their family. 
In other words, do not shoot the messenger. 

 Plea Hearing

The lawyer must thoroughly review the waiver of 
rights form so the client completely understands 
their constitutional rights, and not just in a rote 
sense. A lawyer should spend extra time talking 
to the client on the autism spectrum about deco-
rum, short answers, and non-elaboration. 
Similarly, the lawyer should spell out in direct 
terms that every sentence in response to a direct 
question by the judge that only requires a “yes” 
or “no” should end with “Your onor.” Also, the 
lawyer should explain to a client before the hear-
ing that they may be remanded after the hearing 
and prior to sentencing – though we encourage 
lawyers to strongly argue against this. We recom-
mend having mental health counselors in the 

room while this discussion between the lawyer 
and the client is taking place to help the ASD per-
son deal with the sheer volume of emotions this 
information will generate. A lawyer cannot do 
this alone. Every collateral consequence that 
could arise out of this conviction should be 
explained to the individual and/or their support 
system. If this includes finding out what the sex 
offender registry will entail, the lawyer should 
advise accordingly. A judge will not go into 
details about the sex offender registry in open 
court at the plea hearing, other than informing the 
person that they need to register. This hardly 
explains the collateral consequences the person 
will experience in the future. For example, what 
tier will they be on? Will there be residency 
restrictions? How often will they have to report to 
police? Will there be Internet restrictions? Are 
there going to be travel restrictions for the rest of 
a person’s life?

 Mitigation Efforts

Once a plea has been reached, mitigation efforts 
should immediately go into effect. This begins 
with the often-overlooked presentence report.

Although technically not a part of mitigation in 
a typical case, it should be included. A presen-
tence interview is an intense experience for the 
person who recently pleaded guilty. It can take 
hours and sometimes last more than one day. It 
delves into every aspect of a person’s life – past 
and present. A probation officer conducting the 
interview is going by guidelines and point values 
set out legislatively in considering what sentence 
to recommend to the judge, but there are also 
partly subjective interpretations involved. A pro-
bation officer is behaviorally attuned to the inter-
viewee. Are they telling the truth? Are they 
remorseful? Can they demonstrate their remorse 
in a verbally eloquent way? These are, of course, 
all neurotypical standards of behavior the proba-
tion officer is using as for these subjective yard-
sticks. We recommend the lawyer attend all the 
interviews. Some clients may be intrinsically 
remorseful but because of their ASD, simply can-
not communicate it. This is important because 
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remorse always factors into the guidelines. 
Lawyers should be prepared to act as para- 
interpreters – almost the way a deaf person would 
be accorded a sign language interpreter. It is not 
fair to send a socially challenged defendant into a 
setting where their behavior will be judged by a 
certain set of standards and not be there to explain 
to the probation officer what the person with ASD 
is actually feeling if they themselves cannot com-
municate it. The lawyer can communicate this by 
referring to forensic reports which highlight the 
person’s propensity to follow rules, conversations 
the lawyer has had with the ASD defendant, as 
well the client’s life history. A defense lawyer 
should put everyone in the defendant’s life on 
“red alert” that they may be contacted to talk 
about their family member or friend to the proba-
tion officer. Then when that all- important report 
comes, lawyers should aggressively challenge the 
guidelines, if applicable, if point values are off or 
anything inappropriate was recommended based 
upon a behavioral misinterpretation.

Next, the lawyer needs to show how and why 
the person with ASD will be successful on super-
vision. What steps have they taken since their 
arrest? This could be as much as attending ther-
apy or being compliant with the conditions of 
release.

Submitting character letters is also important. 
Quality letters from people who are aware of the 
charges and still support the person are invalu-
able. Finding community members outside the 
family who can attest to their belief in the ASD 
person can speak volumes, whether that be a for-
mer boss, high school teacher, coach, or any other 
person without family ties.

Hiring a mitigation specialist is usually 
thought of only in death penalty cases, but it 
should not be ruled out in the case of a client with 
ASD. A mitigation specialist can coordinate the 
letters, create a mitigation video (depending on 
evidentiary standards in a jurisdiction), help the 
lawyer prepare a quality sentencing memoran-
dum, and relate best practices on the strategies 
that will be in place in the community to ensure 
the person is successful. Ideally, the mitigation 
specialist hired would have a solid foundational 
understanding of ASD.

 Sentencing

Frequently, the judge has made up their mind 
before sentencing. An exception to this may be 
if the defendant says something out of line in 
their allocution. The lawyer must ensure this 
does not happen. If the client plans to read a 
statement, the lawyer should review it carefully 
and perhaps help the person to craft it. If the 
ASD individual has communication challenges, 
it is wise to assume a conservative posture for 
this hearing. If, of the other hand, the ASD 
defendant is capable of expressing remorse and 
can write a statement that bears eloquence and 
succinctness, it may help their cause to say 
something.

The presentencing report usually recommends 
a classification level or setting for the defendants 
heading to prison. However, both in the sentenc-
ing memorandum and at sentencing – the defense 
lawyer should try to get the judge to recommend 
the lowest security facility possible. In the federal 
system, this is ultimately decided by the Bureau 
of Prisons (BOP), but the judge’s opinion carries 
significant weight. The type of facility an indi-
vidual is classified into can sometimes make the 
difference between life and death. If the individ-
ual with ASD has been convicted of a sex crime, 
such as downloading child pornography, ideally, 
they would be secluded from the general popula-
tion and surrounded by inmates convicted of the 
most similar crimes. One such facility in the fed-
eral system is Elkton where approximately 70% 
of the people in the satellite camp are there for 
child pornography convictions.

Most people think of sentencing as the 
moment when a judge pronounces how much 
time a person will spend in prison or on supervi-
sion. But a sentencing hearing is also the time 
and place that the judge describes the conditions 
of release to the defendant. A lawyer will have to 
use their good judgment as to whether any condi-
tions deserve scrutiny and should raise an objec-
tion. For example, it has been our experience that 
group therapy for “sex offenders” can often be 
extremely distressing for individuals on the spec-
trum. Attorney Mark Mahoney (2009) gives an 
example:
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As a condition of his probation that young man 
was ordered to attend a traditional SOTP. He has 
said that the stories he hears at his group treatment 
make him feel nauseous. He does not understand 
how or why the others in the treatment program did 
what they did, and he believes that everything that 
is said as part of his SOTP is the opposite of what 
he is told by his private psychologists. Overall, he 
seems to find the traditional SOTP unhelpful and 
upsetting. Instead of helping him learn appropriate 
behavior, it is confusing him and placing him in 
contact with individuals who actually are sexual 
predators. (p.57)

A lawyer must know if the sentencing judge they 
are before is known for being reasonable or if 
such a request at the sentencing hearing would be 
unwise. Perhaps such a request deserves a sepa-
rate motion after the incarceration is served. This 
has to be left to the discretion and experience of 
the attorney who can read the room and see if it is 
an importune time to bring something up.

Polygraphs are often a condition for ASD 
defendants convicted of sexually related crimes 
after release from prison or on supervised release. 
Numerous parents have expressed their concern 
to us about the nature of polygraphs being used 
on their children. In conjunction with the sensory 
intrusions such as the blood pressure cuff and 
skin galvanizers, polygraphers try to get incon-
clusive subjects to “confess” (FBI Website, 
2002), and there is much in the literature on ASD 
and false confessions (Griego et al., 2019; North 
et al., 2008).

In addition to all of that information regarding 
polygraphs, because of the very literal nature that 
autistic people possess (Wing et al., 2011), ASD 
individuals might answer the questions differ-
ently than neurotypicals would answer them. The 
logic is like a different language. For example, in 
the authors’ personal experiences, one person 
with autism was asked on a polygraph “Have you 
ever had sex with an animal?” The answer was 
no, except they had masturbated against a stuffed 
animal toy and failed that question. We could 
imagine the same might be true if the person con-
sidered anime pornography and was asked if they 
viewed any pornography.

Lastly, the lawyer of the person with ASD 
should fight as hard as possible for voluntary sur-

render. This should be requested in the sentenc-
ing memorandum as well.

 Prison

We know individuals with ASD who have sur-
vived prison and have been released, but not 
without significant psychological impact. We 
also know others who have not made it through. 
One started a fire just so they could be put in soli-
tary confinement (Mesibov & Sreckovic, 2017). 
Of course, solitary confinement is its own kind of 
torture (Conley, 2013).

We must emphasize the importance of review-
ing prison culture, rules, and decorum before an 
ASD client enters prison. Think about it: the 
defendant with ASD did not understand how 
things worked in the outside world. Are they sud-
denly going to adopt to a 50-fold more hostile 
environment instinctively? The answer is, of 
course, no. They need direct guidance.

All of the challenges faced in jails described 
in this chapter are present, if not magnified in the 
prison environment. Additionally, there are fur-
ther challenges.

First, the number one rule of prison is to mind 
one’s own business.  For example,  individuals 
with ASD who are meek by nature may need to 
be told to hold their head upright, stand up 
straight and look proud – even if it does not come 
naturally. One’s body language and disposition 
are everything in that setting. If they are in for a 
sexual offense, make it a cardinal rule that they 
do not share this voluntarily. If they are asked, it 
gets tricky. People can look it up or have some-
one on the outside look it up for them. No one 
wants to be lied to, but answering yes can also 
bring problems. This dilemma should be fully 
explored with professionals who can offer 
 educated answers before entering the prison set-
ting. It is too tricky a question to even answer in 
this chapter.

Next, encourage defendants with ASD to 
establish routines. Exercise is good; it gets them 
away from jail staff inside and gives a little 
breathing room. Perhaps they will meet some 
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exercise pals in the yard. However, the unfortu-
nate nature of prison is that one has to be careful 
how much they share about themselves wher-
ever they are  – in the yard, in the chow hall, 
watching TV, on the job, near the laundromat, or 
in the bunks. The lawyer must review the differ-
ence between being “friendly” and being some-
one’s friend. It is very easy to be taken advantage 
of in prison, and the trusting nature of those 
with ASD makes this all too possible (Newman 
et al., 2015). A prison consultant well-versed in 
the challenges faced by autistic individuals 
might be helpful.

ASD individuals should be warned never to 
talk about the amount of money sent by family 
for their books because they will probably be 
extorted by other inmates. Also, ASD individuals 
should shed their childhood identities of being 
the policeman on the playground by tattling on 
other kids and admonishing them for breaking 
the rules. No one wants to acquire the label of 
“snitch” while in prison.

It is important the lawyer secure a copy of the 
handbook of the facility before the person is sent 
there. Make sure the individual understands all 
the formal rules. Perhaps hire a reputable prison 
consultant who in conjunction with the lawyer 
can explain these terms in a way the ASD indi-
vidual can understand. Be sure to explain the 
importance of not questioning prison guards’ 
authority at any time while incarcerated. ASD 
people can make people feel like they are being 
questioned under deposition if the rules seem 
illogical or don’t make sense, as prison bureau-
cracy often does not. We would suggest telling 
individuals with ASD that this is like being in the 
military and the correctional officers are like drill 
sergeants; you do what you are told. This is for 
the individual’s own good and survival.

The autistic person might engage in catastro-
phizing (MacAlister, 2017) before they enter the 
incarcerated setting. While this is understand-
able, an autistic person needs to be spoken to like 
a scientist in this situation: “The odds are you 
will get through this. It won’t be easy, but you 
will talk every week to Grandma Jane or Mom 
and Dad. You won’t be in here forever. Life will 
get better on the other side of this.”

Caregivers may want to go out of their way to 
make sure that prescribed medications will be 
available on a time-scheduled basis. We have 
heard of stories of autistic people waiting in pill 
lines in prison and not receiving their medica-
tions, or not being able to take their prescribed 
doses because the prison does not allow certain 
classes of medications to be given. If parents and 
caregivers can try to establish contact with prison 
personnel, this would be ideal. However, this is 
not always possible.

 Probation, Supervision, and the Sex 
Offender Registry

As improbable as it might sound, prison is not 
always the biggest hurdle for the individual with 
ASD. Probation officers (PO) who are not well 
versed in understanding individuals with autism 
make the experience very bumpy.

Very simply, a probation officer is like a god. 
They have the power of life or death over the 
individual. It takes nothing more than reasonable 
suspicion on the part of the PO to set up a revoca-
tion hearing, which almost always results in revo-
cation back to prison  – if that is what the PO 
wants. We recommend that parents, family mem-
bers, siblings, spouses, and other support systems 
form friendly alliances early on in the relation-
ship with the PO, keeping in mind that a PO can 
change on a moment’s notice. Just as was the 
case with the lawyer explaining autism to the PO 
conducting the presentence investigation, some-
one needs to act in that same capacity with the 
PO during probation, parole, or supervised 
release. If the PO seems open to reading materi-
als on autism, by all means give them those mate-
rials. Do your best to educate this person on the 
condition, but not in a way that could be per-
ceived as manipulative. The idea is to reassure 
the PO that this is not a person they are going to 
have to worry about. After all, they may have 50 
or 100 people on their caseload. The individual 
with autism, however, should scrupulously try to 
obey all the rules.

It is possible a probationer will have general, 
as well as special conditions, of supervision. 
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Special conditions are usually reserved for spe-
cific populations like sex offenders, or targeted 
towards individuals who judges think will have a 
propensity to violate. Standard special conditions 
are attending a group sex offender treatment pro-
gram (SOTP) and the taking of polygraphs. Other 
special conditions could consist of a curfew, a 
prohibition against toys in their house (if it is a 
sex offense), or a prohibition against being 
around a child without a “responsible” adult 
present. Another standard “special condition” for 
most sex offenders is that they cannot watch any 
pornography including legal, adult pornography. 
The probation officer is able to know if the per-
son followed this condition by utilizing a poly-
graph at regular intervals and asking the person 
directly. Therefore, it is important to review the 
conditions one by one so the individual on the 
spectrum can almost recite them by memory.

These conditions can be incredibly intrusive 
and almost impossible to follow. For instance, 
one man on probation had a Smart TV, which 
allowed him to watch Hulu, Netflix, Peacock, 
HBO Max, and the like. One of the conditions of 
his release was that he could not possess anything 
that connected him to the Internet. Upon a sur-
prise inspection, this ASD individual was discov-
ered possessing the Smart TV and was ordered to 
go back to prison at a revocation hearing. In real-
ity, the person was an individual with an intel-
lectual disability who won this TV at a church 
raffle and made no connection in his mind 
between the TV and the Internet. To him, the 
Internet involved the use of the computer, not a 
television. But this violation was treated as a 
strict liability offense. In other words, it did not 
matter he did not understand the rules. 
Unfortunately, in the eyes of the PO, he violated 
the rules and was punished regardless of his com-
prehension. Therefore, it is imperative that a sup-
port system is in place to help the individual 
navigate this minefield.

The same minefields are found when dealing 
with the sex offender registry. Each state as well 
as the federal government has its own set of rules. 
Most lawyers do not understand them all. Yet if a 
person on the registry violates them, they risk 
being sent to prison. Thus, a support system must 

be in place to help the person with ASD comply 
with all registry rules. These can include the 
amount of time a person can physically be pres-
ent in another state before they have to register, 
how many times a year a person must register, 
whether there are residency restrictions, and 
whether they can petition at a particular point in 
time (sometimes after 10  years) to be removed 
from their state’s registry. Most municipalities 
also have officers who regularly make compli-
ance checks to make sure an individual is living 
where they say they are living. A support system 
put into place can help the ASD individual under-
stand their constitutional rights in these encoun-
ters. We know of situations where police have 
asked to come in. Unless they have a warrant, 
they have no right to do that. We would hope an 
individual with autism who tries to be rule abid-
ing would not let a police officer abuse their 
power in this situation. Individuals with autism 
should be taught to politely ask the officers if 
they have a warrant. If the answer is no, then the 
person with autism can politely decline the 
request and know they did not do anything wrong.

 Conclusion

We hope this chapter has been informative with 
regard to a sensitive topic. Thanks to the neurodi-
versity movement, ASD self-advocates, other 
concerned individuals like family members, and 
mental health professionals, society is beginning 
to recognize that individuals on the spectrum 
present unique challenges as well as qualities that 
should be celebrated. Unfortunately, the intersec-
tion of ASD and the criminal justice system is not 
often discussed. We have tried to fill that void 
with this chapter. We hope you take away from 
this chapter that ASD individuals have different 
developmental trajectories, uneven developmen-
tal profiles, and social processing difficulties. But 
we also hope that you will better understand that 
the criminal justice system tries to place all 
square pegs through a round hole – and individu-
als with autism are “square pegs.” We have pro-
vided alternative strategies to be used with this 
population – strategies to ensure the fair, equita-
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ble, and humane treatment of individuals with 
autism as they pass through the criminal justice 
system.
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Transition to Adulthood 
for Adolescents and Young Adults 
with Autism: Can We Improve 
Outcomes?

Peter F. Gerhardt and Shanna N. Bahry

For most neurologically typical people, adult-
hood represents a time characterized by both age 
(18  years or older) and some combination of 
gainful employment, preferred relationships, 
interpersonal intimacy, family, children, indepen-
dent travel, leisure alternatives, the management 
of physical and mental health challenges, and 
independent living, to name just a few. Adulthood 
is generally understood as a time of increased 
responsibility, risk, and, hopefully, reward and 
pleasure. Adulthood, we have been told, is sup-
posed to be the best time of our lives.

For many adults with autism,1 however, the 
definition of adulthood is often abbreviated to 
simply having attained the chronological age of 
18 years and the display of some of the physical 
features of adulthood (e.g., height, body hair). 
The difference between the two is pretty stark, 
given that most autistic adults experience signifi-
cant challenges across multiple aspects of adult 

1 Note: Throughout this document the term “autism” or 
“autistic” is used to refer to those individuals on the 
autism spectrum whose degree of cognitive and behav-
ioral involvement would result in a diagnosis of Severity 
Level 2 or 3 under DSM-V Guidelines (American 
Psychiatric Association, 2013).

life including accessing employment (Taylor & 
Seltzer, 2010), continuing school, independent 
living, socializing, community inclusion and par-
ticipation (Roux et al. 2015, 2013), and staying 
healthy (e.g., Walsh et al., 2017), and safe (e.g., 
Shattuck et al., 2018). Not a particularly promis-
ing picture. But why is this?

Over the past 30 years, the field of behavior ana-
lytic intervention in ASD has grown increasingly pro-
gressive and positive, (e.g., Friman et al., 1998; Leaf 
et al., 2016, 2017). Significant, socially valid outcomes 
have been documented in such areas as early interven-
tion (e.g., Reichow, 2012), functional analysis/assess-
ment (e.g., Iwata & Dozier, 2008; Jessel et al., 2016), 
educational inclusion (e.g., Ferraioli & Harris, 2011), 
and the acquisition of social skills (Gunning et  al., 
2019). However, this does not seem to be the case 
when it comes to the transition of autistic adults to 
included, engaged, and preferred adult lives, despite 
the obvious need (e.g., McCollin & Obiakor, 2010).

 IDEA and Transition to Adulthood

The transition requirements of the Individuals 
with Disabilities Education Act – IDEA (2004) 
deserve a quick discussion. IDEA defines special 
education transition services as:

[…] a coordinated set of activities for a child with 
a disability that:
(A) is designed to be within a results-oriented pro-
cess, that is focused on improving the academic 
and functional achievement of the child with a dis-
ability to facilitate the child’s movement from 
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school to post-school activities, including post-
secondary education, vocational education, inte-
grated employment (including supported 
employment), continuing and adult education, 
adult services, independent living, or community 
participation
(B) is based on the individual child’s needs, taking 
into account the child’s strengths, preferences, and 
interests; and
(C) includes instruction, related services, commu-
nity experiences, the development of employment 
and other post-school adult living objectives, and, 
when appropriate, acquisition of daily living skills 
and functional vocational evaluation. (IDEA, 
2004. Section 300.43)

While IDEA’s transition requirement brings with 
it the funding and related resources necessary to, 
potentially, achieve more positive outcomes, 
funding alone does not appear to be sufficient to 
guarantee such outcomes. The IDEA transition 
requirement does, however, provide families, 
schools, educators, students, etc., with a signifi-
cant degree of flexibility to meet the needs of a 
diverse student population, which is a strength. 
This flexibility is designed to address the needs of 
students with different and distinct needs, 
strengths, and challenges but, unfortunately, is 
focused far more on the process of transition (e.g., 
coordinated set of activities, results-oriented pro-
cesses, facilitated movement from school to post-
school activities) than it is on the outcomes of that 
process (e.g., independence, employment, social 
inclusion, a positive quality-of-life).

Under IDEA, transition services are expected 
to start no later than the student’s 14th birthday, 
although they may start earlier if deemed appro-
priate by the IEP team. But is 14 years already 
too late? Cimera et al. (2013) examined transition 
outcomes for two matched groups each consist-
ing of 453 youth with autism across 4  years. 
Students were matched on age, gender (as 
reported at birth), ethnicity, severity of disability, 
and the presence of any cooccurring conditions. 
The authors reported that the group that started 
transition at 14 years had higher rates of employ-
ment, higher wages, and lower cost of services 
after graduation, than did the comparison group 
across all 4 years. This is certainly encouraging, 
but absent any knowledge of what was being 
taught, how was it being taught, and where was it 

being taught during transition for each group—
the results are less instructive than we would 
have liked.

But if starting transition earlier is better, it 
takes no great leap of logic to assume that start-
ing even earlier would, most likely, result in even 
more positive and significant outcomes for autis-
tic adults. This may be particularly true given 
that, for typically developing peers, transition to 
adulthood begins in preschool (Ruddel, n.d.). In 
other words, given that most of the skills consid-
ered important in adulthood are the result of the 
scaffolding of a series of mastered prerequisite 
skills, the later the process begins, the fewer pre-
requisite skills there are upon which to build, and 
fewer useful adult skills mastered.

For example, McGowan et al. (2017) reported 
that cooking skills consist of set of physical skills 
(e.g., chopping, heating, mixing) used in meal 
preparation, but also include perceptual and con-
ceptual skills, such as how different foods react 
when cooked. These then serve as the platform 
for broader skills referred to as food skills 
(Fordyce-Voorham, 2009) which include meal 
planning, ingredient shopping, budgeting, 
healthy eating, etc. For students with autism, 
skills such as the safe use of knives, how to han-
dle hot items, hand washing, solid and liquid 
measurement, and basic food storage would, 
most likely, need to be included. This makes it 
highly unlikely that this entire set of skills/pre-
requisites can be acquired, if instruction begins at 
age 14 years. Going forward, this means that spe-
cial education teachers, behavior analysts, family 
members, and members of IEP teams need to 
take a much longer view of how transition to 
adulthood works and when it should start if truly 
meaningful adult skills are to be developed.

 Transition to What?

How best to support individuals with autism in 
positive adult lives is something about which we 
know less than is desirable (e.g., Perkins & 
Berkman, 2012). Shattuck et al. (2012a) described 
the research base in adult services/intervention as 
both underdeveloped and relatively unformed. In 
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their review of the literature, Bishop-Fitzpatrick 
et al. (2013) came to a similar conclusion stating, 
“There is substantial need for the rigorous devel-
opment and evaluation of psychosocial treat-
ments for adults with ASD” (p.  687). Most 
recently, Shattuck et al. (2020a, b) reviewed the 
research on adult programs/services. They 
reported that the body of research remains small 
and lacks any unifying conceptual framework or 
consistent methodological approaches. The 
authors go on to argue that adult program provid-
ers should adopt a life-course-systems-perspec-
tive and examine the complex interactions 
between culture, history, organizations, policies, 
funding, and families that may directly and indi-
rectly impact service accessibility, delivery, coor-
dination, and effectiveness of services (Shattuck 
et  al., 2020a, b). Unfortunately, this presents a 
very real challenge as an “end point” is essential 
to any transition process. Absent an understand-
ing of what services and supports are available 
post-21, and the potential appropriateness and 
effectiveness of these services, (e.g., Nadig et al., 
2018), developing a functional transition to adult-
hood plan becomes something of a guess game.

Snell-Rood et  al. (2020), for example, con-
ducted a series of focus groups with autistic stu-
dents, parents, teachers, administrators, adult 
service providers, and policymakers (10 groups, 
n = 40). Overall, group participants reported that 
critical activities associated with the transition 
process were not reliably implemented. This 
included such things as nonfunctional goal-set-
ting, ineffective communication, and inadequate 
involvement of all relevant stakeholders. Post-
graduation, these newly minted adults reported 
struggling to “access necessary services due to 
inadequate planning, overburdened services, and 
insufficient accountability for adult service pro-
viders” (p.  1164). In what would appear to be 
something of an understatement, the authors con-
clude that the “transition from school to the adult 
world is particularly problematic for those with 
ASD,” and is impacted by myriad “individual, 
organizational, and policy barriers [that] interfere 
with a successful transition” (p. 1176).

While ineffective transition practices and poli-
cies may help fulfill the legal mandate of the tran-

sition requirements of IDEA, adult outcome 
research (e.g., Anderson et al., 2018; Roux et al., 
2015; Shattuck et  al., 2018; Wisner-Carlson 
et al., 2020) indicates that positive transition out-
comes are not the norm. While the potential of 
the IDEA transition requirements remains sig-
nificant, poor or incomplete implementation has 
seemingly resulted in newly graduated autistic 
adults with few of skills needed to live preferred 
lives characterized by competence, dignity, hap-
piness, and quality.

So while change is obviously needed, change 
on a systems level is, unfortunately, difficult. 
Kaufman (1993) noted that systems change 
within special education would require the pro-
fession to, “confront its problems in ways likely 
to bring truly substantive, lasting change-reform 
that is radical in that its failure is not highly pre-
dictable” (p. 6). Further complicating that is the 
fact the field of special education has historically 
been riddled with fads and ineffective techniques, 
resulting in the power of scientific research and 
data to be somewhat ignored (Kauffman et  al., 
2016; Zane, 2005). Not exactly a promising place 
for a transition age student with autism to find 
themselves. With that in mind, the following 
small-scale recommendations for change are put 
forward for the transition to adulthood process to 
result in better outcomes for adults on the 
spectrum:

 1. The role of the behavior analyst in the transi-
tion process needs to be redefined.

 2. Adaptive behavior skills that support indepen-
dence need to be prioritized.

 3. Community-based instruction (CBI) and 
employment development need to be 
prioritized.

 4. The rest of the world needs to be trained.

 Redefining the Role of the Behavior 
Analyst in the Transition Process

Over the past two decades, the role of the Board 
Certified Behavior Analyst (BCBA) (www.bacb.
com) in the development and implementation of 
evidence-based educational programming for 
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elementary and middle school-aged learners with 
autism has become well established (e.g., Alberto 
et al., 2013). In that position, BCBAs may col-
laborate with other professionals to identify rele-
vant instructional goals, determine any existing 
functional environment-behavior relationships, 
and design evidence-based instructional pro-
grams and interventions along with the associ-
ated data collection and progress monitoring 
process (e.g., Shriver, 2019).

But in high schools, the BCBA often functions 
as, at best, an add-on to the transition process, 
only asked for input when the student presents 
with a specific behavior challenge. Some of this 
may be the result of the different job descriptions 
and different roles and responsibilities of the 
BCBA and the special education teacher. Many 
BCBAs providing services in public schools may 
be unfamiliar with the roles of their new profes-
sional colleagues, as well as the structure, cul-
ture, and mandates of schools (VanDerwall & 
Polling, 2021). At the same time, we would 
expect established education professionals to be 
unfamiliar with the role of the BCBA. Max and 
Lambright (2021), for example, conducted an 
online survey of a small number of BCBAs 
regarding their experiences working in American 
K-12 public schools. The results indicated that, in 
general, school-based BCBAs had significant 
challenges establishing treatment fidelity for 
their students with ASD due to limited time, sup-
port, resources, and collaboration with educators 
and administrators.

In addition, BCBAs working in public high 
schools may not be involved in the transition pro-
cess because they lack the necessary training in 
the transition process, the scope/sequence of 
transition curriculum, and instruction in the com-
munity. This may, in part, be because the Behavior 
Analysis Certification Board (BACB) does not 
require its certificants to have any training in 
either education and/or special education (BACB, 
2017) and school administrators hiring BCBAs 
may not consider it important to prioritize hiring 
those who do. In a very competitive market (e.g., 
Dixon, 2014), it may be more a matter of hiring 
an available BCBA rather than waiting to hire a 
BCBA with education credentials.

Or, perhaps, because the role of the BCBA in 
public schools generally focuses on the reduction 
of challenging behavior rather than on the devel-
opment of interventions designed to increase 
transition-related behavior (e.g., Hollins & 
Peterson, 2021). This represents a significant, 
systems-wide problem that needs to be addressed 
moving forward. Behavior analysts come 
equipped with the knowledge and skills needed 
to affect change in all behavior, including skill 
acquisition. These knowledge and skills should 
be seen as complimentary to those of the special 
education teacher and neither in competition nor 
in conflict with them.

Behavioral terminology also appears to play a 
role in the BCBA’s lack of integration into 
instructional processes in general. For example, 
McMahon et al. (2021) surveyed 164 US teach-
ers regarding their perception of behavior ana-
lytic terminology. In general, participants 
indicated that non-technical terms were highly 
preferable to more technical, behavior analytic 
terminology which BCBAs are trained to use. 
The exception was “reinforcement,” but even 
then, it was acceptable only when applied to mid-
dle or high school students. Conversely, teachers 
rated intervention-related terms as less socially 
acceptable for use with younger students. The 
authors note that this could be due to a persistent 
belief that young children require an education, 
not formal intervention (a distinction without a 
difference).

Another reason may simply be that BCBAs 
working in high schools view transition program-
ming as outside of their scope of practice and so 
do not actively advocate for their involvement in 
the process. Despite that, the high school-based 
BCBA has an ethical responsibility to work, con-
sult, and collaborate with other multidisciplinary 
team members to meet the needs of their student/
client (e.g., VanDerwall & Poling, 2021). In fact, 
a reasonable argument can be made that BCBAs 
working in schools need only look as far as Baer, 
Stokes, and Risley (1968) to understand why this 
is the case.

In their seminal article Baer, Wolf, and Risley 
(1968) identified seven defining dimensions of 
ABA. These (in brief) include:
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 1. Applied  – Deals with problems of social 
importance.

 2. Behavioral  – Deals with objective,  measur-
able behavior or reports that can be validated.

 3. Analytic – Requires an objective demonstra-
tion that the procedures caused the effect.

 4. Technological  – Procedures are described 
well enough that they can be replicated.

 5. Conceptually systematic – Arises from a spe-
cific and identifiable theoretical base.

 6. Effective  – Produces strong, socially impor-
tant effects.

 7. Generality  – Designed from the outset to 
operate in new environments and continue 
after treatment has ended.

All seven dimensions are relevant to effective 
instructional intervention in ASD across ages, 
instructional domains, and contexts. However, 
there are three dimensions that provide BCBAs 
working in schools with significant guidance 
with reference to transition programming. These 
are:

Applied: Deals with problems of social 
importance.

Generality: Operates in new environments and 
continues after treatments have ended.

Effective: Results in socially important behavior 
change.

Taken together, the acronym “AGE” provides 
a clear, concise, and behavior analytic descrip-
tion of BCBAs’ ethical role in the transition to 
adulthood process while, at the same time, defin-
ing the overall end goal of the process. To be 
more specific, AGE conceptualizes the effective 
transition to adulthood process as: the identifica-
tion of socially important targets of skill acquisi-
tion that are taught in ways that produce strong, 
socially important effects, by using interventions 
designed to generalize and maintain skill acqui-
sition targets after formal programming has 
ended. This describes clear, practical guidance 
that is well within the ethical scope of practice 
for the BCBA interested in contributing to the 
process of helping an individual successfully 
“AGE.”

The BCBA working in a high school brings 
both a comprehensive knowledge-base and an 
array of evidence-based interventions to the tran-
sition planning and implementation process. But 
the extent to which BCBAs are currently wel-
comed into that process is unknown and should 
be the target of future research. The absence of 
such research, however, does provide the BCBA 
working in a high school with the functional 
equivalent of a “get out of jail free” card. The 
field of Applied Behavior Analysis, as noted, 
offers clear and concise guidance to BCBAs in 
support of their participation in the transition to 
adulthood process. Failure to do so would seem 
to be the professional equivalent of a “sin of 
omission.”

 Prioritize Adaptive Behavior Skills 
That Support Independence

Life in the community requires a complex and 
diverse set of skills generally subsumed under the 
heading of adaptive behavior. Adaptive behavior 
can be defined as those skills or abilities that 
enable the individual to meet norm-referenced 
standards of personal independence. Adaptive 
behavior skills can change as a function of a per-
son’s age, environmental demands, and cultural 
expectations (Heward, 2009). This collection of 
diverse, yet complementary skills is central to an 
individual’s ability to effectively and indepen-
dently navigate his or her environment (Mazefsky 
et al., 2008) and, as such, needs to be prioritized 
starting at an early age (e.g., Ninci et al., 2015; 
Meyer et al., 2018). On a very basic level, adap-
tive behavior skills will get you through times of 
no academic skills better than academic skills 
will get you through times of no adaptive behav-
ior skills (Gerhardt & Rodriguez, 2018).

In practice, instruction in activities of daily 
living skills (ADLs) is often seen as being syn-
onymous with instruction in adaptive behavior. 
While this is an inexact comparison, both appear 
associated with more positive adult outcomes. 
While some research (e.g., Clarke et  al., 2021) 
has found that many of these skills may not main-
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tain in adulthood, other research (e.g., Wise et al., 
2020) indicates this may not always be the case. 
Clearly, additional research is needed in this area.

Adaptive behavior beyond simple daily living 
skills has received little attention in the autism 
research literature (Bennett & Dukes, 2014), 
beyond skills such as personal care/grooming 
(Wertalik & Kubina, 2017). One reason may be 
that, unlike the diagnosis of intellectual disabil-
ity, adaptive behavior deficits are not central to a 
diagnosis on the autism spectrum and have, until 
recently, generally not been considered primary 
targets for intervention or research.

A second reason may be that adaptive behav-
ior competencies generally require a shifting 
between motor, communication, social, and deci-
sion-making skills as a function of changing con-
texts. Figure 7.1 provides a graphic example of 
such shifts for the relatively straightforward task 
of public restroom use. The complexity of adap-
tive behavior cannot be overstated, making these 
skills hard to teach and even harder to research 
well.

In their overview of adaptive behavior in ASD, 
Gerhardt et al. (2013) offered an outline of what 
is programmatically necessary to provide effec-
tive adaptive behavior intervention. They argued 
that effective adaptive behavior intervention 
requires an understanding of the context and 
intensity of instruction, and the efficiency and 
value of the skill in question. In their model, con-
text refers to the environment in which the skill is 
most likely to be displayed. For example, shop-
ping would need to be taught at the grocery store 
where the student is likely to shop with his or her 
family. Intensity refers to the importance of such 
instruction being provided at a relatively high 
rate (e.g., daily) to promote skill acquisition. For 
example, a student would more quickly learn 
how to buy lunch at a fast food restaurant if 
instruction was provided daily (at the restaurant), 
rather than weekly. Efficiency refers to the 
response effort required for the skill to be 
acquired. For example, while generally not a pre-
ferred task, doing the laundry can be made more 
efficient/less effortful (and, ideally, less non-pre-
ferred) by skipping sorting, washing everything 
in cold, and using premeasured laundry pods. 

Non-preferred skills that require significant 
response effort are unlikely to remain in anyone’s 
repertoire for any length of time. Finally, there is 
value. The value of any skill is a function of the 
extent to which the individual in question finds 
the skill to be of personal interest, utility, or, sim-
ply, reinforcing. For example, learning to have 
lunch delivered by ordering via an application on 
a smart phone would probably offer more value 
to the student than would doing laundry, even if 
done efficiently.

In many ways, the transition to adulthood is 
the transition to the adaptive behavior necessary 
to navigate life in the community. It is important 
to note that the inability of an adult on the spec-
trum to acquire any number of adaptive behavior 
competencies does not mean that the potential for 
a full, fulfilling, enjoyable, and positive adult life 
is over. What it does mean is that individualized 
services and personal accommodations designed 
to close the gap between environmental demands 
and individual skill deficits need to be available 
both during transition and on the terminal side of 
the transition process.

 Prioritize Community-Based 
Instruction (CBI) and Employment 
Development

Community-based instruction (CBI) requires the 
provision of effective educational intervention 
outside of the classroom and in the community. 
Community-based instruction has been recog-
nized as an evidence-based practice (e.g., 
Mazzotti et  al., 2021) and is associated with 
improved independence for students with differ-
ent disability labels post-graduation (Walker 
et al., 2010). CBI has been shown to be effective 
in the development of vocational/work skills 
(e.g., Allen et  al., 2010), social skills (e.g., 
Hernandez & Kulkarni, 2018), safety skills (e.g., 
Clees & Gast, 1994; Taber et  al., 2003), and a 
variety of adult life skills (e.g., Spooner et  al., 
2020). McDonnell et  al. (1993) examined the 
impact of CBI on the adaptive behavior repertoire 
of high school students with an intellectual dis-
ability. The frequency with which CBI was pre-
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Fig. 7.1 Task analysis 
of adaptive behavior 
sequence for “using a 
public restroom”
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sented was a more significant predictor of skills 
gains than was IQ or the presence/absence of 
challenging behavior.

 How CBI Works

Gerhardt and colleagues (2019) note that the pro-
cess of identifying and implementing CBI oppor-
tunities with learners on the spectrum needs to 
start early (i.e., no later than 7–8 years of age) 
with a focus on goals with the greatest relevance 
to the student and his or her family. The process, 
in general, goes like this:

 1. Identify, with input from the student and their 
parents, a set of community-based instruc-
tional targets for a particular student along 
with the locations where instruction could be 
provided.

 2. Conduct an observation at the proposed com-
munity location at the time instruction is 
expected to be provided (e.g., Tuesdays at 
1:00 PM). This observation should result in:
 (a) A draft task analysis of the instructional 

target(s).
 (b) The identification of any relevant distrac-

tions or potential risks (e.g., busy parking 
lot; loud PA system; absence of public 
restrooms; fluorescent lighting; limited 
cell phone service; easily accessible fire 
alarm pulls).

 (c) The identification of community mem-
bers, specific to that environment, who 
might be able provide ancillary assistance 
(e.g., store manager, cashier)

 3. Based upon the acquired data, develop a plan 
to implement CBI.

 4. Implement CBI. Collect relevant data.
 5. Repeat process for subsequent goals.

 Calculating the Frequency 
of Instruction in CBI

After the development of a clearly defined CBI 
goal, it is often helpful to develop an estimate as 
to how many instructional opportunities (IO) will 

be required for the student to acquire the skill. 
For example:

• If based on student’s typical rate of skill acqui-
sition for a similar task, it is estimated that it 
will take 100 instructional opportunities (i.e., 
episodes of CBI) for them to master the skill. 
AND,

• Each CBI instructional opportunity, from 
leaving school to returning to school, takes 
1 h. AND,

• The student has 30 h of instruction/week for 
40 weeks/year. AND

• They are expected to acquire the skill in a sin-
gle school year. THEREFORE:

• 100 instructional opportunities provided 
across 40 weeks of instruction = 2.5 instruc-
tional opportunities/week or, in real world 
terms, 2–3 opportunities which requiring 
2–3  h/week. If the goal is for the student to 
acquire the skill in 20 weeks, then 5 instruc-
tional opportunities will need to be provided 
each week.

Effectively delivered CBI is central to the pro-
vision of effective transition programming for 
autistic youth and young adults. Despite this, 
only 4.8% of the autism intervention research 
published between 2012 and 2017 was commu-
nity-based (Steinbrenner et al., 2020). This is, of 
course, problematic. It is essential that autistic 
youth and adults don’t just have a limited number 
of CBI opportunities but, instead, that they have a 
transition program that prioritizes repeated 
opportunities to practice and acquire skills in the 
community where they are expected to be dis-
played (e.g., Spooner et al., 2020).

In reality, there are any number of restrictions 
to the implementation of CBI as part of a com-
prehensive transition plan within a public school. 
The first is that the availability, or lack thereof, of 
student transportation to and from the commu-
nity often presents a significant barrier. A second 
restriction is the philosophical administrative 
adherence to state educational standards in favor 
of prioritizing CBI. Third, support personnel may 
lack the skills necessary to provide instruction in 
the community. Lastly, unfortunately, the educa-
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tional culture is more concerned with risk avoid-
ance than student independence and instruction 
in the community is inherently risky. This, obvi-
ously, needs to change. However, as long as the 
goal of transition programming continues to be 
(1) risk avoidance, and (2) student success in the 
in the classroom, limited individual progress can 
be expected.

 Employment Development as CBI

In North American society, employment in the 
typical world is considered a significant hallmark 
of adulthood. Work is so central to adult lives that 
most of us spend around a quarter of our lives at 
work (Warr & Clapperton, 2010). What we do for 
a living is often considered an indication of status 
and, by implication, our contribution to society at 
large. Employment is a direct source of income 
and provides us with a variety of choices as to 
where to live, what to buy, and how to make good 
use of our free time. The workplace is the envi-
ronment in which many of our primary and sec-
ondary social relationships are formed and 
maintained. Work provides structure and routines 
and, to a large extent, promotes personal dignity, 
self-validation, and an individual’s overall mental 
and physical health (Hedley et  al., 2017; 
Hendricks, 2010; Solomon, 2020). Exclusion 
from employment generally has significant nega-
tive implications across most, if not all, domains 
of adult life.

Despite that, employment rates for adults with 
autism remain unacceptably low.

In their review of data from the National 
Longitudinal Transition Survey II (NLTS-II), 
Shattuck et al. (2012b) found that during the first 
6 years after high school, only 55.1% of adults 
with ASD had ever held paid employment, and 
the percentage was even lower (50%) if they had 
transitioned out of high school in the past 2 years. 
Further, when compared to other disability 
cohorts, individuals on the autism spectrum had 
the lowest rates of employment. Burgess and 
Cimera (2014) evaluated the employment out-
comes of transition-aged adults with autism spec-
trum disorders (ASD) who received vocational 

rehabilitation (VR) services in the 10 prior years. 
The results indicated that while the number of 
adults accessing VR services increased, the per-
centage of autistic adults who attained employ-
ment did not increase. Roux et  al. (2015), as a 
result of their analysis of NLTS-2 data reported, 
“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” 
(p. 8). More recently, Fong et al. (2021), in their 
review of employment outcomes, noted that only 
37% of individuals with autism reported having 
been employed for 12 months or more 4 years 
post high school. Further, they noted job loss for 
these individuals was far more often the result of 
behavioral and social challenges than it was any 
specific deficits related to the production/voca-
tional aspect of the job.

The factors associated with these continued 
poor outcomes remain poorly understood. Chen 
et  al. (2015) reported that social difficulties, 
employers’ negative attitudes, and limited access 
to needed support services were factors contrib-
uting to the inability to obtain and retain employ-
ment. As a result of their comprehensive review 
of the employment literature, Anderson et  al. 
(2021) reported that poor employment outcomes 
are associated with poor person-environment fit, 
a lack of comprehensive and integrated services, 
and uncertainty about the roles of parents (e.g., a 
tendency of parents to “over support” their son or 
daughter on the spectrum, thereby increasing 
dependence and increasing independence).

Poor person-environment fit is a factor 
reported by a number of researchers (Lai et al., 
2020; Pfeiffer et al., 2018; Stewart et al., 2014). 
Poor person-environment fit or, as it is sometimes 
called, “job match,” is the extent to which a par-
ticular job and its associated social, sensory, and 
physical environments match the personal prefer-
ences or neurological needs of the employee. As 
such, a goal of any reasonable school to work 
transition process should be to identify the poten-
tial environmental barriers and opportunities to 
employment before graduation on a case-by-case 
basis. This can most readily be accomplished 
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during transition through a process called job 
sampling.

Job sampling refers to the practice providing a 
number of short-term employment training 
opportunities (i.e., samples) to the transitioning 
student with autism and then observing and mea-
suring how he or she navigates that particular 
environment. Does the transition student like to 
move around or stay seated when working? Do 
they like to have music on in the background? Do 
they prefer to work in the morning or in the after-
noon? Are they good at high precision tasks (e.g., 
data entry), rather more gross motor tasks such as 
stocking shelves? Do they prefer to be part of an 
active, busy environment or a calm, quiet envi-
ronment more to their liking? And so on. A cen-
tral goal of job sampling is the identification of 
environmental modifications necessary to meet 
the needs of the learner rather than trying to “fix” 
the employee with autism to meet the demands of 
the environment. Person-environment fit appears 
to be a critical factor in the successful employ-
ment of autistic adults.

 Train the Rest of the World

Unfortunately, the most significant post-transi-
tion barrier to an included, positive life for autis-
tic adults is, sadly, the attitudes and behavior of 
those of us in the neurotypical community. The 
provision of community-based instruction, par-
ticularly with reference to employment develop-
ment, is central to the acquisition of the skills 
necessary for success in post-transition life. This 
process, however, doesn’t just engender behavior 
change with the transitioning student. Perhaps 
the more important behavior change is the change 
that occurs in the behavior of work site supervi-
sors and coworkers, in the behavior of the super-
market cashier and the staff at the aquarium, 
gym, or frozen yogurt shop, or simply in the 
behavior of other patrons in the mall food court. 
When done correctly, CBI and employment help 
transition an individual from being a coworker 
with autism to a coworker with a name. That is 
why it is important to, as part of the transition 
process, train the rest of the world to the benefits 

of knowing, working with, and hanging out with 
someone on the spectrum.

So while the process of training the rest of 
world is, admittedly, a poorly defined interven-
tion, it is an intervention that requires significant 
prioritization. Like the rest of transition planning, 
the reduction of these barriers requires a set of 
both group and individualized interventions. The 
diversity of the autism spectrum, which is signifi-
cant, is actually more of a three-dimensional 
diversity matrix than it is a two-dimensional 
spectrum. So while every adult on the spectrum 
may have the same diagnostic label, everyone 
with that label is different from everybody else 
with that label. As such, what would appear to be 
most potentially beneficial is not additional 
autism awareness but, instead, the development 
of a culture of autism acceptance including indi-
vidualized training about who a new coworker 
with autism happens to be as a person.

This is not asking a lot. Since the passage of 
the Americans with Disabilities Act (ADA) in 
1990, American society and culture has become 
increasingly aware of, and comfortable with, the 
provision of environmental accommodations to 
persons with physical disabilities. The call to 
train the rest of the world is simply an extension 
of that process to include the needs of the neuro-
diverse community. We have moved beyond a 
time when a wheelchair user couldn’t access 
most public buildings due to the presence of 
stairs and the absence of a ramp. The goal now is 
to figure out what constitutes a ramp for autistic 
citizens and how do we get it installed wherever 
it is needed.

 Summary

There is much work to be done with regard to the 
effective, community-based implementation of 
transition programming and the research that 
supports it, particularly for autistic adolescents 
with a co-occurring intellectual disability (e.g., 
Lord, et al., 2021). As Lord and colleagues (2017) 
argue, “research that tests interventions to pro-
mote achievable independence for autistic ado-
lescents and adults is needed, focusing on 
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outcomes such as employment, meaningful and 
generalizable social skills, improvement of com-
mon co-occurring mental health conditions and 
broader functioning and well-being” are greatly 
needed (p. 307).

Obviously, there are a number of other areas 
of adult life that could, and maybe should, have 
been discussed as part of transition planning. 
This might include travel training, the develop-
ment of age normative leisure skills that function 
as leisure for the individual, sexuality and sexual 
safety skills, and so on. The fact is, adulthood is a 
complex, rewarding, challenging, enjoyable, and 
frustrating time of life that for many adults with 
ASD that is, sadly, neither rewarding nor all that 
enjoyable.

“The mass of men lead lives of quiet despera-
tion,” wrote Henry David Thoreau in Walden 
(1854). With a large cohort of young adults with 
ASD rapidly approaching middle age, and soon 
thereafter, hitting their proverbial golden years, 
the fear is that Thoreau may be proved right. The 
adult service system, as it currently stands, is 
unprepared to meet the needs of this diverse and 
complex population (e.g., Goehner, 2011). That 
is the bad news. The good news is that, today, we 
have a clearer understanding of the problem and 
the needs of adults with ASD, and are rapidly 
generating solutions that go beyond mere fund-
ing requests. While additional funding is, of 
course, necessary, in order to transform lives of 
quiet desperation into lives of competence, dig-
nity, and quality—creative, collaborative, 
research-based, cost-effective, and replicable ser-
vices are needed.

From the very first day a young child with ASD 
walks through the school door, we, in whatever 
role we fill, need to be thinking about building a 
platform of skills for each successive environment 
leading, ultimately, to a broad base of adaptive and 
academic skills in support of adult life. Between 
loving and highly focused parents; educated, car-
ing, and dedicated professionals; talented research-
ers; entitlement legislation; and involved 
community members, this young child is, in many 
ways, resource rich, up until high school gradua-
tion. The one resource there will never be enough 
of though is time. Time is not, and never will be, 

on the side of the transition student. Effective plan-
ning and the maintenance of high expectations is, 
therefore, our best (and inexhaustible) resource to 
support an enjoyable, satisfied, safe, and included 
adult life.Compliance with Ethical StandardsNo 
funding was received for this manuscript. There 
were no human participants in this manuscript and 
therefore we did not need to receive informed con-
sent was obtained from the parents of all individ-
ual participants included in the study. We were in 
accordance with ethical standards of the institu-
tional research committee and with 1964 Helsinki 
decoration and its later amendments or compara-
ble ethical standards.
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Healthcare Transitions 
for Individuals with Autism

Laura Pickler and Paul Dressler

 Introduction

Transition from pediatric to adult care for adoles-
cents and young adults with autism is a multifac-
eted process that has many components all aimed 
at maximizing independence and self-advocacy 
in the areas of health and wellness. People with 
autism have unique needs and considerations that 
can make the process challenging, rewarding, 
and sometimes simply different from other youth. 
Examples are modifications in office procedures, 
physical examination approach, enhanced com-
munication strategies, and at times a focus on 
families or caregivers that is not generally needed 
with other transitioning youth. Clinicians and 
other healthcare professionals involved in this 
part of a young person’s life can feel confident 
that they are making a significant difference in 
quality of life and well-being for their patients 
when they acknowledge the differences of this 
patient population. This chapter will attempt to 
delineate these differences as well as provide 
examples and suggestions for how to improve 
interrelated systems that impact the successful-

ness of the process within the context of the indi-
vidual and the communities where they reside.

All youth need a carefully planned transition 
to adulthood, but this is especially important for 
youth with autism spectrum disorder as they may 
be challenged with communication and social 
relatedness that can make self-advocacy more 
challenging compared to the general population. 
In addition, the diversity of abilities noted in peo-
ple with autism also complicates recommenda-
tions for this patient population. When looking at 
the literature supporting transition best practices 
for people with autism, it is helpful to remember 
that autism is a childhood onset developmental 
disability with a wide spectrum of social, com-
munication, and behavior challenges (https://
www.cdc.gov/ncbddd/autism/facts.html). The 
presence of intellectual disability may or may not 
exist, further complicating the interpretation of 
the literature when applying best practices to an 
individual patient. Additionally, a wide range of 
genetic conditions are associated with autism or 
autistic features (https://www.omim.org). A com-
mon example is Down syndrome, but there are 
literally hundreds, if not thousands, of genetic 
conditions that cause autistic features.

Despite increased interest and need for transi-
tion support, according to the 2018–2019 
National Survey of Children’s Health, only 18% 
of young adults received services needed for 
transition, and youth with developmental disabil-
ities were even less likely to receive transition 
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planning, which may lead to disparities in health-
care (Cheak-Zamora et al., 2013). Several studies 
in the literature document this disparity with one 
study showing that only 34% of women with dis-
abilities received cervical cancer screening and 
42% received breast cancer screening (Cobigo 
et al., 2013). In another study, only 34% of adults 
with disabilities reported being routinely 
screened for colorectal cancers (Deroche et  al., 
2017). The lack of needed screenings could be 
considered reflective of discomfort among 
healthcare providers, the absence of medical 
homes for adults in general, and a failure in the 
transition process (Hermans & Evenhuis, 2014). 
At a most basic level, it is a failure of the US 
healthcare system to provide needed preventative 
services for vulnerable citizens.

Individuals with autism are at risk for other 
healthcare disparities that impact health and 
wellness in addition to a lack of access to primary 
care services. Adolescents with autism are more 
likely than age-matched peers to be treated with 
multiple medications, including psychotropic 
agents, although they are less likely to have a 
psychiatrist managing their psychopharmaco-
logic medications (Wee et al., 2013). One study 
looked at data from the National Survey of 
Children with Special Health Care Needs and 
found that 60% of transition-age youth with 
autism spectrum disorder had two or more diag-
nosed health or mental health conditions in addi-
tion to their autism spectrum disorder (Roux 
et al., 2015). Another study reported only 24% of 
adults with developmental disabilities taking 
psychotropic medications had received psychiat-
ric consultation (Lewis, 2002). These gaps in 
healthcare quality are concerning and can impact 
the quality of life for many young adults.

Since the 1960s, the idea of a medical home 
for all patients has been endorsed first by the 
American Academy of Pediatrics and subse-
quently recognized by all the major physician 
specialty associations and the US public health 
system as the standard of care. Tenants of a medi-
cal home are summarized in Table 8.1 (www.aap.
org). The medical home model has been shown to 
be useful in the transition process (Cooley & 
Sagerman, 2011). It is important to recognize 
that a medical home is not a specific location, or 
any one medical clinician, but a system of care 
that encompasses needed services, coordination 
of care, and partnerships with patients (and fami-
lies, as appropriate). Very recently, the American 
College of Physicians convened a broad group of 
stakeholders with the purpose of understanding 
the complexities of transitions of care and mak-
ing recommendations for how principles of high- 
value shared care between primary care and 
specialists can be better implemented across the 
U.S health system.

The medical community as a whole acknowl-
edges that healthcare is not ideal for many 
patients, in particular for patients with complex 
or chronic conditions. The idea of a Quadruple 
Aim to improve the healthcare system in four 
broad dimensions is worth mentioning here. The 
four principles of the Quadruple Aim include 
enhancing patient experience, improving popula-
tion health, reducing costs, and protecting the cli-
nician workforce (Bodenheimer & Sinsky, 2014). 
Individuals with autism can benefit from this 
increased visibility of gaps in the healthcare sys-
tem and advocate strongly for improvements in 
how care is provided by engaging with their pro-
viders and their local public health system.

 Service Systems that Support 
People with Autism

Most people, including people with autism, typi-
cally need a medical system of care and often do 
not rely on just one person or clinic to help man-
age their health needs. It is productive to think 
about healthcare systems as a team of people 
with the patient and, if appropriate, their family 

Table 8.1 Tenants of a medical home

Tenants of a medical home
Accessible
Family centered
Continuous
Comprehensive
Coordinated
Compassionate
Culturally effective
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at the center of the team. Needed services such as 
primary care, medical specialists, dental care, 
and mental health services all are accessed in a 
coordinated way so that optimal health is main-
tained. If a person is at their physical best, then 
the other ways they prefer to spend their time are 
more easily accessible, such as pursuing work, 
education, recreation, independence, and rela-
tionships. There are many barriers to achieving 
coordinated systems of care in the USA that 
include knowing what is needed, accessing the 
needed services, and having a way to pay for it 
all. This can be quite overwhelming, especially 
for young adults with autism who have to navi-
gate the health system on their own for the first 
time. In addition, communities across the country 
are inconsistent in what is available leading to 
gaps in care and disparities that are compounded 
by social determinants of health.

Nationally, steps have been taken in recent 
years to address the needs and status of people 
with developmental disabilities across the lifes-
pan. State Title V Programs, Medicaid, the 
Affordable Care Act (ACA), Social Security/
Supplemental Security Income (SSI), Medicare, 
and civil rights laws like the Americans with 
Disabilities Act (ADA) and the Individuals with 
Disabilities Education Act (IDEA) are critical for 
people with developmental disabilities, providing 
benefits, supports, and civil rights protections for 
their health and well-being (www.thearc.org). 
However, service systems are largely siloed, 
uncoordinated, and can be difficult to access. 
Most systems are not set up to provide direct ser-
vices but instead serve as gateways to needed ser-
vices and supports. We describe here some key 
systems that aid transition to adult life for people 
with autism including intellectual and develop-
mental disabilities (IDD).

Children and youth with developmental dis-
abilities, which include autism, are covered from 
birth under the broad authority of the Social 
Security Act of 1935. Title V of the Social 
Security Act provides funding to state maternal 
and child health (MCH) programs, which serve 
44  million women and children in the USA 
(www.amchp.org). In 1989, the Maternal and 
Child Health Bureau (MCHB) outlined the need 

to develop population-based systems of care for 
children and youth with special healthcare needs 
(CYSHCN) that are family centered, community 
based, coordinated, and culturally competent. 
The Medical Home tenants may be recognized in 
the core language of this guidance. Today, in 
order to receive federal funds, each state must 
submit an annual standardized application to the 
MCHB for the Title V Maternal and Child Health 
Block Grant Program. Through a comprehensive 
process that identifies all potential MCH priori-
ties, states and territories conduct surveys and 
analyze data to determine where they can have 
the most impact and need the most resources to 
address local MCH problems and challenges. A 
formula is used to determine funding allocations 
based on population size and need (www.amchp.
org/AboutTitleV/Documents/Celebrating- the- 
Legacy.pdf). Virtually all states use these grants 
to fund programs that provide care coordination 
for CYSHCN and in some cases provide diagnos-
tic medical services and treatments. This includes 
making sure youth have access to programs by 
providing transportation, translation, and other 
services. Activities that support transition to adult 
life have become increasingly important priori-
ties for many states.

In 2016, 15 national performance measures 
(NPMs) were selected to guide a major transfor-
mation process in the Title V Program, including 
one on transition: Increase the percentage of ado-
lescents with and without special healthcare 
needs who receive services necessary to make 
transitions to adult care. A total of 32 state Title 
V agencies subsequently selected transition as an 
NPM for their Five-Year Action Plan. Those 
plans included a variety of evidence-informed 
transition strategies and interventions, such as the 
Six Core Elements of healthcare transition (Got 
Transition), consumer and healthcare profes-
sional education, and interagency transition plan-
ning (McManus & Beck, 2017). The National 
Survey of Children’s Health (NSCH), sponsored 
by the MCHB and redesigned for initial data 
release in 2017, currently measures annually 
national and state transition performance among 
youth with and without special healthcare needs 
aged 12 through 17 years. Detailed information 
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about NPM performance is available through the 
Child and Adolescent Health Measurement 
Initiative (https://www.childhealthdata.org/
browse/survey/results?q=7777&r=1).

Another significant piece of legislation is 
Section 504 of the Rehabilitation Act of 1973, 
which complements provisions in the Social 
Security Act (www.dol.gov/oasam/regs/statutes/
sec504.htm). These acts and their revisions dic-
tate SSI benefits which many people with IDD 
receive. Whereas child eligibility is based on a 
functional assessment, and impairment in two or 
more life areas is required to qualify, adult eligi-
bility is based on the ability to work. Many young 
adults with IDD will remain eligible under the 
adult rules, but some may not and people with 
autism likely need help navigating this transition. 
As such, reapplication for SSI benefits at the age 
of 18 years is a critical transition process for this 
population.

Schools also play a pivotal role in shaping 
transition to adulthood for young adults with 
autism. The IDEA of 2004 states that a primary 
objective of special education is to “further edu-
cation, employment, and independent living” 
(www.law.cornell.edu/uscode/text/20/1400). The 
law requires schools to provide an Individualized 
Education Program (IEP) to each student with a 
disability and mandates transition activities. By 
16 years old, the IEP must contain a statement of 
needed transition services along with a coordi-
nated set of activities that promotes movement 
from school to post-school life, including post-
secondary education, vocational training, adult 
services, independent living, and/or community 
participation. Each year, the IEP team must 
develop, confirm, or update these goals and ser-
vices (Antosh et  al., 2013). For students with 
chronic medical conditions, Individualized 
Health Plans (IHPs) help address items such as 
daily medication, nutritional needs, and instruc-
tions for medical emergencies during the school 
day.

The Developmental Disabilities Assistance 
and Bill of Rights Act (DD Act), authorized in 
1963 and last reauthorized in 2000, provides a 
number of programs to support individuals with 
IDD, such as State Councils on Developmental 

Disabilities and University Centers for Excellence 
in Developmental Disabilities Education, 
Research and Service (UCEDDs) (National 
Council on Disability, 2011). The Administration 
on Developmental Disabilities (ADD) is the fed-
eral agency responsible for the implementation 
and administration of the DD Act.

Most recently, growth in the Medicaid pro-
gram has shifted the system of supports for peo-
ple with IDD from one that is funded 
predominantly by state funds to one that is funded 
predominantly by Medicaid—with joint federal 
and state funding (Wood et al., 2016). Home and 
Community-Based Services (HCBS) Waivers are 
Medicaid programs that provide services in the 
home for persons who would otherwise require 
institutional care in a hospital or nursing facility. 
Without waiver services being delivered in the 
community, some young adults with autism 
might not be able to live at home or receive 
needed supports in the workplace. Waivers pro-
vide specific services over and above those in the 
general Medicaid adult benefits package and are 
targeted to persons who demonstrate the need for 
a high level of care. Services typically include 
items such as personal care assistance, compan-
ion services, transportation, therapy, behavioral 
support, skilled nursing, durable medical equip-
ment, and supported employment services. A 
care coordinator is assigned to the Medicaid 
waiver enrollee to assist with access to commu-
nity services. There is significant variation across 
states in Medicaid waiver eligibility, and enroll-
ment is typically capped; that is, once enrollment 
reaches a specified number or dollar threshold, 
waiting lists are created (Smith et al., 2000).

 Other Important Aspects 
from the Literature to Consider

Broadly speaking, the current literature around 
healthcare transition has centered around three 
major themes: (1) current status of transition 
including barriers and successes, (2) perspectives 
from different stakeholders around the transition 
process, and (3) pilot programs seeking to 
improve transition in clinics or other settings. 
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Barriers are well documented with some support 
for interventions that can help people with autism 
have more successful transitions to adult life.

All transition-age youth require access to 
appropriate healthcare, and individuals with 
autism are no exception. While there is an 
increased need for successful transition, adoles-
cents and adults who have autism spectrum disor-
der are unlikely to receive transition planning 
(Cheak-Zamora et  al., 2013; McManus et  al., 
2013; Roux et al., 2015), with one study finding 
that less than 10% of youth with autism spectrum 
disorder met the national transition core outcome 
(Walsh et  al., 2017). In particular, individuals 
who were Hispanic and non-Hispanic Black 
youth and had family income <400% of the fed-
eral poverty level were even less likely to receive 
transition planning (Cheak-Zamora et al., 2021; 
Walsh et al., 2017), indicating further disparities 
within this population. The results of poor transi-
tion planning have been assessed by looking at 
where young adults with autism spectrum disor-
der are receiving their care. One national study 
looking at youth aged 16–23  years who have 
autism spectrum disorder found that as patients 
aged, they were utilizing outpatient services at a 
lower rate, while the use of emergency depart-
ment services remained steady (Nathenson & 
Zablotsky, 2017). This study also noted that indi-
viduals in the Northeast portion of the USA were 
less likely to see a decline in outpatient utiliza-
tion than in the South or Midwest (Nathenson & 
Zablotsky, 2017).

There have been a number of studies looking 
at perspectives of different stakeholders on the 
transition process. Many of these studies have 
helped identify barriers to transition. From the 
provider perspective, barriers to transition have 
included the amount of time required for adult 
providers to manage complex patients in clinic 
(Dressler et al., 2018; Okumura et al., 2010; Peter 
et  al., 2009), the lack of reimbursement for the 
increased time spent (Okumura et al., 2010; Peter 
et  al., 2009; Scal et  al., 1999), poor knowledge 
and lack of training about developmental disabil-
ities in adult providers (Bruder et  al., 2012; 
Okumura et al., 2010; Peter et al., 2009; Pickler 
et al., 2010; Scal et al., 1999), the amount of care 

coordination beyond just medical concerns 
(Dressler et al., 2018; Okumura et al., 2010; Scal 
et  al., 1999), lack of adult providers who will 
accept patients with IDD (Dressler et al., 2018; 
Okumura et al., 2010; Pickler et al., 2010; Scal 
et al., 1999), difficulty finding an adult provider 
who takes the patient’s insurance (Dressler et al., 
2018, Pickler et al., 2010), and lack of provider 
knowledge on the transition process (Dressler 
et al., 2018). From the patient and caregiver per-
spectives, barriers to transition included poorly 
coordinated transfer of care (Okumura et  al., 
2010; Peter et al., 2009; Shanahan et al., 2020), 
difficulty finding an adult provider who sees 
adults with developmental disabilities (Kuhlthau 
et al., 2016; Shanahan et al., 2020), and families 
and patients not wanting to leave the pediatric 
setting (Pickler et al., 2010).

There have been a few studies looking at pro-
grams to improve the medical transition for youth 
who have autism spectrum disorder. The second 
author of this chapter piloted a transition clinic 
that used a consultative model for youth with an 
intellectual and/or developmental disability, 
which included youth with an autism spectrum 
disorder (Dressler et al., 2018). After the visit, a 
summary of recommendations and resources was 
provided to the primary care provider. While 
youth and families gave positive feedback about 
the clinic, primary care providers largely did not 
follow through on the recommendations or 
resources and cited barriers noted above that pre-
vented them from engaging in the transition pro-
cess (Dressler et  al., 2018). More recently, a 
group of providers piloted a program based on 
the Extension for Community Healthcare 
Outcomes (ECHO) model to improve transition. 
In this model, primary care providers participated 
in teleconference sessions with an interdisciplin-
ary team of experts. These sessions were weekly 
for 1 h over the course of 3 months. The sessions 
consisted of didactics about transition and oppor-
tunities for the primary care providers to present 
cases. This resulted in improved self- efficacy of 
primary care providers caring for transition- age 
youth with autism spectrum disorder (Mazurek 
et al., 2020). Challenges noted by providers were 
difficulty engaging in sessions during clinic 
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hours and needing more  region/state-specific 
resources and supports (Cheak- Zamora et  al., 
2021). To aid in addressing the healthcare gap of 
adequate numbers of adult primary care provid-
ers, a pilot study implemented a targeted curricu-
lum to family practice nurse practitioner students 
that focused on caring for adults with an autism 
spectrum disorder. This included didactics, online 
modules, and experiential care. Results showed 
improved knowledge and self- efficacy in caring 
for this patient population among graduates 
(Dietz & Armstrong-Brine, 2015; Iannuzzi et al., 
2019), indicating a possible model for increasing 
numbers of providers entering the workforce who 
are ready to care for individuals with autism.

 Framework to Guide Medical 
Transition Initiatives 
and Intervention

Given the complexity of transition for adoles-
cents and adults with autism, there has been 
demand for a framework to guide transition at the 
healthcare system and clinical practice levels. 
The National Center for Healthcare Transition, 
Got Transition, is a federally funded program 
with a number of goals aimed at improving the 
transition to adult healthcare experience for all 
youth and young adults. The American Academy 
of Pediatrics, the American Academy of Family 
Physicians, and the American College of 
Physicians recently collaborated to produce a 
clinical report to provide guidance to physicians 
on key elements of transition based on Got 
Transition’s work (White et al., 2018).

The goals of Got Transition are to

• Coordinate with other federally funded medi-
cal homes and financing centers to achieve 
quality care, decrease costs, and improve 
patient experience (these key points can be 
recognized as the triple aim).

• Engage youth, young adults, and families on 
the importance of a planned transition from 
pediatric to adult care.

• Strengthen evidence and policy analysis.
• Increase practice/system adaptation of 

evidence- informed practices for transition to 

adult healthcare.
• Enhance engagement of key stakeholder orga-

nizations in healthcare transition clinical, edu-
cational, and policy improvement.

• Update and expand Got Transition’s website 
capability and communication strategies.

Got Transition has put considerable time and 
effort into establishing Six Core Elements to 
guide practice improvement for transition. The 
Six Core Elements of healthcare transition are 
the backbone of any organized transition effort. 
They define basic components of a structured 
transition process and provide customizable sam-
ple quality improvement and measurement tools 
at no cost for each core element. There are three 
distinct packages to provide specific guidance 
depending on whether a patient is being served in 
a pediatric practice, family medicine/med-peds 
practice, or adult-focused practice. See Table 8.2 
for a list of the Six Core Elements. Next, we will 
provide a case study exemplifying how the Six 
Core Elements can be used to benefit someone 
with autism.

 Case Example for How Got Transition 
Resources Are Used

CG is your patient who has multiple stable medi-
cal issues that include autism, congenital heart 
disease, intellectual disability, obstructive sleep 
apnea, and constipation. She is well cared for by 
a loving family and is active in her school and the 
community. Your office has a good working rela-
tionship with the family and has helped them 
with accommodations to maximize CG’s health 

Table 8.2 Six Core Elements of healthcare transition

Six Core Elements of healthcare transition
Policy—no surprises for the patient or family
Tracking and monitoring—who is ready and where are 
they in the process?
Readiness assessment—use to help identify 
opportunities for increased independence
Planning—plan for success
Transfer of care—to a new provider or an adult model 
of care with the same provider
Transfer completion—close the loop and evaluate 
satisfaction
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and wellness throughout childhood. While you 
have not had lengthy discussions about growing 
into adulthood with CG’s parents, they have 
expressed hope for CG to have choices about 
how she lives her adult life and desire maximum 
independence. With this goal in mind, you want 
to help the family prepare for adulthood. Your 
office has initiated a transition protocol modeled 
after best practice recommendations from Got 
Transition, the National Center for Healthcare 
Transition.

Age 12
At CG’s 12-year-old physical appointment, you 
discuss your office transition policy with the 
patient and her parents. You emphasize that tran-
sition is a process expected to take several years. 
At this visit, you ask the family to think about 
their goals for CG into adulthood and begin to 
engage CG in discussions about growing up in a 
developmentally appropriate way. A sample tran-
sition policy can be found at https://www.got-
transition.org/providers/leaving- 1.cfm. Your 
office staff enters CG into your tracking and 
monitoring system at this visit. A sample registry 
entry can be viewed at https://www.gottransition.
org/providers/leaving- 2.cfm.

Age 14
CG and her parents come in to discuss forms 
needed to be completed by the school nurse at 
14 years old. You take the opportunity to initiate 
transition planning at this visit. You follow guide-
lines for general adolescent health maintenance 
guidelines. You encourage the family to explore 
Person-Centered Planning resources and review 
your expected timeline for transition. CG and her 
parents complete a baseline transition readiness 
assessment at this visit. A sample readiness 
assessment can be found at https://www.gottran-
sition.org/providers/leaving- 3.cfm. Additionally, 
you flag CG’s chart to have your office nurse 
review specialists currently helping manage CG’s 
care and send a message in the electronic medical 
record notifying them of the need to initiate tran-
sition planning and requesting ongoing commu-
nication as they develop their transition plan for 
CG.

Age 16
Utilizing the transition registry your office uses, 
your staff flags CG’s chart as needing a follow-up 
visit to prepare for an adult model of care and to 
discuss transfer to adult specialists. At this visit, 
you have CG and her parents complete an updated 
transition readiness assessment and discuss gaps 
identified with this tool. Additionally, you for-
malize a transition readiness plan of care, medi-
cal summary, and emergency care plan (sample 
transition-related forms can be found at https://
www.gottransition.org/providers/leaving- 4.cfm). 
You encourage the family to make follow-up 
appointments with all of CG’s specialists in order 
to update their condition-specific transition care 
plans. You also request that they integrate your 
medical transition plan of care into CG’s educa-
tional transition plan and Person-Centered Plan 
that was developed previously. A major point of 
discussion at this visit involves helping the fam-
ily plan for supportive decision-making. They 
have time to explore options at this point, but you 
emphasize that at 18 years old, the medical com-
munity will expect some documentation of sup-
ported decision-making to be provided.

Age 18
CG’s parents request a visit with you after she 
turns 18 to review their documentation for sup-
ported decision-making, privacy, assent/consent, 
self-advocacy, and access to information. You 
transition to an adult model of care at this visit 
and make sure to include CG into the discussion. 
You are sure to document any preferences CG 
has regarding the plan for adult care/indepen-
dence, especially with regard to how medical 
appointments are handled. Specifically, CG 
wishes to always have a parent present during all 
portions of the appointment and does not want 
time on her own with you unless requested. At 
this visit, you document the transition plans for 
each of CG’s specialists into the chart so that 
your staff will be aware of when to expect trans-
fers to take place. The optimal timing for trans-
fers of care for all of CG’s clinicians is also 
discussed and documented. CG and her family 
complete an updated transition readiness sum-
mary, and goals to increase independence are 
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reviewed. CG’s educational transition plan is also 
documented in her medical record. Office staff 
provide resources for the family that include 
information on keeping insurance into adulthood 
and self-care management. You update the plan 
of care, medical summary, and emergency care 
plan at this visit.

Age 21
Shortly after CG’s 21st birthday, the family 
informs you that CG will be moving to another 
state in order to participate in secondary educa-
tion. This will necessitate transfer to an adult pri-
mary care practice as well as adult specialists. 
The family understands that each specialist will 
conduct their own transfer-of-care process and 
that the timing of these transfers is independent 
from your practice. You request that the family 
come in for a transfer-of-care visit. You update 
the plan of care, medical summary, and emer-
gency care plan with their input. The family has 
identified an adult practice to which they want to 
transfer. You review the transfer-of-care checklist 
and write a transfer-of-care letter (samples can be 
found at https://www.gottransition.org/providers/
leaving- 5.cfm). Copies of the transfer package 
documents are provided to the family at this visit 
and will be faxed to the receiving clinician’s 
office (transfer package documents include final 
transition readiness assessment, plan of care 
including goals and pending actions, medical 
summary, emergency care plan, legal decision- 
making documents, additional important docu-
ments you have identified (i.e., health maintenance 
records, lab and radiology test results, immuniza-
tion records). You make note of when the appoint-
ment with the adult practice is to occur and have 
your staff fax the entire package in advance. Two 
days before the patient’s first visit with the new 
practice, you call to be sure the transfer package 
was received and highlight any pending actions 
that need to be addressed in a timely fashion. You 
suggest that the new clinician have the patient 
complete an updated transition readiness assess-
ment at their first visit to help identify self- 
management areas that still could be improved. 
The new adult clinician accesses the readiness 
assessment and implements their office’s new 

patient processes (scheduling, communication, 
electronic medical record portal access). They 
also ensure that they have your office’s back line 
so that any questions can be quickly and effi-
ciently answered. The new adult practice ensures 
that one or two additional follow-up appoint-
ments are scheduled in order to be sure the patient 
is fully integrated into the practice and that ongo-
ing management of active problems is planned.

Age 22 and Forward
Three to 6 months after the transfer occurs, you 
have your staff call the family to confirm transfer 
of responsibility to the adult practice and solicit 
their feedback on the process of integration into 
the new adult medical home/specialist clinician 
practice. Survey examples can be found at https://
www.gottransition.org/providers/leaving- 6.cfm. 
You also fax a letter to the new adult clinicians 
thanking them for accepting your patient, con-
firming completion of transfer, and offering any 
consultative help if needed.

Your practice has a continuous quality 
improvement mindset around transition, and so 
you periodically evaluate your progress in fully 
integrating the Six Core Elements of healthcare 
transition into your practice. Your goal is that all 
patients receive the same high-quality transition 
experience. You utilize a tool for this activity. 
Samples can be found at https://www.gottransi-
tion.org/providers/leaving- measure.cfm.

The authors of the Six Core Elements fully 
recognize that this process takes time as exempli-
fied in this case. The ideal age to begin transition 
efforts varies between patients; however, the rec-
ommended start time is at 12 years of age with a 
goal of completion soon after the patient’s 21st 
birthday. It is never too late to begin the transition 
process. While healthcare providers and their 
teams may perform the bulk of transition work, 
young adults and their families also should have 
a high level of engagement in the process to 
ensure success. See Fig. 8.1 for a timeline illus-
trating the transition process.

There is evidence measuring the Six Core 
Elements that shows positive outcomes with their 
use (Gabriel et al., 2017; Schmidt et al., 2020). 
Patients were shown to have better self-reported 
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health, adherence of care, improved disease- 
specific measures, and improved quality of life. 
The patient experience was also improved with 
better satisfaction and a reduction in barriers to 
care. A decrease in hospital admissions and emer-
gency department visits has also been shown. 
The reader is highly encouraged to explore prac-
tice tailored resources available free of cost 
online (https://www.gottransition.org/
six- core- elements).

 Subspecialist Perspective

The second author of this chapter is a 
developmental- behavioral pediatrician who sees 
patients in a consultative model. In this clinic, 
some patients are seen regularly for psychotropic 
medication management, others are on an annual 
or biannual basis, and some are only seen one 
time. Thus, the transition needs in this clinic 
model vary significantly between patients, and 
the process will often differ from the primary 
care example provided above.

For patients who are seen regularly for psy-
chotropic medication management, we start tran-
sition preparation early by looking at transition 
readiness. This includes developing transition 
plans for interacting with healthcare providers 
and the healthcare system. The Got Transition 
Readiness Assessment has been helpful in find-

ing gaps of readiness to address. In addition, 
there are a number of helpful tools available that 
are intended to assist people with autism specifi-
cally. These are summarized in Table 8.3.

Finding adult partners to accept patients tran-
sitioning from pediatric care is a challenge. Since 
there is no developmental-behavioral specialty 
for adults, there is no equivalent provider on the 
adult side for natural partnership in the transition 
process. Available adult providers are often phy-
sicians in adult psychiatry, primary care (e.g., 
family medicine, med-peds, or internal medi-
cine), or adult neurology. Other barriers are the 
limited number of providers who accept Medicaid 
insurance, have an interest in this patient popula-
tion, and are accepting new patients. When a new 
provider is identified, we send a transition packet 
that includes a cover letter summarizing the 
patient’s care, their involvement in clinic, 
 psychotropic medication history in a digestible 
format, clinic notes, and direct contact informa-
tion for the pediatric clinician.

Another challenge in the transition process 
has been family weariness during the process of 
transferring care. We try to support families by 
discussing the process early so that no one is 
caught off guard. Additionally, we aid in the tran-
sition process and follow up with families after 
their initial visit with the adult provider to ensure 
it is a good fit. The authors of this chapter 
acknowledge that much of this process is reliant 

Fig. 8.1 Six Core Elements approach
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on patients and their families and includes navi-
gating a complex and confusing system. As 
noted, not all adult providers have experience in 
managing patients with special needs, including 
autism spectrum disorder. This adds to the appre-
hensiveness for families who are transitioning. 
Acknowledging that it might be challenging to 
find an adult provider who has experience in 
autism, we emphasize that finding a provider 
who is open to collaboration and willing to learn 
might be a positive experience. We recommend 
being open-minded when looking for new pro-
viders as there is opportunity for the adult clini-
cian to become an expert in a patient over time, 
which could end up less frustrating for families 
than trying to find a perfect fit based on board 
specialty or advertised experience.

 Legal Requirements/Supportive 
Decision-Making

When someone turns 18  years of age, they are 
considered an adult by law. At that age, all are 
considered to have the capacity to make deci-
sions in their lives. If someone is not able to make 
all decisions independently, then supportive 
decision- making should be considered. The 
options for this vary widely from state to state. 
This includes different levels of support and pro-
cesses to implement these supports.

When considering the level of support that 
may or may not be needed, it is important to err 
on the side of the least restrictive option. When 
certain options, including conservatorship or 
power of attorney, are put into place, there is a 
loss of one’s rights to make their own decisions. 
Thus, autonomy of the individual needs to be 
weighed heavily when determining what sup-
ports are needed. Included in this autonomy is the 
right to decisions that appear to be poor choices. 
Poor choices are made by many neurotypical 
adults of all ages, such as poor choices with 
money, unhealthy eating, or not following doc-
tors’ advice. If there is a consistent pattern of 
poor choices that leads to significant harm and 
the individual does not understand the conse-

quences, then shared decision-making might be 
indicated (The Arc of Tennessee, 2008).

There is a newer option for adults who have a 
developmental disability called supported 
decision- making (Allen & Pogach, 2019). In this 
process, the adult identifies a person or persons 
whom they trust to help them make decisions. 
Often, an agreement is signed that outlines that 
supporter’s role and what areas they can offer 
help. Examples include medical, financial, and/or 
educational decisions. The role of the supporter 
is to help go through and interpret information 
for the individual. They are NOT making deci-
sions for the individual. The end decision is made 
by the individual (The Arc of Tennessee, 2017). It 
should be noted that this option is fairly new and 
not available in all states. For more information 
about specific state law, please see www.support-
eddecisionmaking.org.

Conservatorship is described as a legal rela-
tionship between a competent adult and an adult 
who needs help with decision-making. Only the 
court can establish this relationship. In this rela-
tionship, the competent adult is called the conser-
vator. The conservator has the authority to act on 
behalf of the individual who needs help with 
decision-making. In Tennessee, a conservator is 
appointed by the court and acts as an agent of the 
court for final decision-making. The court order 
should be specific on what rights are removed 
from an individual, including medical, financial, 
and/or choice on living arrangements (The Arc of 
Tennessee, 2008). As noted, there are differences 
in conservatorship between states. This relation-
ship removes rights from an individual, and much 
conversation and consideration need to occur 
before pursuing this option.

There are other options that allow for shared 
or supportive decision-making. These will also 
vary from state to state. Examples include a rep-
resentative payee who helps with managing 
money received from the Social Security 
Administration or a durable power of attorney 
assigned to an adult to help make decisions in 
healthcare. This option assumes that the individ-
ual asking for help is considered competent at the 
time the document is signed (The Arc of 
Tennessee, 2008). There are likely other options 
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available in each state. It is helpful for profes-
sionals and families to become familiar with 
local advocacy groups who will have state- 
specific information.

 Future Directions

 Research Opportunities for System 
Change

As noted above, there have been a number of 
studies demonstrating inadequate transition from 
pediatric to adult healthcare services for individ-
uals who have autism spectrum disorder, per-
spectives from families and providers on the 
challenges to transition, and some pilot projects 
looking to improve this process. These studies 
provide a nice foundation describing the current 
state of transition. In looking forward, there are 
several areas to further assess.

It is very important to have clinic models that 
include both pediatric and adult healthcare pro-
viders in the transition process. Specifically, 
showing that such a model can be feasible for 
practices to implement in a typical clinic setting 
is needed. Some of the concerns from providers 
have been the amount of time (which might not 
be reimbursed) needed to partake in the transition 
process (Okumura et al., 2010; Peter et al., 2009; 
Scal et al., 1999) and the amount of time it takes 
to manage patients with special needs in clinic 
(Dressler et al., 2018; Okumura et al., 2010; Peter 
et al., 2009). Given these concerns, research that 
helps clarify which clinic resources are needed 
can help practices better prepare for the transition 
process, conduct quality improvement for transi-
tion in their offices, as well as alleviate some 
fears if evidence demonstrates that multidisci-
plinary visits can be done efficiently.

In addition to demonstrating that the transition 
process can be done efficiently, it is also important 
to show that transition is in the best interest of the 
patient and that reimbursement for the clinician 
allows for sustainability in the system. In order to 
advocate for appropriate reimbursement, demon-
strating that the process works and decreases 
healthcare costs in the long term is needed. This 

should include studies that demonstrate a decrease 
in high-cost health utilization if transition is suc-
cessful. Measures may include a decrease in visits 
to the emergency department, hospitalizations, or 
procedures, which all might have been prevented 
with appropriate preventative care.

We described the Extension for Community 
Healthcare Outcomes (ECHO) model and how it 
was used to increase the self-efficacy of primary 
care providers who care for transition-age youth 
with an autism spectrum disorder (Mazurek et al., 
2020). This is a promising model. However, 
pilots were implemented on a national level for 
practices scattered throughout the country. Being 
able to establish more regional ECHO hubs is 
needed to support primary care providers to man-
age this patient population. This should include 
demonstrating the ability to recruit enough pro-
viders and practices on a regional level to make 
this model sustainable.

 Telehealth

The pandemic starting in 2019 challenged our 
healthcare system on many levels; however, con-
cerns about infectious disease transmission 
spawned innovation for how direct patient care is 
provided. As can be imagined, relationships 
between clinicians and patients are best accom-
plished if both the patient and the clinician are 
able to see each other’s faces. These challenges in 
combination with community restrictions requir-
ing wearing a mask and social distancing neces-
sitated exploring telehealth modalities as a means 
for providing medical care for people with 
autism. In addition, some patients with autism 
are unable to adequately wear a mask on their 
face, and the already present anxiety around 
coming to the hospital can be significantly height-
ened by this practice. Simultaneously, regulatory 
restrictions that usually did not allow for home- 
based telehealth services were lifted, and a whole 
new intervention was born where patients could 
be in their homes and receive medical services 
virtually.

We wondered about the utility and pitfalls of 
telehealth, and so to better understand our 
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patients’ views and experience, we performed 
surveys before and after the delivery of multi-
disciplinary telehealth appointments for our first 
150 patients (Pickler, 2020, unpublished data). 
Interestingly, more than half of families had 
prior experience with telehealth (62%) for them-
selves or another family member. One-third of 
patients were hesitant to try telehealth, but 
because they felt that their concerns were urgent, 
they made an appointment. When asked if they 
were concerned about receiving the same qual-
ity of care via telehealth, half of the respondents 
indicated that they were neutral or concerned 
about this possibility.

One day after the appointment, families were 
again surveyed by phone about their experience. 
Responses indicated that 98% of families were 
delighted with their care and they felt that their 
needs were fully addressed with a telehealth type 
of appointment. When asked if they felt that an 
in-person appointment would have provided any 
additional insights about their child, the results 
were more mixed. Telehealth is a relatively new 
way to access healthcare, and most respondents 
did not have an in-person appointment for com-
parison. The benefits of not needing to drive to a 
hospital location and the financial savings when 
avoiding travel costs outweighed any hesitation 
for future participation in a digital appointment 
type for most families.

Conclusions from this small unpublished 
study are that families are willing to access care 
using telehealth. For some families, telehealth is 
preferred and even provides better service than 
in-person appointments. In particular, patients 
with autism who experience anxiety when going 
to a clinic appointment were better served dur-
ing video visits. Telehealth eliminates the bur-
den of travel, especially for families who live in 
rural areas. We do have concerns about health 
disparities and whether or not the use of tech-
nology to provide care increases burdens for 
families who experience financial stress or lack 
of access to high-speed Internet. Further 
research is needed to better understand the ben-
efits and challenges of telehealth and how to 
eliminate the impact on patients whose families 
experience health disparities.

 Clinical Implications 
and Conclusions

While there has been significant progress for 
adolescents and young adults experiencing tran-
sition to adult care, there is still work to be done. 
It is well recognized by governmental entities 
that young adulthood is a time of high risk, espe-
cially for adults experiencing health and educa-
tional disparities (CDC.gov). A higher level of 
educational attainment is associated with access 
to information that allows for better decision- 
making and improved overall health (Rasberry 
et  al., 2015). An emerging body of evidence is 
showing that individuals with autism experience 
increased morbidity and mortality simply because 
of their autism diagnosis alone (Hirvikoski et al., 
2016), but when combined with other well- 
recognized social determinants of health such as 
race, ethnicity, culture, gender identity, socioeco-
nomic status, environmental threats, educational 
inequalities, and access to basic healthcare ser-
vices, there is even more cause for concern due to 
the preventable nature of these problems 
(Eilenberg et  al., 2019). A review by Bishop- 
Fitzpatrick and Kind (2017) looked at health dis-
parities in people with autism and found only 
nine studies that met their inclusion criteria for 
being of high quality and none included health 
disparities or older adults. The need for increased 
research in the health disparities that impact 
adults with autism is highlighted in their work. 
The authors of this chapter wholeheartedly agree 
with increased emphasis in this area and add their 
support for urgency in better understanding the 
barriers that people with autism face so that 
appropriate interventions can be implemented for 
these young adults.

The protective or resiliency factors for adults 
with autism that make a tangible difference in 
their health and promote wellness have yet to be 
fully understood (Coppus, 2013). There are 
opportunities for both primary care clinicians and 
specialists to focus on quality improvement, and 
the materials from Got Transition are helpful 
resources in this regard (McManus et al., 2015; 
White et al., 2012). Actual transfers of care to the 
adult system are fraught with opportunities for 
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failure for all youth, but people with autism seem 
more limited by a lack of providers who have 
knowledge and interest in the wide spectrum of 
patients with autism. As mentioned in the intro-
duction, people with autism present with a wide 
variety of needs that change over time and with 
intervention in childhood. The specific health 
needs for people with autism are therefore diffi-
cult to study, and healthcare provision guidelines 
into adulthood are broad. Patients with more sig-
nificant needs may find resources in specialty 
clinics like neurology or psychiatry, but these 
healthcare providers are a limited resource and 
distribution across communities is unequal. 
Integrated medicine is emerging into mainstream 
medical care with increased awareness for what 
opportunities exist in this field, but research to 
document what is helpful as well as what is harm-
ful is lacking. Ultimately, in order for the medical 
system to change for better provision of care for 
people with autism, patients and their families 
will need to be at the center of engagement 
around this issue. Resources to help equip the lay 
public for this type of high-level engagement do 
exist but are not universally available. One such 
highly recommended example is the Family 
Leadership Training Institute (http://fltiofcolo-
rado.colostate.edu/). It is only with the combined 
efforts of young adults, their families, healthcare 
clinicians, researchers, educators, public health 
professionals, and legislators that significant 
change can be made.
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 Outcomes of Individuals with ASD

By almost any standard one could choose, the 
outcomes of adult individuals with autism are 
poor. While educational entitlement is a legal 
right for children with autism spectrum disorder 
(ASD), many individuals fall off a service deliv-
ery cliff in adulthood. With a paucity of options 
available for vocational training and few pro-
grams geared for people with ASD at the college 
level, many individuals fall through the cracks 
(Gerhardt & Lainer, 2011). When this lack of 
engagement is coupled with aging parents, finite 
economic resources, and social isolation, the 
results are sobering. Many individuals with ASD 
fail to continue to develop skills in adulthood, 
often because they are unable to find the settings 
and supports that match their needs.

The deficits associated with ASD are numer-
ous and have been well documented (e.g., restric-
tive and repetitive movements, social deficits, 
and communication impairments; American 
Psychiatric Association, 2013; Cai & Richdale, 
2016; Ravizza et al., 2013). These deficits pose 
many challenges in childhood but are mitigated 
by widespread availability of services and by 
intense and individualized intervention (Howard 
et al., 2014). The extent to which individuals with 

ASD are prepared for the challenges of adult-
hood with that intervention is questionable. 
Often, individuals with ASD remain dependent 
on low ratios of student-teacher attention that are 
not available in vocational settings. Work perfor-
mance may not be adequate for competitive 
employment. For those who are capable of higher 
education learning, the options are limited and 
the supports are few.

In the National Longitudinal Transition 
Study-2 (Newman et al., 2011), it was reported 
that about 60% of youth with disabilities attempt 
postsecondary education. However, only 32% of 
those with ASD attended postsecondary educa-
tion schools. The vast majority of individuals 
with ASD do not even attempt college. Given that 
individuals with ASD can be motivated to learn, 
these statistics are concerning.

Furthermore, 21% of individuals with ASD 
had no employment or education experiences 
after high school (Newman et al., 2011). Of these 
individuals, 80% were living at home with their 
parents. Additionally, 40% reported having no 
friends, raising worries about severe social isola-
tion. From a mental health perspective, it seems 
that many individuals with ASD enter adulthood 
with few connections, little structure, and much 
less autonomy than adults with other disabilities.

Unemployment and underemployment are 
also grave concerns, as more than 50% of indi-
viduals with ASD do not have paid work after 
high school (Eaves & Ho, 2008; Howlin et  al. 
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2014; Shattuck et  al., 2012; Taylor & Seltzer, 
2011). Of those who did work, most never 
achieved anything close to full-time status (Eaves 
& Ho, 2008; Taylor & Seltzer, 2011). Some may 
even only be able to obtain work in segregated 
settings such as sheltered workshops (Carter 
et  al., 2012; Hendricks & Wehman, 2009). In 
addition to the quality of life and mental health 
consequences that unemployment and underem-
ployment have on the individuals themselves, 
there are additional negative financial conse-
quences for the families and for society (Järbrink 
et al., 2007; Krieger et al., 2012; Taylor & Seltzer, 
2012). Whittenburg et  al. (2019) analyzed 
employment outcomes for over 4,000 individuals 
with autism who were transition age and received 
some vocational rehabilitation services. 
Predictably, the authors found that as levels of 
education increased, so did employment rates 
and weekly wages. Adults with postsecondary 
education held the highest employment rate (i.e., 
68.9%) and earned the highest weekly wage (i.e., 
$207.80). In terms of underemployment, none of 
the groups broken down by educational level 
reached full-time employment; however, those 
with postsecondary education worked more 
hours than any other group (i.e., 19.1  h). 
Comparatively, those who finished high school 
worked an average of 14.3 h per week and earned 
$129.08 per week. Hence, these data are concern-
ing from a societal perspective as well as from a 
humanitarian perspective.

Much has been done to understand how indi-
viduals with ASD might be integrated more suc-
cessfully into employment contexts (Dreaver 
et  al., 2020). Some characteristics of workers 
with ASD that have been commonly noted as 
valuable include attention to detail, task focus, 
passion, loyalty, and dependability (Dreaver 
et al., 2020). The match between the individual 
and the job seems to be of central importance. In 
addition, external supports have been noted as 
helping individuals to master socially relevant 
work skills (e.g., personal care, boundaries with 
others; Dreaver et al., 2020). In addition, adaptive 
strategies can assist the worker in successfully 
navigating the demands of the job. For example, 
the worker may be given strategies to mitigate 

sensory elements of the environment and to cre-
ate daily routines for assigned tasks. Other sup-
ports that have been suggested include regular 
check-ins with supervisors, autism training for 
supervisors, and access to an expert for circum-
stances requiring more support and problem- 
solving (Dreaver et al., 2020). In a similar vein, 
speculation has been made about how to prepare 
individuals with ASD for college and how to sup-
port them once they are there.

In this chapter, we will review the enrollment 
characteristics of individuals with ASD who pur-
sue higher education, their needs, the supports 
that are commonly available, and strategies for 
success. We will also review some program ele-
ments that are unique and some special chal-
lenges. We will also discuss best practices and 
areas for future research and program 
development.

 Enrollment Characteristics 
of People with ASD in Institutions 
of Higher Education

Many individuals with autism will seek out 
higher education following the completion of 
their high school programs. Continued study in a 
specialized degree may even be appealing for 
some individuals with autism (compared with 
high school), as college study allows for a more 
singularly focused educational experience that 
aligns with one of the core diagnostic features of 
autism: restricted areas of interest (Bakker et al., 
2019; Viezel et  al., 2020). There have been a 
number of identified predictors for participation 
in secondary education within the autism com-
munity. Chiang et  al. (2012) identified family 
characteristics (e.g., parental expectations, 
household income), student characteristics (e.g., 
attending a general education high school, per-
forming at grade level), and the ability to have 
in-depth transition planning (e.g., including the 
goal of higher education during transition plan-
ning with the student) as predictive of a success-
ful enrollment in secondary education. Seemingly, 
parental involvement may play the largest role in 
promoting or inhibiting college success. This 
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could be in the form of support, help, motivation, 
or even in the setting of expectations (Accardo, 
2017).

In a large-scale study of individuals in the 
United Kingdom, there were a number of interest-
ing disparities between the higher education 
enrollment characteristics of individuals with 
ASD and those without (Karola et al., 2016). The 
rate of individuals with autism who enrolled in 
higher education was 9–22%, compared to 45% 
of those without autism. Students with autism 
were generally younger than those without, and 
there was a significantly higher proportion of 
males to females with autism (i.e., a 4:1 ratio) 
compared to those without autism (i.e., a 1:1 ratio; 
Karola et  al., 2016). There were also identified 
patterns related to subject choice for those with 
autism compared to those without. Students with 
autism were most likely to study computer sci-
ence, creative arts and design, historical and phil-
osophical studies, and mass communications and 
less likely to study medicine and dentistry and 
allied medicine (Karola et al., 2016). In a much 
smaller sample of 21 individuals and their fami-
lies from Michigan, all participants (i.e., parents 
and individuals with autism) rated that they were 
confident they would attend postsecondary educa-
tion (Camarena & Sarigiani, 2009). There was a 
discrepancy between what the mothers of indi-
viduals with autism aspired for and their child’s or 
the father’s aspirations. Of the interviewed moth-
ers, 45% reported that a vocational or associate 
degree was most likely; however, 55% said that a 
4-year degree would be the goal. One mother 
phrased her aspirations for her child as “in my 
dreams … I have no idea whether or not this is 
realistic” (Camarena & Sarigiani, 2009, p. 7).

Many individuals with autism seek out post-
secondary education for the same reasons as their 
neurotypical peers. Most importantly, they seek 
higher education in order to gain access to 
increased job opportunities or in order to join a 
specific profession that requires a college educa-
tion (Camarena & Sarigiani, 2009). However, 
some individuals have also reported that they 
hope to seek out new friendships and a more 
independent lifestyle, either living with friends, a 
roommate, or on their own (Anderson et  al., 

2016). One high school student reported feeling 
that college students were less judgmental and 
that it would be easier to make friends on a cam-
pus setting than it had been in high school. 
Anderson et  al. (2016) also found a perceived 
notion that friendships formed in a college setting 
were lifelong in comparison to friendships 
formed in high school. Additionally, many young 
adults with autism identify a goal for their col-
lege experience to be joining social clubs or orga-
nizations (Accardo, 2017; Anderson et al., 2016). 
Some even view that trying new things is part of 
what makes a successful college experience 
(Accardo, 2017).

Despite the increase in enrollment over time 
by students with autism, these students are also at 
the highest risk of dropping out and failing to 
complete their college degree. A 2015 study 
showed that the retention rate for students with a 
disability is approximately 53% compared to 
64% for students without a disability (Sayman, 
2015). Barnard-Brak et al. (2010) found that one 
reason for this disparity could be due to a lack of 
understanding on the part of faculty and adminis-
tration of the diverse needs of students with a dis-
ability. Students with autism may also be less 
likely to seek out services to support their needs 
or may seek these services too late in their col-
lege tenure. This critical behavior is vastly differ-
ent from what is available and provided in 
primary and secondary schools, where progress 
is monitored and requests for assistance are solic-
ited. Unlike special education services in elemen-
tary and high school, higher education institutions 
are not required to seek out, identify, and support 
students with disabilities in the same way 
(Barnard-Brak et al., 2010).

Many individuals with ASD now seek college 
experiences, and many are capable of doing so 
with appropriate accommodations and individu-
alized, embedded supports (Jansen et al., 2017). 
Given the stark data on outcomes in terms of 
independence and employment, increasing suc-
cess in college is an important strategy to build 
additional career paths. In order to make the col-
lege environment more accessible, a variety of 
needs must be assessed, and individualized sup-
ports must be provided.

9 Issues in Individuals with ASD in Higher Education Environments
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 Needs of Individuals with ASD 
in Institutions of Higher Education

The issues for individuals with ASD in higher 
education settings are numerous and are varied. 
As the rate of postsecondary enrollment for ASD 
adults continues to rise (Newman et al., 2011), so 
does the call to address the needs and challenges 
these students face when joining the historically 
unchanging climate of higher academia. In some 
ways, the needs are different from those with 
other disabilities. As is often the case in autism, 
strengths of the learners can obscure deficits. 
Furthermore, the tendency to avoid communicat-
ing can be more prominent among this group of 
students. This makes it difficult to identify needs 
early in the semester, and it can make it difficult 
to create a success plan while the class/semester 
is still salvageable.

The other issue that makes campus life chal-
lenging for individuals with ASD is that the major 
challenges often lie outside of the classroom. 
While some of these students present as well 
qualified and capable of meeting the academic 
demands, just over half of these students are 
graduating (Sayman, 2015). Clearly, a variety of 
factors contribute to this statistic.

Even strong high school students often floun-
der with the transition to college (Anderson et al., 
2018, 2020). While the academic demands may 
not represent a large cognitive leap, there is also 
often far less structure and support in the assign-
ment of tasks. In college, professors expect stu-
dents to read the syllabus, track due dates, and 
proactively reach out when they need assistance. 
Beyond academics, the expectations for indepen-
dent living are also daunting. It is not uncommon 
for individuals with ASD to struggle the most 
with campus navigation, time and task manage-
ment, emotional regulation, and social relation-
ship navigation (Grogan, 2015). There may be a 
variety of social situations that the student was 
not expecting or is unable to navigate indepen-
dently. Students may feel isolated if they do not 
easily make friends and do not have the comfort 
of living with people who support them (i.e., par-
ents and siblings).

Arguably, one of the most anticipated aspects 
of the postsecondary experience for new college 
students is the freedom and flexibility of their 
schedule. Many college students relish the ability 
to organize their extracurricular activities around 
their course load and vice versa, often making 
modifications with each new semester. However, 
for a student with autism, this can mean the dif-
ference between maturation and attrition.

Case Example

Joshua is 18 years old and is a high school senior 
and will be a freshman at a local state college 
in the fall. He has done well with individual-
ized attention in high school and took honors 
classes. He is more than capable of college 
level work. Still, his parents are worried. He 
has never lived away from home. They plan to 
get him a private room, since his schedule and 
behavior might irritate a roommate. His par-
ents are worried about his ability to wake up 
independently on time, his tendency to pro-
crastinate, and his social isolation. They noti-
fied the college counselor of these worries and 
were assured he will be on their radar, but they 
are not sure it will be enough.

Coming from the structured and predictable 
nature of the typical high school setting, the type 
of time and task management skills required at 
the collegiate level can be a challenging transi-
tion for students. The lack of structure in college 
settings compared to K–12 settings can be prob-
lematic during the transition period and can be 
noticeably lacking in family involvement. 
Additionally, K–12 settings have fewer academic 
stressors and can be less socially isolating than 
college settings (Cai & Richdale, 2016).

In contrast, this unstructured new reality, cou-
pled with the inflexible style of teaching and 
learning that is common at many institutions, 
leads to increased difficulty with task completion 
and time management (Grogan, 2015). Anderson 
et al. (2020) surveyed 102 college students with 
autism in Australia and New Zealand and found 
that one of the most common self-reported con-
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cerns at the postsecondary level was the 
 completion of academic tasks. To illustrate, stu-
dents report struggling with understanding the 
syllabus and determining which details are most 
important, navigating the ambiguity of course 
assignments, and adjusting to the classical teach-
ing and evaluation methods being implemented 
(Jansen et  al., 2017). Even if the syllabus and 
assignments are understood, students with autism 
have indicated having a hard time planning out 
their studies and being able to gauge how much 
time should be spent on short- and long-term 
assignments in each course throughout the 
semester due to the lack of structure and routine 
(Fabri et al., 2016).

In addition to the grave challenges associated 
with time and task management, students with 
autism may find it more difficult to navigate the 
college campus itself (Longtin, 2014). Although 
some postsecondary settings have a new student 
orientation geared at helping incoming students 
get their bearings as they enter a new setting, it 
falls short of meeting the needs of ASD students. 
For example, many new student orientations can 
include sensory-heavy activities (e.g., band or 
cheer performances, returning students cheering 
on new students), which can be extremely aver-
sive and even intolerable for sensory-sensitive 
individuals with autism. Additionally, these sen-
sory sensitivities can continue to be a stressor for 
students throughout their duration of study, mak-
ing general campus navigation a daring feat 
(Anderson et  al., 2018). All considered, one of 
the biggest reasons why campus navigation can 
be an arduous task is because of the absent or 
inadequate transition planning.

Bakker et al. (2019) evaluated the retention of 
first-year students with ASD in higher education 
settings by surveying 96 students with autism, 
2252 students with other disabilities, and 25,000 
students without autism enrolled at a major uni-
versity. Results showed that one of the areas of 
need indicated for students with autism was more 
robust transition planning. One suggestion made 
was that ASD students visit the college campus 
they have chosen to attend a few times prior to 
the start of classes to gain better familiarity with 
its layout and locations on campus that might be 

more sensory friendly. Furthermore, it would be 
helpful to obtain information for various on- 
campus services (e.g., health center, disability 
services) prior to the start of the semester, as well 
as a decision tree to help determine if and when 
contact with each service may be needed. Without 
adequate transitioning, students seem to have a 
more difficult time adjusting to changes in rou-
tine, classes, and location of services around 
campus (Cai & Richdale, 2016).

Emotional regulation among individuals with 
autism is also a serious concern, as they have 
been reported to have higher rates of comorbidity 
and emotional dysregulation than both neurotypi-
cal peers and peers with other disabilities (Bakker 
et  al., 2019; Dijkhuis et  al., 2020). Difficulties 
with emotional regulation are often coupled with 
heightened stress, fewer social supports, and bar-
riers to the utilization of parental support com-
pared to high school settings (Cai & Richdale, 
2016; Dijkhuis et al., 2020). Some common emo-
tional concerns include increased feelings of 
loneliness and isolation, higher stress levels, 
mood disorders, and suicidal ideation and 
attempts (Van Hees et al., 2015).

Case Example

Matt is 20 and is a sophomore at a private, small 
college. He is doing well academically but has 
hit some rough spots socially. Last semester, 
he received poor grades from a teacher and 
was very angry. He had some heated email 
exchanges with the professor and then decided 
to meet her in the parking lot as she headed 
home. In this interaction, he continued to 
make his same points and was very repetitive 
and insistent. The teacher later filed a com-
plaint that she felt threatened, and the student 
is now being sent to a disciplinary hearing. 
The family is concerned, as there was already 
a complaint from a student who felt “stalked” 
when she refused the romantic interest 
expressed by Matt. He continued to sit near 
her in the cafeteria, and she often saw him 
near her, staring at her on campus. The cam-
pus police are concerned for the safety of 
other students and faculty and have issued 
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stern warnings to Matt. Matt is becoming 
increasingly despondent about the issues, 
especially the police involvement, and has 
become more withdrawn.

Jackson et  al. (2018) designed a cross- 
sectional study to better understand their range of 
postsecondary experiences; fifty-six college stu-
dents with ASD were surveyed to gather insight 
regarding their academic, mental health, and 
social needs and experiences. Mental health 
experiences of interest included history of mental 
health diagnoses, past or present suicidal behav-
ior, medication history, and symptoms related to 
anxiety, depression, or stress. More than half of 
all participants endorsed having a co-occurring 
diagnosis and taking at least one prescribed med-
ication (Jackson et al., 2018). The mood diagno-
ses most commonly disclosed included various 
types of anxiety disorders (i.e., 60.7%), depres-
sion (i.e., 35.7%), bipolar disorder (i.e., 5.4%), 
and panic disorder (i.e., 1.8%). Jackson et  al. 
(2018) concluded that comfort with academic 
coursework and feelings of loneliness were the 
two most statistically significant predictors of 
emotional distress and comorbidity with these 
mood disorders (Jackson et al., 2018).

Alarmingly, nearly 75% of participants also 
reported suicidal behavior (i.e., plan, ideation, 
attempt) in their lifetime, with more than half of 
the total sample endorsing suicidal ideation 
within the past year (Jackson et  al., 2018). 
Statistically significant variables associated with 
increased suicidal behavior were the number of 
friends, level of academic comfort, reported lone-
liness, stress, and anxiety-related and depressive 
symptoms (Jackson et al., 2018). Similar findings 
were also reported in a 2020 study by Anderson 
and colleagues assessing the needs and character-
istics of university students with autism in 
Australia. In their survey of 102 students, 
Anderson et al. (2020) found that students on the 
autism spectrum presented with significantly 
higher rates of suicidal ideation and self-harm 
than their neurotypical peers. Furthermore, 
Anderson and colleagues indicated that emotion-
ally distressed students were likely not aware of 

available supports, did not feel available supports 
met their needs, and demonstrated poor advocacy 
skills that could potentially help them access 
novel ones (Anderson et al., 2020).

Case Example

Deandra is a 21-year-old college student who is 
exceptionally alone. She has tried to join a 
variety of clubs and activities, but none have 
resulted in meaningful connections. While she 
has some “friends” who say hello to her and 
greet her, she is never invited to meals or to 
parties. Over time, she has tried less and 
become more isolated. She now does lots of 
ordering food in, joining classes synchro-
nously from her room, and letting assignments 
slide. Her roommates rarely see her, and she is 
failing a couple of classes.

Some mediators for emotional dysregulation 
are social support and feelings of connectedness. 
However, for individuals with autism, a diagnosis 
characterized by deficits in social communication 
and interaction, this can present a unique and 
grueling challenge. While social support and a 
sense of belonging have been identified as pro-
tective factors for college retention and emotional 
regulation among ASD students (Karola et  al., 
2016), they report having a difficult time forming 
and maintaining the social connections necessary 
for these relationships (Braxton & McClendon, 
2001; Dijkhuis et  al., 2020). For instance, stu-
dents must contend with the expectations of a 
new social landscape and set of social rules, as 
they are expected to be able to communicate 
effectively with peers and superiors without sup-
port. They are essentially required to learn how to 
navigate multiple social circles simultaneously; 
they struggle with picking up on the social cues 
of their classmates and teachers, connecting with 
classmates, participating in course discussions, 
and even knowing when and how to ask ques-
tions in class – a problem some refer to as limited 
interpersonal competence (Dijkhuis et al., 2020; 
Fabri et  al., 2016; Van Hees et  al., 2015). Van 
Hees et al. (2015) corroborated these findings in 
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a study of 23 adults with autism currently enrolled 
in college. Based on information gathered from 
participants, results showed that 75% of students 
felt socially disconnected from their peers on 
campus, resulting in feelings of loneliness and 
isolation.

While each of these needs presents its own 
challenges to students, it is important to keep in 
mind that many individuals with autism in post-
secondary settings are struggling to maneuver 
these needs simultaneously. Moreover, the needs 
and outcomes of each often affect the others. For 
instance, individuals with fewer social supports 
and emotional regulation skills are more likely to 
present with poorer time and task management 
skills. Conversely, poorer academic performance 
as a result of poor management skills can also 
exacerbate socioemotional needs. If students are 
not well equipped or informed enough to seek out 
the campus support they need, then there is a 
chance they will soon become a part of the ever- 
growing attrition statistics.

 Commonly Available Supports 
and Services

The reality of college-based accommodations is 
that they are starkly different than the educational 
supports individuals with autism experience in 
primary and secondary school. Students are no 
longer protected under the Individuals with 
Disabilities Education Act (IDEA, 2004), and as 
such, institutions of higher education are not 
required to ensure that students have the accom-
modations needed to be successful. This change 
in support level can often leave students feeling 
that they are not receiving all of the support they 
need. However, there are a number of colleges 
that have specific programs designed to support 
students with autism (Viezel et al., 2020), and all 
colleges that accept students with autism who 
receive federal financial aid must provide reason-
able accommodations and support (Scheef et al., 
2019). Thus, more supports are available than 
one might realize, and it is important to express 
and advocate for the accommodations that the 
student requires (Welkowitz & Baker, 2005).

Academic accommodations are commonly 
available for individuals with disabilities and can 
include extended deadlines, extra time on exams, 
provision of lecture notes, separate testing loca-
tions, tutors, detailed syllabi with concrete lan-
guage, and curriculum/coursework modifications. 
In some cases, a scribe may accompany the 
learner to take notes. The goal of an academic 
accommodation is to allow the student to com-
plete the assignment in a manner in which they 
are most comfortable (Gelbar et al., 2014). A suc-
cessful accommodation should be paired to the 
student’s skill deficit. For example, Jansen et al. 
(2017) found that extended deadlines were most 
frequently used to combat difficulty with flexibil-
ity and were used to address global information 
processing deficits. For students who may take 
longer with all elements of coursework, such 
extensions can be very helpful. Jansen et al. also 
found that the most common accommodation was 
extended time for tests, and this was described by 
the students interviewed to be their most highly 
valued and needed accommodation. This pool of 
students also indicated that taking exams in a sep-
arate location or in a smaller group helped to 
reduce their stress levels and allowed for more 
cohesive planning and organizing for exams 
(Jansen et al., 2017). Academic supports are com-
monly given and are rated as useful by students 
with ASD, although more work is needed to spe-
cifically identify the most effective strategies and 
components (Anderson et al., 2019).

Social support services are also provided at 
the collegiate level. The most frequently reported 
social supports include supervised social activi-
ties, social skills groups, and housing accommo-
dations (Accardo et al., 2019). Supervised social 
activities can help to bridge the gap and allow 
students with autism to meet other students with 
autism as well as forge connections with their 
peers. One of the sensitive issues in this context is 
disclosure. Accessing these services necessitates 
disclosure. This is a highly sensitive and individ-
ualized issue. Some individuals may wish to dis-
close this, and others may feel uncomfortable 
about it. It is important to note that the individual 
with ASD must have agency around this 
decision.
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At times, social experiences are also com-
bined with skills training, especially for complex 
chains of behavior that are necessary on the cam-
pus. Supervised social activities could include 
lunchtime socials, off-campus dinners, taking 
public transportation into a city, or attending a 
concert. Social skills groups are also commonly 
available and can either be therapeutic or non-
therapeutic (Barnhill, 2016).

Case Example

Deandra could benefit immensely from a support 
opportunity like this. She could meet other 
students who have similar interests, and she 
would be able to forge meaningful connec-
tions through repeated encounters with them 
at the activities. There would also be a safe 
place for her to connect with others without 
leaving her in a vulnerable situation.

One of the biggest transitions for any student is 
living away from home in a campus setting. Some 
universities offer a college campus transition pro-
gram, which allows for students to move into their 
dorms or university housing anywhere from 
3 days to 6 weeks earlier than the rest of the stu-
dent body. In some programs, this may be done as 
a summer program a year before entering college 
as well. For students who arrive early for this spe-
cial pre-orientation, additional time on campus is 
spent attending presentations and workshops in 
order to get oriented to campus life (Accardo 
et al., 2019; Barnhill, 2016). In a 2019 survey of 
23 students with autism who attended a mid-size 
university, the on-campus transition program was 
the most preferred support service following aca-
demic coaching (Accardo et al., 2019).

In addition to the physical location change of 
living on campus instead of at home, the expecta-
tions of independent living can be overwhelming 
for students. In a survey of 30 colleges, 80% 
offered instruction in life skills including laun-
dry, budgeting, and hygiene (Barnhill, 2016). 
Some institutions of higher education make this a 
focus during summer intensive orientation pro-
grams. In addition to getting to know the campus 
and attending seminars, there are often lessons in 

laundry and time management, as these are 
aspects of independent living that may need more 
focus (Barnhill, 2016). Even simple tasks such as 
waking for class might be a new transition for a 
student who has been woken each morning for 
high school by their parents.

Counseling services are commonly available 
to students whose struggles intensify and exceed 
the social interventions available through resi-
dence life initiatives (Francis & Horn, 2017). 
When individual counseling is needed, it is 
important to facilitate engagement with the coun-
seling center staff. Both individual and group 
counseling can help identify areas of need and 
can assist in developing a plan to address the 
most pressing concerns. Furthermore, individual 
counseling allows for the ongoing assessment of 
the most worrisome symptoms, such as suicidal 
ideation, lack of initiative, and isolation from the 
college community.

Case Example

Deandra is in need of assessment and treatment 
from the counseling center and will likely 
require continued care to assess and address 
the intensity of her depression. Weekly goals 
regarding engagement might help her reverse 
the course of her current path, and support 
may help her access other resources.

Matt also could benefit from the counseling cen-
ter, as he learns to inhibit some of the behav-
iors that others are finding frightening. 
Evidence-based strategies could be used to 
identify appropriate and inappropriate 
responses and interactions, and the therapist 
could rehearse more appropriate responses to 
stressful situations.

 Supports Needed but Not 
Commonly Available

Accardo et al. (2019) interviewed students with 
autism about what supports they felt they needed 
that were not provided or were not initially pro-
vided to them. One of the common themes was 
the general idea of not knowing what was avail-
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able or what students would benefit from. One 
student interviewed suggested that during the 
start of the semester, students be provided with 
an initial consultation with a service center coor-
dinator to explore what accommodations or sup-
ports would be beneficial. This ties into the idea 
that students would benefit from a more personal-
ized approach to their postsecondary education 
(Accardo et al., 2019). Some students may also 
be unsure how to identify with their disability 
without someone coaching them, which can lead 
to the student being unaware of how to advocate 
for themselves.

Neurotypical students may also dread the 
details of registration and course planning. In 
most colleges, this is associated with anxiety, and 
there is often a perception of urgent competition 
for available courses. One must be “ready,” hav-
ing organized options and being able to speedily 
navigate course registration sites at the time of 
registration. For individuals with ASD, a com-
mon complaint was the ability to plan better at 
the time of course registration (Accardo et  al., 
2019). Students indicated that having access to 
the professors’ office hours would influence their 
decisions about what courses to take based on 
how it would fit into their academic schedule 
(Accardo et al., 2019). Students with disabilities 
are often encouraged to attend office hours to dis-
cuss any difficulties they are having with the 
course or reach out for any extra help that may be 
available to them. Better outcomes (e.g., better 
grades, higher retention rates) have been demon-
strated to have a correlational relationship with 
increased communication with faculty (Austin & 
Peña, 2017). Willey (2000) suggested that stu-
dents plan realistically when completing their 
course registration and cautioned against plan-
ning back-to-back classes that were not in the 
same building and not scheduling courses that 
were outside of the student’s typical schedule 
(e.g., early mornings, late nights). It may be help-
ful for students to mark drop dates of courses, so 
as to avoid a negative impact on their grade point 
average.

During classes, many different issues may 
impact the student. Some of these are highly idio-
syncratic, and some are more universal. In any 

case, the student must be aware of their own per-
sonal vulnerabilities and of the strategies that 
work best for them. Some requests might be able 
to be prophylactically made, to avoid negative 
outcomes. After the semester begins, if sudden 
changes in routine are upsetting, it may be help-
ful to ask the professor for advance warning for 
any changes in the schedule or assignment 
requirements (Willey, 2000). It may also be help-
ful to learn where and how the professor will post 
changes to expectations so that the student can 
know where to go to get the most up-to-date 
information about the course.

It is not uncommon for those new to college to 
seek a community. For an individual with special 
needs, access to such a community is even more 
essential. Supports that assist across learners with 
special needs include physical spaces that pro-
vide solace and structure. In an interview of 12 
postsecondary students enrolled in a university 
program, one of the most common themes was a 
safe location space to meet during the day (Scheef 
et  al., 2019). This is a support that may not be 
readily available at all universities. Students 
appreciated having a designated space to com-
plete assignments where the distractions and 
environmental stimuli were minimal. 
Alternatively, students also found it helpful to 
have a designated space to meet with others and 
play board games or just have a useful social out-
let (Scheef et al., 2019).

 Strategies for Success

As the enrollment of college students with autism 
continues to grow, college faculty must continue 
to adapt and learn how to most effectively teach 
all students. Feeling supported by faculty mem-
bers has been identified as a key component for 
student success, and transversely, students suffer 
when they feel they cannot seek out help or that a 
faculty have a reluctance to work with them 
(Herbert et  al., 2014). Naturally, students will 
also experience an array of responsiveness from 
various faculty members who have their own his-
tory of working with students with disabilities 
(Herbert et al., 2014).
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One framework for supportive faculty-student 
interactions is a pedagogical approach to respon-
sive teaching, which includes structured scaffold-
ing, differentiated instruction, comprehensive 
accommodations, and collaborative institutional 
support (Austin & Peña, 2017). Structured scaf-
folding has been demonstrated to be effective in 
helping students with autism. This approach 
involves taking larger assignments and breaking 
them down into smaller components with clearly 
outlined expectations (Austin & Peña, 2017). 
This method of instruction is credited for enhanc-
ing learner outcomes by increasing engagement 
with course material.

Differentiated instruction involves approach-
ing content material through different methods 
and approaches such as lectures, discussions, 
small group projects, and interactive activities. 
This pedagogical approach allows for a multidi-
mensional learning experience and enhances dif-
ferent learning styles. A responsive approach to 
differentiated instruction is one in which the pro-
fessor acknowledges that it is their responsibility 
to teach the content, but there are many different 
ways in which this can be approached (Austin & 
Peña, 2017). This approach could also allow for 
students to self-select a modality of instruction 
that would benefit their studies. If the student was 
aware of their own learning style, they could 
request an accommodation through their profes-
sor for one modality over another.

The use of comprehensive accommodations 
should focus on the strengths of each individual 
student and the ways in which they are most 
capable of succeeding. This approach to educa-
tion can be seen as “leveling the playing field” in 
order to give everyone access to an equal educa-
tion (Austin & Peña, 2017). This does not mean 
compromising the rigor of the assignment, but 
rather it allows the student the support to com-
plete the assignment in a way that is meaningful 
for them. For example, some students might have 
difficulty writing as a means to demonstrate their 
mastery of material. They may be permitted to 
present an uploaded audio file explaining the 
material. Similarly, a student may have difficulty 
in a class presentation, especially if comorbid 
anxiety is an additional diagnosis. Such students 

might be permitted to pre-record their class pre-
sentation and play it for the class.

The final pedagogical approach to responsive 
teaching is collaborative institutional support. A 
successful faculty member is often provided sup-
port themselves, either from the college’s dis-
abilities office or other available avenues that 
support learners with disabilities (Austin & Peña, 
2017). In this way, the instructor can be assisted 
to identify and implement supports and accom-
modations that improve the learner’s engagement 
and performance in the class.

While these should be recognized as a good 
foundational framework, faculty need to make 
sure that their behavior reflects confidence, 
understanding, and flexibility in working with 
students who have a learning or developmental 
disability. Cawthon & Cole (2010) surveyed 110 
students and found only 32% of students indi-
cated that they had interacted with their profes-
sors about their learning disability. Most 
concerningly, students reported a number of 
obstacles that they encountered when attempting 
to obtain accommodations or support services, 
and at the top of the list were professors who 
were unwilling to accommodate them or were 
hard to schedule time with (Cawthon & Cole, 
2010).

Hsiao et al. (2019) developed a yearlong, five- 
module faculty development program that helps 
to create proficiency with working with students 
with disabilities. Module 1 focused on back-
ground information about legislation and support 
as well as accommodations and how to make 
environments physically welcoming. This mod-
ule also highlighted departmental and campus- 
wide resources that are available for faculty 
members to access. Module 2 encompassed 
implications of laws and regulations, the roles 
and responsibilities of faculty members, students 
and disability support services, and the compo-
nents of a reasonable accommodation. This mod-
ule was led by the director of disability support 
services, which made this an individualized 
approach to each institution of higher education. 
Module 3 was a student panel that focused on 
characteristics of diverse learners and accommo-
dation strategies. One of the highlighted features 
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Table 9.1 University support services and accommodations

Type of service Universities offering the service or accommodation
Support 
program/
comprehensive 
care team

University of Alabama; Arkansas State University; University of Arkansas; California State 
University, East Bay; University of Connecticut; Nova Southeastern University; University of 
Florida; University of North Florida; University of West Florida; Emory University; University 
of Idaho; Eastern Illinois University; Harper College; Ancilla College; University of 
Indianapolis; Loras College; Western Kentucky University; Nicholls State University; Towson 
University; Merrimack College; Eastern Michigan University; Michigan State University; 
Mississippi State University; University of Missouri – St. Louis; University of Montana; 
Fairleigh Dickinson University; Ramapo College; Rutgers University; Adelphi University; 
Daemen College; Iona College; Manhattanville College; New York University; Purchase 
College; Rochester Institute of Technology; Defiance College; Kent State University; 
Muskingum University; Ohio University; The Ohio State University; Stark State College; Wright 
State University; Xavier University; University of Science and Arts; University of Tulsa; 
Willamette University; Carnegie Mellon University; Drexel University; Eastern University; 
Edinboro University; Indiana University of Pennsylvania; Kutztown University; Mercyhurst 
University; Slippery Rock University; St. Joseph’s University; West Chester University; York 
College; Clemson University; Dakota State University; Austin Peay State University; University 
of Tennessee at Chattanooga; Texas Tech University; University of Houston-Clear Lake; George 
Mason University; Virginia Tech; Bellevue College; Seattle Central College; Marshall 
University; Marquette University; St. Norbert College

Peer mentoring Golden West College; University of Delaware; Nova Southeastern University; University of 
Florida; Emory University; Harper College; Western Kentucky University; Nicholls State 
University; Towson University; Merrimack College; Eastern Michigan University; Michigan 
State University; Mississippi State University; University of Missouri – St. Louis; University of 
Montana; Ramapo College; Rutgers University; Manhattanville College; Purchase College; Kent 
State University; The Ohio State University; Drexel University; Edinboro University; Indiana 
University of Pennsylvania; Kutztown University; Mercyhurst University; Marshall University; 
St. Norbert College

Organized 
activities/group 
programs

Golden West College; Nova Southeastern University; University of Florida; Emory University; 
Harper College; Ancilla College; University of Indianapolis; Western Kentucky University; 
Nicholls State University; Towson University; Merrimack College; Eastern Michigan University; 
Michigan State University; Mississippi State University; University of Missouri – St. Louis; 
Ramapo College; Rutgers University; Manhattanville College; Purchase College; Rochester 
Institute of Technology; The Ohio State University; Edinboro University; Mercyhurst University; 
West Chester University; Marshall University; St. Norbert College

Social skills 
groups/social 
skills training

Golden West College; Nova Southeastern University; University of Florida; University of North 
Florida; University of West Florida; Emory University; Ancilla College; University of 
Indianapolis; Towson University; Merrimack College; Eastern Michigan University; Michigan 
State University; Rutgers University; Purchase College; The Ohio State University; Drexel 
University; Indiana University of Pennsylvania; Mercyhurst University; Marshall University

Career 
readiness 
programs/career 
planning

University of Delaware; University of Florida; University of North Florida; University of West 
Florida; Emory University; Harper College; Ancilla College; University of Indianapolis; Towson 
University; Merrimack College; Michigan State University; Mississippi State University; 
University of Missouri – St. Louis; Ramapo College; Rutgers University; Purchase College; 
Carnegie Mellon University; Drexel University; Mercyhurst University; West Chester 
University; St. Norbert College

Life skills 
programs

Nova Southeastern University; University of Florida; University of North Florida; University of 
West Florida; Emory University; Ancilla College; Towson University; Eastern Michigan 
University; Rutgers University; Indiana University of Pennsylvania; West Chester University; 
Marshall University

Parent support 
programs

Harper College; Eastern Michigan University; Ramapo College
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of this module is the suggestions provided by the 
student panel for how faculty members can create 
an inclusive classroom. Module 4 switched to an 
accessible online learning focus with a month- 
long online course delivered through the univer-
sity’s learning management system. This module 
worked through how to create accessible online 
content for students with disabilities and high-
lighted resources available to faculty through the 
learning management system. Finally, Module 5 
focused on celebrations, reflections, and moving 
forward in a focus group-based discussion.

 Peer Mentors

Peer mentors in postsecondary education help to 
support individuals with developmental disabili-
ties across many different domains including 
learning, working, and socializing. The peer 
mentoring process is when a mentor guides a 
mentee through a new role in a new setting by 
providing modeling, support, and guidance. A 
peer mentor should help support an individual to 
complete a task as independently as possible, 
meeting them at the level of assistance they 
require (Fisher et al., 2020. Peer mentoring pro-
grams also help students to increase their social 
skills and can make community participation 
more successful (Gibbons et al., 2018; Harrison 
et al., 2019). Additionally, these programs are a 
good model for other community members and 
may lead to decreased stigmatization and dis-
crimination against people with disabilities 
(Athamanah et al., 2020; Izzo & Shuman, 2013).

One pedagogical approach for peer mentor-
ship programs is to use a service-learning model. 
A service-learning approach integrates commu-
nity service with academic instruction and 
focuses on personal and professional growth, 
development of a multicultural experience, and 
awareness of a multitude of social issues 
(Gibbons et  al., 2018). Some peer mentorship 
programs offer college students course credit for 
completing a class on disabilities while mentor-
ing individuals with developmental disabilities. 
Throughout the course of the semester, students 
would provide weekly contact with their mentees 

and could provide both academic and social sup-
port based on the need and level of support 
desired (Izzo & Shuman, 2013). This model has 
been demonstrated to be most effective when the 
academic course matches the population with 
whom the mentor works. Through the hands-on 
experience of peer mentoring, mentors have been 
able to engage in self-exploration, which in turn 
leads to professional and personal growth 
(Gibbons et al., 2018).

 Specific Program Characteristics

There are currently 73 institutions of higher edu-
cation (i.e., 2-year, 4-year, and secondary support 
programs) that offer individualized and group 
support services for individuals on the autism 
spectrum. Some of the programs are associated 
with a per semester fee, while others are at no 
cost to the individual (College Autism Spectrum, 
n.d.). Table 9.1 shows a summary of the types of 
services and supports that are provided at each of 
the 73 institutions of higher education referenced 
above.

 Bridge Programs

A significant mediator for academic success 
among students with autism in postsecondary 
settings is proper transition planning (Shattuck 
et al., 2012; Van Hees et al., 2015). In an effort to 
close this gap, colleges and universities nation-
wide have begun to implement bridge programs 
specifically for students with autism. To illus-
trate, LeTourneau University (2020) in Texas 
provides students with a specialized new student 
orientation, weekly individual and group coach-
ing, ongoing peer mentorship, liaison services to 
increase access to campus support services, and 
assistance with understanding campus culture. 
While this program does prioritize the support 
and matriculation of its students, it is important 
to note that participation requires students to pay 
an additional fee per semester and disclose their 
autism diagnosis – two factors that could present 
as barriers to entry for prospective students.
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The Bridge to Independence program at 
Nicholls State University is the first of its kind to 
be certified in Louisiana by the US Department 
of Education. The focus of Nicholls’ program is 
to provide support to currently enrolled students 
with ASD and intellectual disabilities, including 
having designated peer mentors and academic 
coaches for students to assist with coursework 
completion, campus navigation, and social sup-
port. Other services include modifications and 
accommodations to course and diploma require-
ments, optional social skills seminars, ongoing 
student check-ins, and liaison support between 
students and other campus resources as needed 
(Nicholls State University, 2019).

Pathways, another college bridge program 
based at Illinois’ Aurora University, is unique in 
its comprehensiveness, as it offers bridge pro-
grams to current high school students, newly 
enrolled college students, and recent graduate 
students with autism (AU Magazine, 2020). 
These programs, each unique in their own right, 
are merely a snapshot of the numerous transition 
and support programs available to students 
nationwide. While the services and emphasis of 
each program differ from the next, they continue 
to grow in number and breadth. To date, there are 
72 college-based bridge and support programs 
for students with autism across 32 states, in addi-
tion to countless college preparation programs 
offered by non-academic organizations (Brown, 
2021).

 Transitioning into Higher Education

Individuals with ASD face many challenges as 
they transition to adulthood. In almost all aspects 
of life (e.g., independent living, employment, 
higher education), outcomes are worrisome and 
can be improved. In many ways, the supports for 
adults with ASD are elusive. Some programs pro-
vide enhanced support, and these are associated 
with better outcomes.

The solutions, of course, need to be incorpo-
rated much earlier into the education of individu-
als with ASD. Now that more individuals with 
autism are attending college, the middle and high 

school years need to be used to focus more on the 
requisite skills (Gerhardt & Lainer, 2011). 
Programming to enhance life skills, time man-
agement, financial planning, long-term manage-
ment skills, problem-solving skills, independent 
travel, and managing a schedule of competing 
demands independently should all be focused on 
in middle and high school education. The devel-
opment of these skills in the high school years 
can ease the transition to college and program for 
success in college environments. Many of these 
skills are not needed in high school, when parents 
are proximal and independence is limited. Once 
in college, however, many skills will need to be 
available that were not necessary in younger 
years. This extension of transitional planning to 
include the possibility of higher education expe-
riences should be incorporated as early as possi-
ble, as these skills will require years of shaping 
and development.

In a model of supports aligned for college- 
bound individuals with ASD, Chickering and 
Reisser (1969) created three vectors of support 
that describe how to best create a successful 
college- bound student. The first behavioral 
domain is to achieve competency in intellectual 
skills and expand interpersonal skills (e.g., work-
ing cooperatively to reach a goal). The second 
level is to manage emotions, which emphasizes 
how to express oneself appropriately no matter 
the situation. This domain includes self-control 
and should highlight the need to learn safe behav-
ior, advocacy skills, and an understanding of 
sexual education. The final vector is moving 
through autonomy toward independence and 
should be focused on developing freedom and 
trusting their own abilities (Chickering & Reisser, 
1969).

As with many other challenges associated 
with ASD, the solutions require coordinated 
planning, collaboration between instructions and 
families, and individualized goals (Chiang et al., 
2012; Hendricks & Wehman, 2009). Once in col-
lege, the need for supports must be assessed so 
that individuals can be helped to succeed. A 
broad assessment of skills, including those asso-
ciated with the navigation of the physical and 
social environments, is crucial. Ongoing check- 
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ins can identify problems early in development 
so that proper support can be provided.

 Disclosure (to Share or Not 
to Share)

Research has shown that an individual is less 
likely to request accommodations when they 
encounter a faculty member who has a miscon-
ception about support needs (Austin & Peña, 
2017). In turn, these individuals are less likely to 
disclose to the faculty member that they have a 
disability and may need an accommodation 
(Black et al., 2015; Herbert et al., 2014; Noble & 
Childers, 2008; Park et al., 2012). This can be a 
barrier to success for students as they are unable 
to access the support they need. Additionally, 
some students may feel that disclosing they have 
a disability and accessing accommodations is an 
advantage over their peers. This can fuel the 
ongoing stigma of having a disability and being 
treated differently. In order to be viewed as the 
“same” as their peers, some students may be even 
more unlikely to disclose their disability to their 
professors (Squires et al., 2018). Many students 
have disclosed that they are “anxious for a new 
beginning” (Herbert et al., 2014, p. 24) and as a 
result do not choose to use disability services that 
are available to them.

Other students may feel the desire to challenge 
themselves and view college as an opportunity to 
grow and overcome their disability. Some students 
have reported that turning down accommodations 
that were provided to them (i.e., note taking and 
extended time on tests) would force them to 
advance their skills in these areas (Squires et al., 
2018; Van Hees et al., 2015). Without having these 
services to support them, some learners indicate 
that they create better, more consistent study hab-
its and are forced to learn better time management 
skills. Some students indicate that they were proud 
of themselves for working at the same pace or 
completing the same assignments as everyone else 
(Squires et al., 2018; Van Hees et al., 2015). This is 
certainly a theme throughout the journey of post-
secondary education that students want to enhance 
their independence (Squires et al., 2018).

 Family Impact on Success

When families stay involved and support a stu-
dent through the transition and their continued 
collegiate life, the outcomes are more successful, 
and a student with ASD is more likely to be able 
to complete their degree (Van Hees et al., 2015). 
One of the key roles that a family member can 
play in the transition to higher education is to 
assess how the student adapts and handles differ-
ent stressful situations or changes to their day-to- 
day routine (Dallas et al., 2015). While allowing 
the student to try to handle an issue indepen-
dently, the family member can help create 
problem- solving ideas or suggestions to ease the 
burden of a difficult situation the next time one 
arises. This model allows the student to have 
independence while being a safety net of support 
in case the need arises.

A general theme for research conducted with 
families who have a student in higher education 
is to be a level of support that allows the student 
to be successful, while challenging them to be 
their own self-advocate and live as independent 
of a life as wanted (Dallas et al., 2015). Some of 
the supports that parents felt they could provide 
to their children could be viewed as more of a 
“behind-the-scenes” role and could involve tasks 
such as managing money, paying bills, and man-
aging appointments (Morrison et al., 2009).

Another important factor to consider is the 
bidirectionality of the relationship between child 
and parent and what this means to each member 
of the relationship. For a neurotypical child that 
is transitioning to college, the relationship 
between parent and child changes. Some children 
will report that there is an increase in more 
“open” communication, feeling “equal” to their 
parents, and acquiring more independence (Van 
Hees et al., 2018). This can create complex emo-
tions on the part of parents and children who 
want these aspirations but are unsure of how to 
navigate the transition. One area of particular dif-
ficulty is the parent’s ability to communicate with 
their child’s university, a practice that in primary 
and secondary education is second nature. Once 
their child enrolls in a university, there are pri-
vacy laws (i.e., transferring the education rights 
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from parents to students) that can leave parents 
feeling powerless at times (Van Hees et al., 2018). 
It is important for families to know their rights 
under the Family Education Rights and Privacy 
Act (FERPA) and to be able to make an informed 
decision regarding waivers for college faculty to 
be able to connect with parents (Francis et  al., 
2017).

One of the ways parents can conquer this feel-
ing of helplessness is to help students become 
more self-determined. A shift in mindset from 
making decisions “for” to making decisions 
“with” is vital to helping students reach a greater 
mode of independence. This can be a learning 
experience for families as well, as they shift into 
the role of an advisor and help to support 
decision- making and allowing for their child to 
face the natural consequences of their actions 
(Francis et al., 2017).

Case Example

Joshua has trouble with getting up on time; in 
high school, his parents always set his alarm 
for him, and if he overslept, they would be 
there to prompt him to get up and start his day 
so he did not miss class. As his parents shifted 
into their new role of supporting and doing 
things “with” him, they talked to him about 
how he could have a new backup system that 
did not involve him. Joshua now has an alarm 
clock in his room, but he also sets reminders 
on his smartphone as well.

 Availability of Sexual Education 
Programs

Approximately 58% of adults report being sexu-
ally active by the age of 18 years – a figure that 
jumps to 75% by the time most adults turn 
20 years old (Uecker & Regnerus, 2010). While 
we do not have isolated data on the sexual activ-
ity of college students with autism, we can reli-
ably assume that they are seeking to engage in 
physical relationships at a rate that is similar to 
their peers. Adults with autism report sexual 
interests and desires consistent with their neuro-

typical peers, supporting the need for ASD- 
informed sexual education programming. Even 
so, they are often stereotyped as uninterested or 
incapable of social connection or sexual desire 
(Schöttle et al., 2017).

Parents of adults with autism also struggle 
with the decision to sexually educate their chil-
dren, having to reconcile the fact that their child 
may present with deficits in some aspects of 
development yet still have the capacity for mature 
sexual thoughts and desires (Ruble & Dalrymple, 
1993). Moreover, many parents who do provide 
or intend to provide some form of sexual knowl-
edge to their child question whether they are 
capable of grasping concepts beyond the biologi-
cal functions of sex, namely, sexuality, sexual 
violence, and socially appropriate sexual behav-
ior (Ballan, 2012). As a result, sexual education 
programs for individuals with autism are likely 
inadequate or nonexistent. This dearth of sexual 
education programs, combined with the novel 
postsecondary challenges previously discussed, 
can be calamitous for these students. In the next 
few sections, the implications of deficits in sexual 
knowledge will be addressed.

The culmination of a lack of exposure to 
proper sexual education, the social deficits char-
acteristic of autism, and developmentally appro-
priate level of sexual interest place these 
individuals at higher risk for sexual victimization 
and perpetration. Specifically, adults on the spec-
trum are 2.4 times as likely to experience rape 
and three times more likely to receive other 
unwanted sexual advances than their neurotypi-
cal counterparts (Brown-Lavoie et  al., 2014). 
Conversely, an increase in one’s sexual knowl-
edge has been found to be a mediating factor 
relative to sexual victimization from others, 
reducing its risk of occurrence (Brown-Lavoie 
et al., 2014).

Sutton and colleagues (2013) conducted a 
pilot study surveying 37 incarcerated males and 
found that 60% met criteria for ASD, citing that 
the core deficits of ASD coupled with a limited 
sexual knowledge place these individuals at 
greater risk of engagement in socially unaccept-
able behavior. While these findings are not indic-
ative of all males on the spectrum, it remains 
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important to highlight the extent to which a lack 
of adequate sexual education information can 
severely impact an individual’s life.

Sexual education is typically taught retroac-
tively, following an instance of inappropriate 
behavior, rather than as a preventative measure 
(Ford, 1987). Similarly, Loftin and Hartlage 
(2015) maintain that intensive sexual education 
programs addressing the unique needs of indi-
viduals with ASD are likely not accessible until 
an individual has been sexually victimized or has 
committed a sexual crime, most likely in error. 
Of the sexual education programs currently avail-
able, most emphasize the biological and anatomi-
cal perspective of sex but often neglect to stress 
the sociocultural norms consistent with a consen-
sual, romantic relationship (McCarthy, 2020).

 Intersectionality of ASD, Sexual 
Orientation, and Gender Identity

Historically, members of the LGBTQ+ commu-
nity have been subjected to severe relentless dis-
crimination and ostracism. LGBTQ+ 
membership alone is significantly correlated 
with higher rates of mental health diagnoses, 
increased disparities in access to healthcare and 
treatment, and chronically unmet or undertreat-
ment health-related issues. When compounded 
with an autism diagnosis, the risk for mental 
health issues and disparities in adequate access 
to treatment is augmented (Duke, 2011; Hall 
et al., 2020).

Despite the fact that the literature available on 
the intersectionality of disability status and sex-
ual orientation or gender identity is relatively 
nonexistent, recent studies have shown that indi-
viduals with ASD are more likely to identify with 
nonheterosexual and gender-fluid groups than 
their neurotypical counterparts (George & 
Stokes, 2018; Glidden et al., 2016). In an effort to 
better understand their unique experiences, 
Hillier et  al. (2019) conducted a small focus 
group of adults with autism who identify as 
members of the LGBTQ+ community. What 
Hillier et al. gathered from this study was that the 
intersectionality of LGBTQ+ membership and an 
autism diagnosis means having to balance two 

historically oppressed dual identities, navigating 
multiple minority stressors, increased feelings of 
isolation, and decreased lack of appropriate 
services.

These findings highlight the urgent need to 
create sexual education programs that bring 
awareness to the distinctive experiences and 
unmet needs of this dually marginalized group 
both before and during their postsecondary expe-
rience. Gender diversity and healthy sexual func-
tioning should likely be core aspects of the sexual 
education program, as both have repeatedly been 
identified as important aspects of psychosocial 
development. All considered, adequate program-
ming must be relationship oriented and account 
for core ASD deficits in social interaction and 
theory of mind, as these skills are foundational in 
the individual’s ability to empathize, understand, 
and appropriately respond to their partner 
(Solomon et al., 2019). This should also include a 
discussion of examples and non-examples regard-
ing when and where certain sexual behaviors are 
socially acceptable to engage in.

 Conclusion

Individuals with ASD are increasingly entering 
higher education settings. This is encouraging, as 
it may help to improve the vocational outcomes 
for these individuals and may increase the 
chances that they will attain independent living. 
While many of these individuals have excelled in 
high school, many will require academic accom-
modations and strategies designed to support 
their engagement, productivity, and success. 
Most will require assistance in adapting to the 
higher level of independence associated with col-
lege. In addition, the social landscape will pres-
ent novel challenges requiring instruction and 
support.

Colleges and universities can provide special-
ized services to these students before entering the 
setting, during orientation, and while enrolled. 
Some of the most important supports include 
structured social experiences, peer mentors, indi-
vidual counseling, and skill building. Social 
experiences and peer mentors can reduce isola-
tion and provide social contact that is supported 
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and monitored. Individual counseling allows for 
continuous assessment of student adaptation, 
identification of intense needs, and access to pro-
fessionally mediated problem-solving and social 
support. Skill building can be done in individual 
sessions or in group contexts and can ensure that 
comprehensive attention is given to college- 
relevant (e.g., time management), social (e.g., 
communication), and safety (e.g., assertiveness, 
limit setting, harm reduction) skills.

Special attention must be paid to issues regard-
ing complex social contexts such as dating and 
sexuality. Emotional regulation skills are also 
essential to success, as difficulties in this area can 
lead to negative consequences and social avoid-
ance by others. It is essential that these complex, 
hidden skills are also targeted for intervention 
and that individuals are broadly assessed to 
ensure that these issues are not missed.

It is exciting to see so many individuals with 
ASD entering higher education settings and to 
help so many of them realize their potential in 
this environment. Preparing the faculty and staff 
to meet the unique needs of these learners is 
essential to success. Training will ensure that the 
environment provides scaffolded supports to 
reduce stress for the students and that faculty are 
assisted to understand and provide the necessary 
supports. With careful planning, individualized 
assessment, and creative supports, these students 
can thrive and succeed.
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Community-Based Residential 
Options for Adults with Autism 
and Intellectual Disabilities

John M. Guercio

 Group Home Settings for Persons 
with Intellectual Disabilities

The unique place that group homes hold in our 
society has been a hotly debated topic for many 
years (Lakin & Stancliffe, 2007). For every oppo-
nent of these settings that feel that they are not nec-
essary and that those with disabilities should live at 
home, there are those supporters that detail how 
lifesaving these settings have been to their loved 
ones and how their presence allowed their family 
members to become better integrated into their 
home communities. The debate is real, but the fact 
of the matter is that the history of our mental health 
system has long battled with ineffective treatment 
settings and approaches (Lakin & Stancliffe, 2007; 
Torrey, 2014). Community- based environments for 
people with intellectual disabilities (IDs) can serve 
as a strong catalyst to their further blossoming in 
terms of a variety of skills and experiences that 
they may not have been exposed to were they to 
remain in their home setting. As the parents of per-
sons with IDs age, they become more and more 
incapable of addressing their loved ones’ needs as 
they get older. We read of horror stories all the time 

where police have found persons with IDs aim-
lessly roaming the streets of their town. When 
questioned, it eventually turns out that they found 
their parent(s) unresponsive in the home and were 
literally lost as their aging parent passed away and 
left them with no idea of what to do next. The sce-
nario of parents in their 80s trying to care for chil-
dren in their 60s should scare all of us. Plans need 
to be made for those with disabilities to transition 
into environments that best fit their needs. Most 
typically developing children leave home around 
the age of 18 years to pursue either college or work. 
Why are we still seeing parents in their golden 
years trying to provide for their children that are 
aging as well? Our society has set up a system 
whereby these individuals can have three shifts of 
fresh staff to take care of them as opposed to leav-
ing these responsibilities to family members that 
may be ill-equipped to do so. I realize that this may 
be a controversial statement for many to read, but it 
is an issue that needs to be addressed so that our 
population of those with ID can receive the care 
that they truly need.

 The Kennedys 
and the Deinstitutionalization 
Movement

It was a September morning in 1939 and Joseph 
P.  Kennedy watched as his political aspirations 
were being crushed under the wheels of German 
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tanks guided by Hitler. He was preoccupied with 
a number of events, but primarily an issue of the 
most intimate nature was with his oldest daughter 
Rosemary who was due to turn 21  years old 
shortly. Doctors had diagnosed Rosemary with 
mild mental retardation early in her childhood. 
This diagnosis placed a great stigma on the pow-
erful political family and eventually set the table 
for a number of reforms in our mental health sys-
tem that are still developing to this day (Torrey, 
2014). Rosemary appeared to be typically devel-
oping to those around her. The Kennedys were 
fiercely protective of her, and few knew of her 
challenges. As she grew older, the family placed 
her in a number of convents to ensure her safety 
and to take her away from the prying questions 
that the Kennedys felt would besiege them if oth-
ers discovered her condition. Joe Kennedy’s 
extreme generosity with the church allowed for 
this option as Rosemary started to show more 
behavioral signs of her diagnosis. She received a 
great deal of attention from her mother Rose, 
which resulted in her achieving a fourth-grade 
level in math and a fifth-grade level in English, 
but her progress plateaued there. Some of the 
guests at the gatherings hosted by the Kennedys 
could start to observe the behavioral manifesta-
tions of Rosemary’s ID.

Rosemary was reported to behave in strange 
ways around the dinner table wearing a night-
gown and engaging in screaming fits that resulted 
in her wildly pacing the halls of the Kennedy 
home. She was also reported to have attacked her 
grandfather at one point when going into one of 
her rages (Torrey, 2014). The pursuit of political 
ambition and respectability led to an egregious 
decision by the family.

The desire to be viewed in a positive light and 
to avoid any negative evaluations that would arise 
from Rosemary’s ongoing exploits with sexual 
contact with men and other manic behavior led to 
a decision that would shape the path that care for 
the ID population and those with mental illness 
would take to the present day. This political 
ambition mixed with the potential fallout from 
having a family member that society could label 
as insane led to the decision to seek a lobotomy 
for Rosemary (Torrey, 2014).

In mid-November of 1941, after administrat-
ing a mild sedative to Rosemary, Neurosurgeon 
James Watts drilled two small holes in the top of 
her skull and proceeded to insert a knife and 
sever brain tissue at the site of the holes. The 
operation was a huge mistake, rendering 
Rosemary much more disabled than she had been 
prior to the surgery. In 1948, the Kennedys placed 
her in St. Coletta’s School for Exceptional 
Children. The facility was run by Franciscan 
nuns in Wisconsin. Rosemary was now, in effect, 
out of sight and out of mind. The Kennedys 
donated a million dollars to St. Coletta’s in 1983, 
and Rosemary remained there until she passed 
away in 2005 at the age of 86. The tragedy that 
befell Rosemary was one that demanded repara-
tion. This would eventually come to fruition in 
1960 when John F. Kennedy (JFK) was elected to 
the office of the President of the United States.

The use of congregate living settings in the 
community is the upshot of President Kennedy’s 
widespread deinstitutionalization movement in 
the 1960s. The shortcomings of the institutional 
settings have been well documented. The abuses 
that took place in our institutional settings for 
persons with mental illness and developmental 
disabilities had a checkered past to say the least 
(Torrey, 2014). Several investigations into the 
failures of this system have been conducted, the 
most powerful of which was the President’s Panel 
on Mental Retardation in 1961.

The panel had 27 members and was charged to 
develop a plan to combat some of the abuses 
found in the “mental retardation” system up to 
that time. There was little consensus as to what 
approaches to take. The committee developed a 
200-page report in October of 1962 that included 
95 recommendations. One of the most significant 
developments was the designation of 18 
university- affiliated clinical facilities that were to 
be developed for persons with IDs. The driving 
force behind this initiative was Eunice Shriver 
(Shorter, 2000). Eunice was Rosemary’s sister 
and fought tirelessly for the rights of persons 
with IDs. She would continuously make requests 
of her brother JFK until she was able to get what 
she needed for her interest in the promotion of 
service for those with IDs. JFK had stated that he 
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wanted to give his sister whatever she wanted in 
order to get her off the phone so that he could get 
on with the business of government (Shorter, 
2000). Eunice shared a level of contempt for psy-
chiatrists as was the case for most family mem-
bers at the time. The general impression was that 
psychiatry had done very little for persons with 
IDs and a new focus and renewed efforts were in 
order (Gorman, 1976). The contentiousness 
between the advocates of those with IDs and 
mental illnesses was entrenched. Much of the 
ammunition for this discontent was the belief that 
mental illness was something that people could 
recover from, while those with an ID could not. 
This belief that the person with an ID would 
always be inferior fueled efforts on both sides. 
The psychiatrists that were caring for Rosemary 
felt that the Kennedys were being disingenuous 
by prioritizing ID over mental illness as Rosemary 
suffered from both issues.

 The Death of the Asylum

The Interagency Commission on Mental Health 
agreed to go forward with an initiative that they 
viewed would eliminate state mental institutions 
as they existed at that time within one generation. 
These efforts were brewing in the midst of the 
publication of Thomas Szasz’s The Myth of 
Mental Illness and Irving Goldman’s Asylums 
(Goffman, 1968; Szasz, 1961). Szasz was ada-
mant in his views that mental illness did not exist, 
and Goffman’s contention was that most of the 
conditions that patients in mental institutions 
experienced were a result of the deplorable con-
ditions found in those institutions and the process 
of institutionalization itself (Cresswell, 2008; 
Mac Suibhne, 2011). The wheels were now set in 
motion.

President Kennedy stated in his 1963 message 
to Congress, “if we launch a broad new mental 
health program now, it will be possible within a 
decade or two to reduce the number of patients 
now under custodial care by 50 percent or more” 
(Torrey, 2014, p. 52). The new legislation had a 
fatal flaw. The closing of state mental health insti-
tutions was the focus. No substantive plans were 

put into place regarding where the discharged 
patients would go once they were released. The 
process had already been set in motion, and the 
move to the community was imminent.

 The Growth of the Residential 
Community-Based Model

The decline in the population of individuals 
residing in congregate care institutional settings 
has decreased significantly over the years. In 
June of 1977, 207,356 of the approximately 
247,780 persons with IDs receiving residential 
services lived in either public or private institu-
tional settings with more than 16 persons (Prouty 
et  al., 2006). This was an astounding 83.7% of 
the ID population that were receiving residential 
services. Fast forward 28 years to June of 2005 
and only 67,066 of the 411,215 persons receiving 
residential services were in congregate-based 
institutional settings. This number was a much 
lower 16.3% of those with ID in residential set-
tings (Prouty et al., 2006). During that same span 
of time, those persons living in group settings in 
community-based homes increased from 40,424 
to 344,152 (see Fig. 10.1). Those with IDs living 
in nursing home environments decreased by 
12,755 persons as well during that span of time. 
These moves were heralded by the Centers for 
Disease Control and Prevention (CDC) as laud-
able events.

The importance of this move to the commu-
nity is emphasized in the following statement:

Institutionalization and other forms of congregate 
care are inconsistent with positive public health 
policy and practice. They diminish people’s oppor-
tunities to realize essential features of human well- 
being: choice, control, ability to establish and 
pursue personal goals, family, and community 
interaction, privacy, freedom of association, and 
the respect of others (National Center on Birth 
Defects and Developmental Disabilities 
[NCBDDD], 2003, p. 181).

The support of the federal government was not as 
vivid in these events as it could have been until 
the passage of the Americans with Disabilities 
Act (ADA) in 1990 (Cook, 1991). The Olmstead 
Act paved the way for these moves to the com-
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Group Home Growth

Fig. 10.1 Corresponding rates of those with intellectual disabilities (IDs) in congregate-based institutional settings 
compared to those living in community-based settings

munity and all of the benefits that would come 
with them.

In the Olmstead decision, the Supreme Court 
affirmed that the ADA places the burden on the 
states to provide services in the most inclusive 
settings that are possible. This edict brought 
along with it an obligation to place persons with 
disabilities in community-based settings when 
their treatment professional had determined that 
this would be the best course of action for the 
person (Butler, 1999). The person with the dis-
ability was also empowered with the decision as 
to whether or not they wanted to live in the identi-
fied setting. President Bush signed an Executive 
Order on June 18, 2001, that acknowledged the 
Olmstead decision was to help put an end to 
unjustified isolation or other forms of discrimina-
tion based upon a person’s disability. The ADA 
made acts of discrimination against those with an 
ID prohibited by law and encouraged more 
community- based living options for persons with 
disabilities (Lakin & Stancliffe, 2007). The man-
ner in which these living environments are funded 
is more of a state-based decision-making 
process.

Individual states are responsible for the design 
and operation of residential service programs for 
people with IDs. The federal government then 

supplements these efforts through Medicaid 
funds at around 50–76% of the costs of those pro-
grams and services. Each of these settings must 
meet the minimum federal guidelines in order to 
begin operation as well. The costs of implement-
ing community-based shared living arrangements 
are far outweighed by the benefits that they pro-
vide for those that reside in these settings.

A great deal of research has been conducted 
related to the efficacy of community-based living 
arrangements for people with IDs (Harchik & 
Campbell, 1998). These studies have examined a 
number of variables related to the health and 
well-being of those with IDs. These findings con-
tinue to underscore the increased personal auton-
omy, community participation, and increased 
family contacts that have been observed when 
people with IDs live in community-based homes 
as opposed to institutional settings. Persons with 
IDs that reside in community-based settings are 
more equipped to participate in the life of the 
community (Guercio, 2020). Many of these set-
tings are significantly smaller than those of an 
institutional nature and the result of more com-
munity access with less staffing concerns. The 
increased focus on community-based integration 
allows for many skills such as grocery shopping, 
money management, and social skills to be prac-
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ticed in  vivo as opposed to strictly role played 
and never used in functional ways in functional 
settings.

 Financial Advantages

Families that primarily provide in-home care for 
their loved ones bear the burden of extensive 
therapy costs, residential modifications, and a 
host of other hidden costs that are manifested 
when these supports are provided in naturalistic 
settings such as the family home (Lakin & 
Stancliffe, 2007). The costs to the state of main-
taining the status quo of institutional placements 
bring along with it a financial burden of a differ-
ent sort. The costs of operating state-run institu-
tional settings are immense (Stancliffe & Lakin, 
2005).

Even as state-operated institutions were down-
sizing, the fixed costs associated with their opera-
tion remained. The costs, per person, to operate 
these institutions actually increased from around 
$52,077 in 1977 to around $148,000 per person 
per year as late as 2005 (Lakin et al., 2006). What 
looked to be a very progressive move on the face 
of it proved to be less impressive than initially 
thought. Closing the institutions only shifted the 
cost to the states. The 74% decrease in state-run 
facilities’ populations from 1977 to 2005 only 
resulted in a real dollar savings of 24%. Each 
state is tasked with designing community reinte-
gration as they see fit.

In 2005, approximately 60% of the people 
residing in state-run institutions lived in one-
third of the states (i.e., 17; Lakin & Stancliffe, 
2007). These states have traditionally been 
known as the slowest with respect to their dein-
stitutionalization efforts (Prouty et al., 2006). As 
the states have gradually taken over the housing 
needs of these persons with IDs, the size of the 
residential community settings has undergone a 
downsizing.

The percentage of people receiving residential 
supports in the community in 2005 was 8.5 times 
greater than when deinstitutionalization efforts 
were initiated in 1977 (Lakin & Stancliffe, 2007). 
Many of the initial residential homes placed in 

the community had from seven to 15 persons in 
them. This number has decreased to the point that 
by 2005, the number of community-based resi-
dential settings with less than three people in 
them decreased 21.5 times compared to the 1977 
number. That is an increase from 8680 people in 
1977 to 184,024 people as of 2005. The huge 
push to the community was a great move for per-
sons with disabilities as well as a fantastic oppor-
tunity for behaviorally based staff training 
methods to flourish.

 Staff Training and Oversight

The implementation of the plans that are put into 
place by behavioral professionals is the backbone 
of successful community placements. Reid and 
Parsons (2002) stated that the

lack of effective treatment resulting from insuffi-
cient program implementation has led to an over-
reliance on numerous types of medications to 
sedate or otherwise override the occurrence of 
challenging behavior. Such medications often have 
detrimental side effects for individuals with severe 
disabilities and frequently do not address the actual 
reasons why people engage in challenging behav-
ior (p. 6).

The group home service model has been referred 
to by some as the emblem of community-based 
care (Tossebro et al., 2012). The term has been 
applied to a diverse set of living arrangements, 
residents, and support that is provided in the set-
ting. For the purposes of this chapter, we will use 
the definition put forth by Clement and Bigby 
(2010), which defines the group home as a living 
arrangement for between two and six residents 
where staff support is provided both in the home 
and in the community for those that live there. 
Group homes are part of the landscape of ID ser-
vice provision and are a practical means to imple-
ment most of our social policies around services 
for those with an ID.  Quality of life can be 
addressed in these settings regardless of the func-
tioning level of those that live in them.

In the United Kingdom, a program entitled 
Valuing People exists whereby legal and civil 
rights independence, choice, and inclusion are 
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primary focuses (Clement & Bigby, 2010). The 
staff in group home environments are expected to 
support the persons that live there according to 
these principles. The focus in setting up these 
environments has primarily been to provide those 
with IDs the same opportunities and options that 
are available for those without an ID and to do so 
in a way that fosters autonomy and inclusion. The 
appearance of these settings needs to fit within 
this philosophical model as well.

The goal of an ordinary house in a typical 
neighborhood will allow such settings not to be 
identified as a service establishment. This is a 
crucial aspect of the group home being able to 
blend into the community with no outstanding 
identifiers as to the services that are provided 
inside. This vision of a typical life just like every-
one else’s life is the ultimate goal. In order to 
guide the philosophy that serves as the founda-
tion for group home settings, O’Brien (1987) has 
proposed five accomplishments that serve as a 
framework for the behavior of staff working in 
group home settings (see Table 10.1).

 Behavioral Concerns in Residential 
Settings

Many of the persons requiring residential sup-
ports in the community display unwanted behav-
ior. This behavior can be in the form of verbal 
threats, noncompliance, property destruction, 
and/or physical aggression. These issues make it 
difficult to provide these services in a safe man-
ner that reduces the risk for all involved in the 
person’s care. A recent study underscored the 
utility of examining aggressive behavior in adults 
with IDs and the different interventions that have 
been applied to these problems (Im, 2021).

The strongest evidence to date for efficacy 
with behavioral issues for adults with IDs (pri-
marily autism) and aggression has been from 
pharmaceutical means (Im, 2021). Most reviews 
are biased toward randomized controlled trials, 
thus excluding a great deal of the behavioral lit-
erature due to its focus in single subject design 
(SSD) methodology. Even given this bias, there is 
strong evidence to suggest that function-based 

interventions for adults with IDs and aggression 
in community settings can be treated using 
behavioral interventions (Guercio, 2020; Guercio 
& Cormier, 2015; Singh et  al., 2019; Wilson 
et al., 2015). The prevalence of behavioral issues 
in residential settings has been documented to 
demonstrate the increased frequency with which 
these issues can be displayed.

Guercio and McMorrow (2007) presented a 
5-year sample of aggressive behavior that was 
observed in residential settings for persons with 
IDs and acquired brain injuries (ABIs). The pri-
mary intent of the study was to quantify the levels 
of aggression that can be observed in residential 
settings for those that may not be aware of the 
behavioral needs of adults with residential and 

Table 10.1 John O’Brien’s five accomplishments. The 
accomplishments provide a framework for deinstitutional-
ization and inclusion for persons living in group home set-
tings in the community

Accomplishment Definition and rationale
Community 
presence

The sharing of common community 
sites that define community 
inclusion and participation

Choice The experience of autonomy in 
small daily matters (what to wear, 
or what to eat) and in more 
significant matters such as what 
type of work to pursue, who one 
lives with, etc.

Competence The chance to perform functional 
activities that are part of the 
person’s values with the degree of 
assistance that is required according 
to the person’s ID

Respect Holding a valued place among a 
group of people and valued roles in 
the life of the community

Community 
participation

The experience of being included 
within a network of interpersonal 
relationships that includes close 
friends. Without this focus, people 
with ID tend to be more isolated 
and restricted. This restriction 
typically involves only family 
members and paid supports. As a 
conduit to increased community 
inclusion, it is important to provide 
the opportunity for those typically 
developing members of the 
community to interact with those 
with ID
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Fig. 10.2 Frequency and types of aggressive behavior 
manifested by individuals in community-based residential 
settings. The behavior was recorded yearly from 1998 to 
2002 across a sample of 28 adults
Note. Specifically, note the y axis on this graph. There 
were upwards of 3000 issues observed per year with 
respect to some topographies of aggressive behav-

ior. Such challenges call for a strong technology of 
behavior change in community-based settings in 
order to produce positive outcomes for the persons 
served in these settings.

behavioral needs. Their study examined a popu-
lation of approximately 28 persons across 
5 years. The topographies of aggressive behavior 
were operationally defined for staff recording and 
presented across each of the years of the study. 
The persons involved in the study ranged in age 
from 20 to 70 years and lived in one of five resi-
dential homes. The total computation of the 
extreme frequency of these issues in residential 
settings was quite eye opening (see Fig. 10.2).

 Staffing Issues in Community-Based 
Residential Settings

When it comes to services for persons with IDs, 
support staff play a crucial role. They are the face 
of the organization, and their efforts represent the 
agency that employs them (Hatton et al., 1999). 
The direct support professionals (DSPs) that 
work in residential settings for persons with ID 

serve a strong social networking function 
(Sharrard, 1992). There is no contention to the 
assertion that working in residential settings 
where behavioral challenges, staffing concerns, 
and other issues appear on a daily basis can cause 
a great deal of stress. Surveys have shown that 
between 25% and 32.5% of the staff that work in 
these settings experience heightened levels of 
stress as a result of their job (Robertson et  al., 
2005). When these issues occur with staff and 
they are not addressed adequately, burnout can 
occur (Jackson & Maslach, 1982). Some of the 
key signs and symptoms of burnout among staff 
are exhaustion, poor interaction styles with the 
persons served, as well as tardiness and absentee-
ism. Though these symptoms and the burnout 
that can result can occur in DSP staff that work 
with persons with IDs, they are much more prev-
alent in staff that work with persons that display 
extreme behavioral challenges. Persons that dis-
play high-risk aggression and property destruc-
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tion are those that are more likely to require 
residential services in the community and require 
that most of our focus be on providing them the 
evidence-based services that best serve to main-
tain their autonomy and minimize the risks that 
they present. These services are best provided 
when we instill a strong foundation of staff train-
ing that addresses the critical skills that staff will 
need when working with persons with IDs.

The behavioral literature has done a magnifi-
cent job of documenting the importance of staff 
behavior as it applies to the outcomes for the per-
sons served. Staff training is a crucial area that 
should undergird the efforts taken to provide 
quality support in the community for persons 
with IDs (Ivancic & Heise, 1998; Sturmey, 1998). 
Given the progress that has been made with dein-
stitutionalization as detailed above, the focus has 
been shifting more to how to improve community- 
based residential services (Harchik & Campbell, 
1998; Sundram, 1999).

The discipline of organizational behavior 
management (OBM) is subsumed under the field 
of applied behavior analysis (ABA). The princi-
ples and applications that are involved in OBM 
are identical to those applied in the field of ABA, 
with the caveat that they are applied in different 
organizational settings. The early period in the 
evolution of community-based residential living 
for persons with IDs occurred in the late 1960s 
and early 1970s. The primary focus during those 
times was an organizational principle that the 
type of settings involved were a function of the 
severity of the person’s disability (Hitzing, 1987). 
Such views narrowed the options for persons 
with IDs and left them primarily with no alterna-
tives other than larger residential settings with 
more people per home. As the prevailing attitudes 
of the times changed in the 1980s, the focus 
shifted more to client choice and the planning of 
services centered around personal preferences 
(Racino & Knoll, 1986).

The term “person centered” started to be used 
more frequently in the mid-1980s. The options to 
persons with IDs also broadened around this time 
as shared living situations, in-home family-based 
support, and independent supported living (ISL) 
arrangements started to flower

(Racino, 1995). The shift in focus to a more 
person-centered approach emphasized the ability 
for the person to choose where they wanted to 
live, as well as their roommates, with the ongoing 
support to live out these choices (Bellamy & 
Horner, 1987). The needs and choices of the per-
son served were now at the forefront as opposed 
to the availability of services as was found in the 
old model (Boles et al., 1988). These new living 
arrangements in the community called for inno-
vations in management and supervision methods 
that behavior analysis was prepared to address 
(Harchik & Campbell, 1998).

The field of OBM provided a great deal of 
guidance as the supervisory skills of staff, inter-
actions with house staff by supervisory staff, and 
staff’s use of teaching strategies were all research 
fodder for the burgeoning opportunities now 
available in the community-based supports and 
staff training arenas. The use of direct observa-
tion was very helpful in examining positive and 
negative feedback and their effects on staff per-
formance. The outcomes of some of these histori-
cal studies have proven unequivocally that OBM 
interventions work in community-based residen-
tial settings. Additional findings in the literature 
underscored that ongoing observation and feed-
back are crucial to delivering quality residential 
services. Workshops and trainings alone are inef-
fective in producing significant behavior change 
in DSP staff (Guercio, et al., 2005). One fact that 
is clear is that staff members can be taught effec-
tive skills to work in these settings that can gen-
eralize to other similar settings (Guercio, et al., 
2005; Guercio & Dixon, 2011). The feedback 
that is provided for staff must be provided on a 
consistent basis as they perform their daily duties.

 Promoting Staff Data Collection 
Behavior

No residential community-based setting would 
be complete without state-mandated paperwork 
and guidelines for how to fill this documentation 
out. From a behavioral perspective, the most 
important documentation that takes place in resi-
dential services is the behavioral notes and data 
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that are collected on the persons that live in these 
residences. The most common approach to train-
ing staff to complete their daily documentation 
occurs in lecture-based staff training sessions 
(Guercio, et al., 2005).

These training sessions are targeted at provid-
ing the staff that work in residential settings the 
skills to fill out the required documentation for 
their shift. Staff involvement in behavioral pro-
gramming can be a key catalyst in success for the 
persons served (Guercio et al., 2005). The major-
ity of traditional staff training is provided in lec-
ture format whereby a supervisor covers all of the 
material that staff are to retain and requires those 
that attend the training to fill out attendance 
sheets verifying their presence. There are typi-
cally no posttests or other permanent products to 
document competence in the tasks that were 
trained. As a result, many staff do not learn the 
skills that are being taught, and the end result is a 
performance deficit that shows up in the future. 
Competency-based training and feedback are 
required to get staff to retain the material that is 
being trained (Guercio et al., 2005).

Traditional lecture-based staff training proce-
dures are not efficacious in communicating to 
staff what is required from them behaviorally 
(Campbell, 2007). The staff only tend to retain 
minimal competency in the trained areas, and it 
may take weeks or months for performance defi-
cits to show up. By that time, the issues are severe 
enough that a great deal of valuable information 
may have been missed. A recent meta-analysis of 
the required components for effective staff train-
ing indicated that mere lecture needs to be only 
one component of the procedure (van Oorsouw 
et al., 2009). Basic in-service training was found 
to be much more effective when in vivo on-the- 
job efforts were intermingled with the in-service. 
Verbal and other types of feedback have proven 
to be strong predictors of behavior change in staff 
(Daniels & Bailey, 2014). The comorbidity of 
behavioral problems only exacerbates the need 
for effective staff training as evidenced by the 
high levels of staff turnover and burnout that 
were discussed earlier in this chapter. Effective 
training can foster more control and expertise for 
staff as they work with those that may display 

higher levels of aggressive behavior. The research 
is clear that high-quality staff training programs 
help to facilitate increased autonomy, quality of 
life, and the attainment of personal goals for per-
sons with IDs (Brown et al., 2013). As we shift 
our focus more to evidence-based interventions 
for training the staff that work with some of our 
most vulnerable citizens, it is imperative that we 
employ methodologies that are proven in the lit-
erature (Gormley et al., 2020).

Staff training related to data collection behav-
ior is an area familiar to most behavior analysts. 
Incorporating the evidence-based practices 
described above, Guercio et al. (2005) utilized a 
systematic method of feedback to staff that was 
related to their completion of designated behav-
ioral data collection across three community- 
based residential settings. Staff were to complete 
assigned behavioral incentive plan data on each 
of the residents in their home. A systematic pro-
gression of in-service training, general and spe-
cific public posting, and supervisor assignment 
phases were utilized to increase the data collec-
tion behavior in the residential setting. In-service 
training was found to have minimal effect on the 
staff’s data collection behavior. The public post-
ing intervention showed some deterioration of 
effect over time as staff became accustomed to 
the feedback. The most efficacious intervention 
was the assignment of supervisory staff to ensure 
that the data were collected on a daily basis. The 
accountability that this intervention involved pro-
duced the most robust effect as the graph below 
attests (see Fig. 10.3).

 Therapeutic Teaching Interactions

Promoting dignity and respect for those that we 
serve is the cornerstone of quality residential ser-
vices for persons with IDs. The evolution of the 
field of psychiatry and ID services is rife with 
maltreatment and atrocities that have done any-
thing but respect the dignity and promote respect 
for those that are served. Knowing how to fill out 
paperwork and take care of the duties around the 
residence is great, but if these things are done 
with a poor interaction style, minimal gains can 
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be made for the persons with ID living in the 
homes staffed by persons with little care or con-
cern for their values (Guercio, 2020). Being able 
to diffuse a potential problem is the best way to 
teach staff to better monitor their interaction 
styles.

There are many examples of staff that attempt 
to justify their role in an aggressive outburst 
when questioned as to the cause of the outburst. 
I have heard several staff state that they just 
asked the person with an ID to complete a task 
and they started to display aggressive behavior. 
What is so often overlooked is the manner in 
which the request is made. Staff in DSP roles 
tend to focus excessively on the plans that are 
written for the people that they serve and the 
manner in which they try to follow these plans is 
often heavy handed and confrontational in 
nature. Dietary guidelines and supervision 
guidelines are frequently interpreted as rigid 
rules that must be followed at all costs. An 
inability to be flexible in these situations and to 

take the path of least resistance with respect to 
provoking angry outbursts is a skill that must be 
taught to all DSP staff in order to maintain a 
safe and healthy residence. I have observed situ-
ations where a medical professional has recom-
mended that the sodium intake of a client be 
reduced below a certain amount per day. This 
happens all of the time in residential settings 
given our parental stance toward putting restric-
tions in place for persons with IDs in the name 
of their health. The ironic thing is that their 
same-age peers that are typically developing are 
making the same poor choices about nutrition 
and health with no untoward consequences. 
Well- intentioned staff will then try to restrict 
foods or even take foods away from the person 
if they violate the medical restriction that has 
been put in place. This is a recipe for disaster as 
the end result is typically escape-maintained 
aggressive responding. The promotion of more 
positive teaching-based interactions is the best 
way to avoid such aggression.
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Guercio and Dixon (2010) employed a survey 
of supervisors in a residential facility to deter-
mine which of the DSP staff that were employed 
there suffered from interaction style problems. 
The staff that were identified were then observed 
for their interactional deficits by way of an opera-
tionalized interaction tool that allowed the inves-
tigators to quantify, in objective terms, their use 
of a characteristically positive interaction style. 
The interaction style training model goes by the 
acronym PEARLS and is described in Table 10.2 
(McMorrow, 2003).

Each of the components of the PEARLS 
model is scored using a 10-min interval proce-
dure where each of the components is scored dur-
ing separate 1-min bins of the 10-min interval 
according to each of the components of the sys-
tem listed above. The operational definitions for 
each of the components are included to allow 
both supervisors and staff the opportunity to 
quantify the positive interactions that are 
observed and to give feedback related to particu-
lar strengths and weaknesses in the interaction 
styles of individual staff members.

Observations of the staff members showed that 
both the frequency and quality of their interac-
tions with residents were well below that of their 
DSP peers (Guercio & Dixon, 2010). This is typi-
cally the case in that decreased effort in maintain-
ing interactions typically produces an interaction 
style that is devoid of reinforcement for either the 
DSP or the person with an ID. For these reasons, 
the frequency and quality of positive interactions 
have to be targeted in order to facilitate positive 
teaching-based interaction styles. Video modeling 
and instruction was then employed to build the 
interactional skills of the staff.

The efficacy of video-based modeling to facil-
itate positive interaction styles has been proven to 
work in situations whereby staff have been resis-
tant to other training methods (Guercio & Dixon, 
2010). Video-based models that display all of the 
elements of the PEARLS interaction system were 
provided to the staff identified as having poor 
interaction skills. The provision of video-based 
samples of their own behavior to the staff serves 
as a learning tool for them to self-evaluate their 
skills. Staff interpretation of their own skill sets is 
very inaccurate, and this was manifested by the 
high scores that staff tended to give themselves 

even after watching initial video clips of their 
behavior. The staff were also required to provide 
a detailed description of what a good interaction 
consisted of prior to observing a second video 

Table 10.2 Description of the PEARLS interaction 
model. Each component of the model is described along 
with descriptions of the behavior involved in each of the 
components

PEARLS 
element Description
Positive Was the staff member engaging in or 

initiating positive interactions with the 
person served? This was measured by a 
frequency count of the statements that 
were made by staff during the observation 
period and scoring them as positive if 
they were supportive of the person served 
and included praise or other components 
that were favorable. Examples of such 
statements would be “I heard that you had 
a great day at work today, great job,” or 
“you performed your cooking routine 
with very few problems today, 
congratulations.” some nonexamples that 
were provided included any directives 
given that were sarcastic or that delivered 
negative feedback to the participant such 
as “what kind of shirt is that? Don’t you 
know that those colors don’t match? 
What is wrong with you?”

Early Did the staff member intervene early 
enough to avoid a more high-risk 
behavioral episode? This element of 
PEARLS was scored as occurring if the 
staff intervened verbally, gesturally, or 
physically as the person served started to 
engage in some of the precursor 
behaviors to their behavioral chains of 
aggression. Early responding meant that 
the staff intervened prior to significant 
high-risk aggression being displayed. 
This element was scored as not applicable 
(N/A) if no issues of inappropriate 
behavior or aggression were noted. The 
frequency counts of this element were 
then displayed as percentages according 
to the description above

All Was the staff member interacting with as 
many of the persons served as possible? 
This element of PEARLS utilized a 
formula that looked at the number of 
persons served that were within a 6-ft 
radius of the staff member. If the staff 
member had five persons served within 
6 feet of him/her during the observation 
period but interacted with only two of 
them, he or she was scored with a 40% 
for that interval (2/5 × 100 = 40)

(continued)
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Table 10.2 (continued)

PEARLS 
element Description
Reinforce Did the staff member provide praise or 

other forms of reinforcement for displays 
of appropriate behavior? The reinforce 
element of PEARLS was similar to the 
positive element, with the main difference 
being that reinforce was based upon the 
staff member’s response to the behavior 
of the person served as opposed to a 
general statement as described in the 
positive element. Scoring was the same as 
described above

Look Was the staff member looking for 
opportunities to teach appropriate 
behavior at every opportunity? The look 
component recorded instances of staff 
interaction or statements that provided 
alternative appropriate response examples 
to the participant either verbally or 
through modeling after the display of 
inappropriate behavior. An example of 
the look element would be a staff member 
reviewing appropriate male-female 
interactions if the participant had made a 
sexually inappropriate comment or tried 
to fondle a staff member. Scoring for this 
element was the same as described above

Speak 
softly

Did the staff member use a 
conversationally appropriate tone of voice 
when interacting with the person served? 
The speak softly component focused on 
staff employing tones of voice that were 
too loud or authoritarian in nature. An 
example of the speak softly component 
would be the staff member using a tone 
of voice that could not be heard in an 
adjoining room or heard from a distance 
of at least 15 feet away

that was an exemplar of an appropriate interac-
tion style as defined by the PEARLS model. The 
staff were given feedback after they scored their 
own video samples as well as their scoring of the 
clinical staff exemplar video. The feedback con-
sisted of how their scores differed from the scores 
of clinical staff based on the operational defini-
tions of the model as outlined above. The staff 
were also offered in  vivo feedback after each 
interaction and a second opportunity to view a 
video sample of their interaction style after 
receiving feedback on their scoring and watching 
an exemplar video in the previous phases of the 

study. The results showed that all of the staff in 
the study significantly improved upon their 
PEARLS scores as a result of the video scoring, 
modeling, and feedback (see Fig. 10.4). Now that 
staff could display these skills, what type of an 
impact did increased PEARLS scores have on 
client engagement in functional activities and 
happiness indices?

The question to be answered was a viable one 
in that the functional impact of high PEARLS 
scores on the day-to-day behavior of the persons 
served was the real purpose of training these 
skills. In order to answer this question, PEARLS 
skills were taught to staff across three residential 
settings. The concomitant behavior of engage-
ment in purposeful activities was measured for 
the persons with IDs living in these residences. 
Resident productive activity was patterned after 
the Group Activity Observation Form described 
by Reid and Parsons (2002). The scale allowed 
for discrete descriptions of the residents’ behav-
ior during 10-min observation periods:

Purposeful/Adaptive: Activities with a purpose.
Purposeful/Age Inappropriate: Activities asso-

ciated with a younger age group.
Engaged: Manipulating materials in appropriate 

ways/exploration.
Nonadaptive: Lack of participation in purpose-

ful activity.
Aggressive/Disruptive: Property 

destruction/aggression.

Measures of resident happiness were also 
assessed according to behavioral definitions 
described by Green and Reid (1996). Happiness 
was defined as any vocalization or facial expres-
sion that would be considered to be an indicator 
of happiness (e.g., smiling, laughing, yelling 
while laughing). Unhappiness was defined as any 
vocalization or facial expression that would be 
considered to be an indicator of unhappiness 
(e.g., frowning, crying, grimacing). Neutral was 
defined as facial expressions that did not fit either 
of the two categories (Guercio & Dixon, 2011). 
The results clearly demonstrated the efficacy of 
teaching positive therapeutic interaction skills 
and their subsequent impact on purposeful activ-
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Fig. 10.4 PEARLS interaction scores for the three staff involved in the study. Scores are depicted during each of the 
phases of video modeling and feedback

ity and the happiness indices of those living in 
residential settings for adults with IDs. PEARLS 
behavior was found to increase across all of the 

phases of the study (see Fig. 10.5). Concomitant 
increases were also seen in the productive 
involvement of the residents in the homes where 
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the interventions were initiated (see Fig. 10.6). A 
very clear impact was also observed with respect 
to the happiness indices that were observed for 
the residents in homes where PEARLS scores 
were the highest (see Fig. 10.7).

Each of the outcomes described above demon-
strates the utility of a science of behavior to posi-
tively impact socially valid behavioral outcomes 
in community-based residential settings.

 Where Do We Go from Here?

We are many decades out from the mass deinsti-
tutionalization movements of the 1960s. In order 
to more fully realize President Kennedy’s vision 
for better community-based living options for 
persons with IDs, we must employ our science of 
behavior more meticulously to issues that have 
the greatest impact on persons with special needs. 
This chapter has illuminated the specific efforts 
of the field of behavior analysis in general, and 
OBM in particular, to facilitate improvements in 
the manner in which staff are trained to provide 
the critical services that they are charged with 
providing on a daily basis. We have the technol-
ogy to do so, we must choose better targets of our 
services in order to produce more meaningful 
outcomes.

My core belief is that our focus should be 
more sharply on the direct care staff that work in 
community-based residential settings. The 
behavior of the people that we serve cannot expe-
rience the positive gains that clinicians envision 
unless there is a strong base of DSP staff that are 
dedicated to their duties and trained to criterion 
on what these duties entail. We should avoid 
wasting our time on meaningless training ses-
sions in lecture-based formats at all costs. The 
literature has taught us that our staff training 
needs to include performance-based measures. 
Staff should also be required to demonstrate 
some minimum measurable competency in order 
to work in the homes in which they are assigned. 
We should stop spinning our wheels trying to 
teach staff behavior that may have little to no 
influence on socially valid outcomes and 
increased autonomy. By pinpointing these behav-

ioral issues, we can avoid the inhumanity that 
was rampant in the institutional settings of the 
past. We are finally freeing those with IDs from 
these settings and need to be better prepared to 
address these issues in settings that are more 
appropriate for facilitating choice and indepen-
dence in the communities in which they live. The 
lives of those that we serve may just depend on it.
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Community Settings 
and Individuals with Autism

Amy R. Bukszpan and Todd Streff

Autism spectrum disorder (ASD) is a neurode-
velopmental disorder that spans a lifetime (Lever 
et al. 2017). It has become increasingly evident 
that there are mounting challenges to be faced as 
those with ASD move from childhood to adoles-
cence and then into adulthood (Dudley et  al., 
2019; Gerhardt & Lainer, 2011; Perkins & 
Berkman, 2012; Schott et  al., 2021; Shattuck 
et al., 2012a, b). With estimates of over 48,000 
teenagers with ASD turning 18  years old each 
year (Shattuck et  al., 2012b), a further sizable 
cohort of individuals with ASD aging into their 
70s (Perkins & Berkman, 2012), and 1 in 54 chil-
dren being diagnosed with ASD (Centers for 
Disease Control and Prevention, 2020), the 
Centers for Disease Control and Prevention 
(CDC) warns that these trends should provoke 
heightened concerns over research and resources 
for those transitioning to adolescence and on to 
adulthood (CDC, 2020).

Adults with ASD and those who support them 
have many alternatives and decisions to manage 
as they navigate through the barriers they are 
likely to encounter in their day-to-day living. The 
authors of this chapter look at two broad aspects: 
deinstitutionalization and the move to the com-

munity and clinical concerns to ensure a high 
quality of living. Within each of these aspects, 
there are several factors to consider as we face an 
increasing number of ASD diagnoses and an 
aging population of ASD individuals needing 
services through adulthood. Factors include 
interventions and trained support to ensure an 
individual’s health and safety, autonomy, and 
quality of life in the community.

Resnik and Blackburn (2009) noted that of 
917 adults aged 19–30 years, only 32% reported 
still living with their parents or guardians, com-
pared to 58% who indicated living independently, 
either with or without a spouse or partner. This 
same review looked at 1652 adults with ASD 
also, aged 19–30 years, and found that 79% still 
lived with their parents or guardians, with only 
4% reporting living independently and 12% liv-
ing in a supported residence for individuals with 
special needs (Resnik & Blackburn, 2009). 
Further, Hewitt et al. (2017) identified that indi-
viduals with ASD had a 42% lower chance of liv-
ing independently when compared to their peers 
with developmental disabilities. Even more, 
Hewitt et  al. noted a clear association between 
the type of living situation and severity of ASD 
symptoms.

Shattuck et al. (2012b) identified a dearth of 
research on services for adults and adolescents 
with ASD. The authors pointed to an “underde-
veloped” and “uninformed” field of study and 
noted that “Extant research does not reflect the 
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demographic or impairment heterogeneity of the 
population, the range of services that adults with 
autism require to function with purposeful lives 
in the community, or the need for coordination 
across services” (Shattuck et al., 2012b, p. 288). 
With the growing number of adults and adoles-
cents with ASD living in the community, it is 
incumbent upon practitioners, service providers, 
and agencies to support these individuals with 
high-quality, evidence-based practices and inter-
ventions which meet their growing needs 
(Gerhardt & Lainer, 2011; Schott et  al., 2021; 
Shattuck et al., 2012b). This includes evaluating 
community-based options from access to 
resources and support services to developing 
long-lasting social relationships.

With Shattuck et  al. (2012b) in mind, this 
chapter will first seek to briefly review the history 
of community living in the ASD population and 
outline a variety of community-based housing 
options by assessing placements based on the 
degree of supports and availability and access to 
the community. Next, this chapter will evaluate 
indicators for increasing an individual’s access to 
a high quality of life by outlining various con-
cerns relative to community living and provide 
clinical recommendations for practitioners pro-
viding services for clients in these settings.

 Part I: Deinstitutionalization 
and the Move to the Community

Between the 1950s and 1970s, the United States 
saw a drop from an estimated 560,000 institu-
tionalized individuals to less than 50,000 
(Hinshaw, 2007). It was a period marked by 
widespread deinstitutionalization of psychiatric 
hospitals and developmental centers with the 
passing of the Community Mental Health Centers 
Construction Act in 1963 (Lima et al., 2018). The 
treatment and housing of individuals with mental 
health disorders and developmental disabilities 
moved from large, often state-run, institutions to 
community-based residences (Leslie et al., 2017). 
While goals sighted for this transition include the 
improvement of long-term outcomes for the resi-
dents and increased accountability for staff 

(Mandell, 2017), additional reasons included 
abolishing inhumane living conditions as well as 
an increased hope that psychotropic medications 
would provide adequate resolution to interfering 
behaviors (Lima et  al., 2018). A further reason 
for deinstitutionalization included reduced cost 
of care, as funding moved from hospitals to 
community- based treatment (Lima et  al., 2018; 
Yohanna, 2013).

State-run facilities, such as hospitals and insti-
tutions, were to serve not only a housing function 
for individuals with mental health disorders and 
developmental disabilities but were also to pro-
vide ongoing support services including thera-
peutic and medical treatment, medication, 
prevocational and vocational training, employ-
ment opportunities, and a built-in community 
(Yohanna, 2013). However, it became increas-
ingly evident, after a 1970s expose of the filthy, 
experimental, and inhumane treatment of resi-
dents at a state-run school for children with 
developmental disabilities, that individuals in 
institutionalized settings, shuttered behind closed 
doors, out of sight, and out of the mind of many, 
could easily become victims to squalid condi-
tions, unethical practices, and abuse (Mandell, 
2017). Evaluations for alternative funding, the 
Civil Rights Movement of the 1960s, with calls 
for the equality and autonomy of marginalized 
and vulnerable populations, and the response to 
the publicity of the appalling findings at the state- 
run school, all moved the mission for deinstitu-
tionalization forward across the United States in 
the 1970s (Lima et al., 2018).

State Medicaid waiver programs allowed 
states to cover the costs for the care and support 
of an individual with disabilities in their home or 
community rather than a hospital or institutional-
ized setting (Velott et  al., 2016). Initially, 
Medicaid waivers only covered particularly at- 
risk individuals who would otherwise be placed 
in skilled nursing facilities, intermediate care 
facility, or intermediate care facilitate for the 
mentally retarded (Miller et al., 1999). However, 
the passing of the Omnibus Budget Reconciliation 
Act (OBRA) of 1985 authorized state administra-
tors to utilize Medicaid waivers for home- and 
community-based services (HCBS). Further, the 

A. R. Bukszpan and T. Streff



181

passing of the Olmstead ruling by the Supreme 
Court in 1999, which mandated that individuals 
with disabilities receive services in integrated set-
tings, pressed the growth of HCBS and the fur-
ther movement away from hospital and 
institutionalized settings (Schott et  al., 2021; 
Velott et al., 2016). By 2010, 47 states were using 
HCBS waivers to cover the long-term care of 
over 1.4  million adults and children, with over 
one-third of those individuals having an intellec-
tual or developmental disability (Velott et  al., 
2016).

Presently, Medicaid waivers are used to pro-
vide a variety of community-based services for 
individuals across the United States with 2.5 mil-
lion people receiving services. These services 
include case management, day care, habilitation, 
home health care, nursing, personal care, respite 
care, medication management, training, and 
transportation (Miller et al., 1999). Unfortunately, 
due to the growing demand in services and the 
decentralized nature of individually run state 
Medicaid waiver programs (Velott et al., 2016), 
nearly half a million individuals with ASD or 
other intellectual or developmental disabilities 
are either on waitlists for Medicaid waivers or 
waiting for approved Medicaid services (Schott 
et  al., 2021). Thus, even though the Medicaid 
waiver program markedly helped to reduce the 
number of individuals with developmental and 
intellectual disabilities living in institutions, there 
is growing disparities in services as well.

 Transitioning from Institution 
to Community: A Case Study

Transitioning individuals from an institution to 
community-based housing options comes with 
risks, fears, concerns, and barriers. Horn et  al. 
(2013) provided a case study of Tim, a 47-year- 
old man, diagnosed with severe ASD and pro-
found developmental delays with a history of 
aggression and property destruction, who, after 
nearly 7 years of seclusion within an institution-
alized placement, transitioned to near-full com-
munity inclusion. In their evaluation, Horn et al. 
noted the transition was prompted by two factors. 
The first was a legal issue and the second an ethi-

cal one. Due to a dropped assault charge, Tim 
was no longer mandated to the forensic unit of 
the hospital; thus, he was to transition into the 
greater hospital ward and then into an appropri-
ate community setting; this was the legal issue. 
The ethical concern was over a question of qual-
ity of life. How could Tim be expected to have 
anything other than a poor quality of life if he 
was alone in a locked room for most of his life. 
Together, these issues drove Tim’s initial steps to 
transition.

Horn et al. (2013) use this case study not only 
to underscore the successful interventions uti-
lized but also to evaluate staff training, the overall 
effects of rapport building and developing trust 
between a client and practitioner, and the ulti-
mate change in staff attitudes toward Tim. By not 
only considering the rights and success of the 
individual under care but additionally accounting 
for the emotions and safety of direct-care staff, 
Horn et al. (2013) provided an excellent frame-
work for clinical recommendations which we 
will return to later in this chapter.

 Types of Community Settings

Several questions come to mind for anyone on 
the hunt for a new home or moving out on their 
own for the first time. Do I want to live in a city 
or are the suburbs okay? Am I okay with rural 
housing; driving a distance to get to work, school, 
medical appointments? What kind of home am I 
looking for? Single-family dwelling or an apart-
ment? Should I live with roommates, on my own, 
or do I stay close to home? Can I afford to live 
here? What type of job can I secure? What will 
my public benefits (e.g., Supplemental Security 
Income [SSI] and Social Security Disability 
Insurance/Disabled [SSDI] Adult Child Benefits) 
cover? This is a challenge for sure. For the 
increased number of individuals with ASD reach-
ing adulthood, and their families, seeking hous-
ing options comes with even further questions. 
Additional considerations may include the level 
of daily support required, degree of access to 
behavioral or medical health, availability of 
career and vocational supports, and access to 
social activities, friends, and family.
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While there are a variety of community hous-
ing options available for individuals with ASD, 
these options often lack consistency and a clear 
framework for selecting, identifying, and evalu-
ating each model (Resnik & Blackburn, 2009). 
From group homes to independent living, renting 
a space alone or living with peers, to living with 
foster parents or ultimately choosing to stay at 
home with parents, each model should be evalu-
ated based on an individual’s needs, values, and 
reinforcers, as well as for overall safety, access to 
interventions, and social network. Thompson 
et  al. (2018) found that caregivers regarded the 
success of their adult child’s living arrangements 
by the degree of individuality of the placement, 
which involved not only available resources but 
the style and built of the home as well. 
Considerations for paying for the residence, 
state-funded programs, or individual responsibil-
ity need also to be planned.

The heterogeneity of ASD creates further 
problems for selection of the best community- 
based options for housing as there is truly no one- 
size- fits-all option. Research indicates that for 
adults with ASD, intellectual and verbal abilities 
in childhood are strongly correlated with 
improved outcomes as adults (Howlin & Magiati, 
2017), potentially suggesting less of a need for 
supports and interventions for these individuals 
in community living settings. Also, Stuart- 
Hamilton and Morgan (2011) found that for 
aging adults with ASD without intellectual dis-
ability, maintaining a high quality of life included 
employment which highlighted fiscal freedom, 
affording a living situation with greater access to 
social interactions and the community. However, 
Zimmerman et al. (2018) noted that the perceived 
social support of adults diagnosed with high- 
functioning ASD, which included access to inter-
ventions, was also related to improved 
psychosocial outcomes. Thus, when analyzing 
options for community-based options, be it hous-
ing, employment, or support services, it is impor-
tant to always take the individual’s perspectives 
into considerations as well as their ultimate goals.

The importance of selecting an appropriate 
community-based housing option lies in the indi-
vidual’s ability to lead a high-quality life marked 

by access to reinforcement through the environ-
ment. Krauss et  al. (2005) set out to identify 
parental perspectives on adults with ASD living 
at home or in community-based settings by col-
lecting data from 133 families. Participants all 
had a son or daughter, aged 22  years or older, 
with ASD. Of the population, 63% lived in a non- 
family setting with the remaining living with 
their parents at home. Outcomes of the study 
found mothers to have positive and negative per-
spectives on their adult child living at home or in 
community. Co-residing with their adult child at 
home was marked with their child receiving good 
care and security, as well as indicators of overall 
happiness. However, negative aspects of living at 
home involved problems with the family manag-
ing their adult child’s behaviors, lack of social 
interactions, limitation of freedom, and concerns 
over their child’s future. Mothers with adult chil-
dren living in community-based settings also 
noted a range of both benefits and disadvantages 
for their children. Benefits included their child 
learning new skills and building independence, 
having a greater social life, and making friends, 
as well as having a more age-appropriate life-
style. Negatives included challenges over staff-
ing; concerns regarding training, turnover, and 
communication; and worry regarding the overall 
quality of care of their child, including their 
safety, personal hygiene and grooming, and less 
integration with the family.

Krauss et al. (2005) highlighted the perspec-
tives of parents examining some commonly noted 
pros and cons of community-based living and 
why so many parents opt to keep their adult chil-
dren with ASD living at home. Their study echoes 
the voices of many other parents of adults who 
struggle with the urge to ensure the safety and 
well-being of their adult child but who also seek 
to maintain a balance in their own lives. 
Unsurprisingly, there are a high number of adult 
individuals with ASD who still live at home, co- 
habituating with their parents, due to the key fac-
tors identified in the previous study.

It is reported that young adults with ASD 
reside with their parents or guardians more often 
and for longer duration than peers with and with-
out developmental disabilities (Anderson et  al., 
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2014). For these individuals who remain at home, 
this placement can only last if parents or guard-
ians can provide direct care or ensure supplemen-
tary support services for their adult children. 
Interventions focused on developing activities of 
daily living, a greater reliance on day services, 
and a focus on supported employment all become 
progressively more important in the development 
of the individual and the ability for the caregiver 
to maintain care (Autism Society San Francisco 
Bay Area, 2021).

Discussions surrounding adults with ASD liv-
ing at home often revolve around the individual’s 
effect on the caregiver and stressors on family 
resources (Krauss et  al., 2005; Marsack- 
Topolewski et  al., 2021; Wong et  al., 2020) as 
well as limited access to services and community 
access (Schott et  al. 2021). However, Krauss 
et al. (2005) found that for some mothers of adult 
children with ASD, keeping their children at 
home and in their care was marked with benefits 
to the family as well as their sons and daughters. 
However, perceived caregiver burden does 
directly affect the ability of a family to care for 
their adult child with ASD at home and for that 
individual’s ability to access resources in and 
around the community (Wong et al., 2020).

Caregiver burden and caregiver capacity to 
provide care both greatly affect the quality of life 
of an individual living at home with ASD as well 
as the quality of life of the parent or guardian pro-
viding care. Autism severity has been found to be 
a significant predictor of caregiver burden and to 
negatively impact the caregiver’s quality of life 
(Stuart & McGrew, 2009). Further, mental health 
concerns and challenging behaviors are the two 
most noted forecasters for parental burden (Wong 
et al., 2020).

Marsack-Topolewski et  al. (2021) evaluated 
parental perceptions of caregiver burden for 320 
parents, aged 50–59 years, who had at least one 
adult child with ASD living at home. Marsack- 
Topolewski et al. then sought to evaluate whether 
teaching the skills associated with activities of 
daily living (ADLs) would reduce the parents’ 
overall, perceived parental burden. The adult 
children of the participants represented the het-
erogeneity of adults with ASD living at home 

with their parents or guardians. Of the partici-
pants’ children with ASD, 42% had access to 
some level of employment, including sheltered 
workshops, a job coach, a full- or part-time job, 
and referenced friends in the community. Further, 
Marsack-Topolewski et al. noted that nearly 25% 
of the participants’ children attended public 
schools, 16% attended university or college pro-
grams, and 4.1% attended a vocational training 
program and that only 11% of parents reported 
that their adult child with ASD engaged in seri-
ous interfering behaviors.

Marsack-Topolewski et  al. (2021) analyzed 
parental burden across 15 items using a Caregiver 
Burden Inventory (CBI) along with three items 
from the Caregiver Reaction Assessment (CRA). 
The CBI and CRA evaluated for items across 
four categories of parental burden: time depen-
dence, developmental, emotional, and financial. 
The time dependence burden was related to top-
ics interfering with the parents’ time dedicated to 
such items as helping their adult child to perform 
daily tasks, needing to always supervise their 
child, and their child’s overall dependency on 
them for basic functioning. The next category, 
the developmental burden group, included ques-
tions regarding the parents’ own personal devel-
opment and included issues around feelings that 
they were missing out on in their own life, emo-
tional stress, their social life, and personal expec-
tations. The emotional burden grouping consisted 
of parents’ negative feelings directed toward their 
adult child with ASD such as feeling ashamed by 
them, resenting their child, feeling uncomfort-
able with friends over, and being angry over their 
own interactions towards their child. Lastly, to 
measure the financial impact of raising and sup-
porting an adult with ASD in their home, the 
researchers asked questions over availability of 
adequate resources and financial strain under the 
financial burden question classification. The 
mean score of all four categories represented the 
total, parental caregiver burden. Overall, 
Marsack-Topolewski et al. (2021) found that the 
higher the parental burden score, the greater their 
adult child’s deficits in ADLs.

The results of Marsack-Topolewski et  al. 
(2021) indicated that interventions which focus 
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on developing independence in ADLs can be 
beneficial to the adult child with ASD and the 
parents providing care. Parents noted feeling less 
caregiver burden which can improve the relation-
ships between parents and children and maintain 
a healthy home life and emotional well-being for 
both parties. Meanwhile, those adult children 
with more age-appropriate functioning in ADLs 
reportedly had increased access to the commu-
nity, held jobs or job placements, engaged in 
social interactions, and had friends. This suggests 
the importance for practitioners to continue to 
target interventions related to independently 
engaging in ADLs, even as an individual with 
ASD ages (Marsack-Topolewski et al., 2021). It 
further implies that an individual’s ability to care 
for themself is directly related to their access to 
improved quality of life and potentially less 
restrictive housing placement with greater access 
to the community.

The following sections will highlight various 
models of community living by evaluating each 
example by its access to the community, avail-
ability of resources, and a brief outline for indi-
viduals who may be more successful in each 
setting. Later in the chapter, we will provide clin-
ical recommendations to connect the gaps 
between appropriate settings and access to suit-
able services as well as suggestions to practitio-
ners to improved interventions to sustain a high 
quality of life within community-based settings.

 Housing Options

 Supervised Group Homes
With 24-h support staff and a focus on promoting 
skills of independent living for the residents, 
group homes may be the most restrictive of com-
munity housing options. Scattered throughout the 
community, these homes are relatively small 
dwellings with no more than eight individuals 
living in the home at a time, with some homes 
housing as few as two residents. These commu-
nity residences are actual homes or apartments, 
where individuals with disabilities, including 
ASD, can live with support staff and peers. An 
agency typically owns the residence itself and 

provides training to the direct-care staff who treat 
and aid the residence across multiple facets of 
their daily tasks. Through direct intervention and 
individualized programming, support staff work 
with residents on gaining the appropriate skills to 
move on to more independent community living, 
within and beyond the group home. These skills 
can include activities of daily living such as 
hygiene, dressing, and grooming. It can also 
include money management, housekeeping, and 
home maintenance (Gerhardt & Lainer, 2011).

Some have argued that group homes lack par-
ticipation and individualization of programming 
and restrict access to the community (Gerhardt & 
Lainer, 2011). However, the Teaching-Family 
Model has been a replicated and successful means 
of caring for and treating individuals with ASD in 
community living environments (Fixsen et  al., 
2007). With its initial implementation in 1967 at 
Achievement Place (Wolf et  al., 1995), a group 
home for delinquent children, the Teaching- 
Family Model supports eight ambitions which 
provide a central focus on how the program cares 
for, treats, and achieves outcomes for the resi-
dents, stakeholders, practitioners, and institution. 
With an emphasis on ethically appropriate, com-
passionate, and respectful services with program-
ming that is cost-efficient, effective, 
individualized, socially valid, and replicable, the 
Teaching-Family Model has been replicated for 
well over three decades and has demonstrated 
success in extensions to community-based and 
adult applications including individuals with 
ASD (McClannahan et al., 1984). In fact, in the 
15  years after the initial start of Achievement 
Place, 792 couples trained were to run Teaching- 
Family group homes with over 303 homes that 
had opened (Fixsen et al., 2007; Wolf et al., 1995).

With the addition of two other staff, Teaching- 
Family group homes are led and managed by a 
married couple referred to as Teaching-Parents. 
These homes support up to seven individuals 
with the couple making the group home their 
 permanent residence. These Teaching-Parents are 
ultimately responsible for the individualized 
treatment procedures, behavior reduction, and 
skill acquisition of everyone in the home (Fixsen 
et al., 2007).
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The original Teaching-Family Model was 
designed to incorporate behavioral contingencies 
to shape and reinforce appropriate behaviors for a 
group of troubled youth as an alternative place-
ment to a large, state reform school (Wolf et al., 
1995). Teaching-Parents were thus trained to uti-
lize the behavioral principles of motivation and 
reinforcement using token economies and other 
extrinsic and intrinsic systems to facilitate behav-
ior change in the boys (Wolf et  al., 1995). 
Currently, the Teaching-Family Model is used to 
provide individuals with intellectual disabilities a 
community living experience which incorporates 
positive behavior supports, employment options, 
and social development (Teaching-Family 
Association, 2021).

The Teaching-Family Model represents a 
potentially beneficial and sustainable model for 
group homes for individuals with diverse needs 
(Fixsen et al., 2007). Due to the staffing structure 
of the Teaching-Parents, there is limited staff 
turnover, which creates greater opportunity for 
staff to develop more beneficial and effective 
relationships with residents and reduces costs 
related to training and recruitment of a revolving 
door of incoming staff (Gerhardt & Lainer, 2011).

 Cooperative Living
Cooperative living and congregate living arrange-
ments are like group homes. They are relatively 
small, community-based residences that cater to 
an autism-friendly life. Trained staff from an 
agency typically support the inhabitants of the 
home, which is typically owned by a group of 
parents, a single parent, a nonprofit entity, or a 
community group, which creates an LLC (Autism 
Speaks, 2011). In the case of either cooperative 
or congregate living arrangements, residents have 
all the benefits of a group home, such as hired 
caregivers to aid the residents in their daily tasks 
at the home, but also the same pitfalls, such as 
high turnover and undertrained staff.

 Supported Living
For an adult with ASD who can live indepen-
dently in their own home but still requires some 
level of assistance, supported living arrange-
ments may be most appropriate. Intended as a 

placement to nurture an individual’s engagement 
and interaction in their community (Resnik & 
Blackburn, 2009), in this type of setting, individ-
uals may receive support in socialization, plan-
ning, personal hygiene, or any other specified 
area at a significantly lower intensity than those 
living in a group or cooperative home (Easterseals, 
2021). In a supported living model, support ser-
vices are catered to the individual’s unique needs, 
with service providers who work directly with 
the individual focusing on target areas (Autism 
Speaks, 2011). These homes can be individually 
owned or leased, with some people receiving 
public funding to supplement their payments 
(Resnik & Blackburn, 2009).

In one review of residential options for adults 
living with ASD and other related disorders, four 
tenets of supported living were outlined (Resnik 
& Blackburn, 2009). These included availability 
of support to anyone regardless of the level of 
support needed, individual-directed planning 
rather than agency directed, and purposeful plan-
ning and small residential groups, which increase 
access and engagement with the community and 
community resources (Resnik & Blackburn, 
2009).

 Independent Living
For anyone, living independently comes with a 
set of responsibilities and skills: from managing 
finances, ensuring the trash goes out on Mondays 
(or is it Tuesdays?) to knowing an appropriate 
time to go to bed and when to get up. Independent 
living is much more than mastering a handful list 
of competencies; it is learning to navigate rather 
complex and novel experiences by making 
choices and learning from the consequences of 
those decisions. It can be simultaneously liberat-
ing, frightening, and lonely. For adults with ASD 
who possess all the necessary skills and knowl-
edge, as well as an integrated support network, 
independent living is a successful choice. For 
others, it can be a forced circumstance (Joshi, 
2020) due to the passing of the primary caretak-
ers or some other life event.

A Case Study of Independent Living Joshi 
(2020) provided a review of a 24-year-old adult 
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male, Aakash, who was living independently 
after the passing of his parents in India. This case 
study illustrated a few struggles Aakash faced in 
living on his own and highlights the importance 
of social support in successful integration in the 
community. This analysis not only pointed to the 
evaluation of physical and mental health but also 
considered the benefits of reciprocal relation-
ships on Aakash’s social and spiritual well-being, 
factoring in the individualization of culture for 
his successful integration in community living.

Of concern to those around Aakash was his 
lack of socialization, general hygiene and self- 
care, cleanliness of his home, understanding the 
intent of others, and safety. Overall, Aakash over-
came these concerns and integrated into the com-
munity successfully due to a strong familial, 
support network, which promoted and reinforced 
his self-advocacy and fostered his independence. 
Joshi (2020) noted that Aakash’s aunt and uncle 
were integral in his achievement, checking in on 
him frequently and often dictating to him what 
needed to be done. However, Joshi further indi-
cated that Aakash had his own, often strong, opin-
ions, was not often open to other’s 
recommendations unless provided with a ratio-
nale, but also sought advice from others. 
Ultimately, Aakash held a job, went on a vaca-
tion, made friends with neighbors, managed his 
finances, ran his home, shaved regularly, and even 
participated in health courses to better maintain 
control over his diabetes. This case study demon-
strated the benefits of a caring and engaged net-
work of people working with an individual to 
ensure their successful integration into the com-
munity and access to resources (Joshi, 2020). It 
further underlined the importance of fostering 
skills of self-advocacy, problem-solving, and 
seeking and receiving support for individuals liv-
ing on their own.

 Part II: Clinical Concerns 
and Ensuring a High Quality of Life

Every person has the right to a high quality of 
life. Each person’s definition of what that life is is 
likely to be a little different. For one person, it 
may be the ability to go out and see friends, have 

a job, or feel secure in their relationships, while 
for another, it could be cooking a meal, aging 
gracefully, or knowing they can care for them-
selves. However, ensuring that individuals with 
ASD have a high quality of life, and a quality of 
life they want, can be a challenge for practitio-
ners when individuals live in community settings. 
A fulfilling quality of life involves many aspects 
beyond the home, like feeling safe and active 
within a community. It can be accessing commu-
nity shopping, knowing where to go, how to get 
there, and appropriate conduct in each setting. 
Further, community life is socialization, going 
out for a movie, watching a ball game, dating, 
and relationship building. Even more, commu-
nity life may mean belonging to a church or syna-
gogue, engaging in a community of faith, 
participating on a team or sports league, and even 
hanging out at a local bar.

In the United States, control of one’s own 
finances, a sustainable income, and a fulfilling 
job are all seen as part of a person’s overall qual-
ity of life, and this should be no different for indi-
viduals with ASD (Gerhardt & Lainer, 2011). 
Assessment for “happiness, health, safety, and 
community engagement” should be measured for 
each individual placement (Mandell, 2017 
p. 811). Further, interventions that include oppor-
tunities for individuals to possess the highest 
quality of life by means of engaging in a full 
range of activities (Bishop-Fitzpatrick et  al., 
2016), which promote the individual’s indepen-
dence and well-being and the “realization of 
one’s full potential in caring out activities at 
home” (Marcotte et al., 2020, p.101), should be 
of maximum importance.

According to the US Bureau of Labor 
Statistics, only 17.9% of individuals with dis-
abilities were employed in 2020. By comparison, 
61.8% of individuals without a disability were 
employed (U.S.  Bureau of Labor Statistics, 
2020). Reports indicate that of 25-year-olds with 
ASD, nearly half reported never holding a job 
(Autism Speaks, 2021). Medicaid waivers are 
intended to aid in the access of long-term sup-
ports to vulnerable populations including indi-
viduals with ASD to increase HCBS and, thus, 
overall indicators of a higher quality of life. 
Waivers include financial coverage for vocational 
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training, medical assistance, mental health, and 
physical health care, as well as housing options. 
However, there is a serious deficit in the number 
of actual met services for individuals with ASD 
when compared to those who are approved for 
waiver services. Further, of the adults with ASD, 
those with a co-occurring diagnosis of a mental 
or behavioral concern were more likely to have 
unmet service needs. Even more, individuals 
with developmental disabilities, intellectual dis-
abilities, and learning disabilities who noted 
receiving some services still reported unmet ser-
vices related to mental or behavioral health, 
activities of daily living, and employment and 
vocational training (Schott et al.,  2021).

Evaluating the quality of life for individuals 
with ASD can inform recommendations for com-
munity settings including interventions and nec-
essary services. Further, appropriate amounts of 
quality support can lead to improvements and 
maintenance of a high quality of life. This can 
include support around the foundations of daily 
routines, a partner to shop with, or even a full- 
time caretaker (Edwards et al., 2018). In a large- 
scale quality-of-life study, which measured the 
self-described quality of life of its participants, 
Mason et al. (2018) evaluated the quality of life 
for 370 participants with ASD in the United 
Kingdom. Results indicated that those who 
reported having a higher quality of life were 
independently employed and engaged in social 
relationships but also received assistance from a 
supportive environment, which included inter-
ventions related to activities of daily living, 
money management, vocation, and social skills. 
Those who reported lower quality of life feared 
isolation as they aged and diminished supports.

 Challenges to Consider in Delivering 
Effective Community-Based Services

Community-based services, which include pro-
grams that not only foster independence but also 
focus on providing individuals with a high qual-
ity of life, adopt a strategy which weaves employ-
ment, independent living, and social engagement. 
This can incorporate daily programming and 

direct-care support for cooking, cleaning, and 
bathing, group or individual social activities, pro-
fessional guidance for job tasks, and medication 
management. Securing a high quality of life 
includes living a life rich in reinforcement with 
minimal barriers in accessing preferred environ-
ments, people, and activities. Additionally, it 
includes the availability of medical care and an 
overall sense of safety and security (Bishop- 
Fitzpatrick et  al., 2016). Yet, there are several 
barriers and challenges to service delivery that 
must be considered when planning for evidence- 
based interventions in the community.

This section will review specific challenges to 
addressing the quality of life of adults with ASD 
in community settings. It includes an investiga-
tion into behavior supports and the prevalence of 
co-occurring mental health diagnosis, as well as 
an analysis of safety concerns across everyday 
skills and concerns around abuse and violence. 
Considerations toward stigma and collaborating 
with community organizations are also reviewed 
including a focus on transportation and access to 
religious- and faith-based organizations. Barriers 
around staffing are also discussed.

 Behavior Supports and Co-occurring 
Mental Health Diagnosis
Identifying resources and services that address 
challenging or maladaptive behaviors and co- 
occurring mental health conditions should be a 
priority in promoting successful community liv-
ing for adults with ASD (Schott et  al., 2021). 
Understanding ways to work with individuals 
within their communities to address these condi-
tions, such as finding providers, collaborating 
with case management, and delivering applicable 
interventions, are all key essentials in maintain-
ing a safe and happy life. While this may present 
additional challenges for practitioners, it is of 
high necessity for this group as research has 
shown considerable support suggesting the asso-
ciation between challenging behaviors in indi-
viduals with ASD and mental health problems 
(Painter et al., 2018).

ASD is associated with behavioral excesses, 
engaging in repetitive and restricted behaviors, 
and the presentation of maladaptive behaviors 
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(Wing & Gould, 1979). Challenging behaviors 
can include self-injury, aggression, property 
destruction, and outbursts, which can increas-
ingly interfere with a person’s life and can cause 
harm to themselves or those around them. Even 
more, these behaviors can restrict access to pre-
ferred environments and people and can contrib-
ute to an individual’s stress and reduced quality 
of life (Mudford et  al., 2008, Prior & Ozonoff, 
2007). Consequently, adults with ASD have been 
found to be up to three times more anxious over-
all than a comparison group of individuals with 
intellectual disabilities (Gillott & Standen, 2007).

It is well documented that children with ASD 
present with challenging behaviors that interfere 
with everyday activities, restricting their access 
to people and places (Wing & Gould, 1979). 
Studies have also demonstrated that increased 
severity of ASD, with co-occurring intellectual 
disabilities, increases the severity of challenging 
behaviors (Lundqvist, 2013; Painter et al., 2018). 
In an investigation of 106 young adults with 
ASD, Rattaz et al. (2018) confirmed that individ-
uals with ASD continue to engage in challenging 
behaviors well into young adulthood and that 
there was a direct relationship between deficits in 
language and cognition and the likelihood of 
challenging behaviors. Additional findings sug-
gested that communication deficits may maintain 
self-injury, highlighting the importance of ongo-
ing language and communication interventions 
for adults with ASD.

Of a group of 180 adults diagnosed with ASD, 
80.2% were also diagnosed with a comorbid 
mental health condition, with the majority diag-
nosed with anxiety disorder or obsessive- 
compulsive disorder (Bishop-Fitzpatrick et  al., 
2016). Additionally, in a similar study of 370 
adult participants diagnosed with ASD, 70% 
reported a mental health diagnosis, with anxiety 
and depression rounding out the most frequently 
reported disorders (Mason et  al., 2018). Schott 
et  al. (2021) identified that of adults with ASD 
who responded to a survey of individuals on a 
wait list for HCBS, nearly 53% reported having 
unmet needs for mental and behavioral services 
with most co-occurring diagnoses identified as 
anxiety, depression, and ADHD.

Maddox et  al. (2020) interviewed 22 adults 
with ASD, 44 mental health clinicians, and 11 
agency leaders including clinical and executive 
directors from six community health centers. All 
three participant groups were asked to identify 
barriers to services. Of the 22 participants with 
ASD, 21 reported previously receiving mental 
health services, underscoring the importance of 
services for this population. They most often 
cited obstacles to service delivery consistent of 
clinicians who failed to understand autism, pro-
vided recommendations that were impractical or 
nonfunctional to their client, client feelings of 
being underchallenged to make progress, as well 
as citing being “distracted or distressed” by stim-
uli in the office (Maddox et  al., 2020, p.  923). 
Clinicians’ major barriers to treatment were lack 
of knowledge about autism, with 43 of 44 clini-
cians noting they had never received any ASD- 
specific training. Agency leaders concurred, 
mentioning that, “limited knowledge about 
autism leads to poor competence and low confi-
dence working with this population” (Maddox 
et al., 2020, p. 923).

Maddox et al. (2020) emphasized the need for 
better informed, educated, and trained mental 
health professionals for working with individuals 
with ASD, and they are not alone. Ghaziuddin 
et al. (2002) called for the expansion of research 
and interventions in treating depression and ASD, 
while Lake et  al. (2014) called for partnerships 
between developmental disability agencies and 
community mental health providers in the train-
ing and delivery of services for those with high- 
functioning ASD.

 Community Safety and Abuse
Teaching individuals with ASD to guard them-
selves against, and identify, unsafe and 
 potentially abusive situations is paramount to 
successful community living (Gerhardt & 
Lainer, 2011; Hughes et al., 2020; Miltenberger 
et al., 1999). Moreover, as adults with disabili-
ties are more at risk for physical, emotional, and 
sexual violence (Gibbs et al., 2021), it is incum-
bent that considerations for community engage-
ment come with explicit planning to address 
these concerns (Hughes et  al., 2012). In their 
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review, Mikton et al. (2014) reported identifying 
limited results on the effectiveness of specific 
interventions on decreasing and responding to 
violence toward individuals with disabilities. 
Yet, Mikton et  al. (2014) noted this dearth in 
research simply reveals the significant gaps in 
this work and emphasized the efforts which need 
to be made.

Hughes et al. (2020) studied 170 participants 
ranging in age from 18 to 67 years, all with some 
level of intellectual or developmental disability 
who lived in community settings, with 60% 
reporting some type of past abuse including 
nearly 50% reporting emotional abuse, 25% 
reporting physical abuse, and 21% and 18% 
reporting sexual and disability-related abuse, 
respectively. Still Hughes et al. (2020) hypothe-
sized that these percentages were under represen-
tative of their participant population, as around 
20% indicated they would rather not say if they 
were victims of abuse or others who indicated 
that they did not know if they were victims or not 
(Hughes et al., 2020).

Navigating daily living comes with obstacles 
related to health and safety. From simply cross-
ing the street, to boiling a pot of water, to getting 
from point A to point B without getting lost, and 
then knowing what to do if one should get lost, 
there is potential for danger in everyday tasks to 
which most adults rarely give a second thought. 
However, for adults with ASD who may possess 
deficits in identifying dangerous scenarios 
(Gerhardt & Lainer, 2011), the potential for dan-
ger adds to the challenges of living a fully inde-
pendent life. Even more, given recent concerns 
over interactions with the law enforcement, con-
siderations on how to safely interact with police 
officers have similarly been noted as an impor-
tant skill for individuals with ASD to attain 
(McCleery et al., 2020).

Teaching safety skills is a must for practitio-
ner consideration when supporting adults with 
ASD in the community and needs to be evaluated 
based on the specific needs and abilities of the 
client. This includes an investigation into 
problem- solving and appropriate responding in 
high-stress environments, evaluating abilities to 
assess novel situations, and then understanding 

and demonstrating the appropriate manner to 
respond (McCleery et al., 2020).

 Collaboration with the Community
As already described in this chapter, community 
involvement and access must not only encompass 
appropriate housing, but it must also embrace a 
holistic approach to community inclusion, which 
promotes successful employment and participa-
tion in a variety of community-based programs 
(Scheeren & Geurts, 2015). Membership or con-
tributions to community activities like engaging 
in religious- and faith-based services (Terry, 
2015) and neighborhood gardens (Rubin, 2018) 
have been shown to have increased positive out-
comes for individuals with ASD. Inclusive com-
munities and activities can offer adults with ASD 
a sense of safety and belonging, which some 
research has shown to increase self-reliance and 
resilience with the potential to decrease maladap-
tive behaviors (e.g., Farkas et al., 2020, and Lai & 
Szatmari, 2019), thus improving the overall qual-
ity of life. Limitations, which may affect or 
restrict community involvement, can include 
transportation, accessibility, and additional sup-
port staff needed to assist the individual through-
out their environment (Gerhardt & Lainer, 2011). 
Yet, the available benefits that community living 
promotes can far outweigh the potential limita-
tions. With critical evaluation and collaboration 
with all stakeholders, access can and should be 
made.

Scheeren and Geurts (2015) completed a sys-
tematic review of the research on community 
integration of individuals with ASD and those 
with psychotic disorders, noting the discrepan-
cies between the two groups. Scheeren and 
Geurts noted considerable gaps in the literature 
on research regarding community inclusion of 
adolescence and adults with ASD, identifying 
gaps in the study of the stigma of ASD diagnosis 
and interventions to reduce stigma around those 
with ASD. Reduction of this stigma may support 
greater community inclusion and moves the onus 
of change away from the individual and toward 
the community or institution. Interventions, such 
as adapting typically developing peers’ attitudes 
toward peers with ASD, have previously demon-
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strated some success in altering perceptions 
across adolescent groups (Ranson & Byrne, 
2014; Staniland & Byrne, 2013) and may show 
promise across adult populations.

The presence of faith, spirituality, or religion 
can also have a significant impact on the every-
day quality of the life of a family or individual 
(Gerhardt & Lainer, 2011). Adults with ASD 
need to be accepted by their faith communities 
with access to worship or practice commensurate 
to their individual spiritual goals. Religious affili-
ation can cultivate feelings of camaraderie and 
friendship for individuals with ASD as well as 
opportunities to access additional social and lei-
sure interactions (Terry, 2015). Further, for adults 
with ASD, following religious or spiritual prac-
tices initiated during childhood offers a comfort-
ing and familiar continuity of belief and routine 
from childhood to adulthood (Gerhardt & Lainer, 
2011).

As Terry (2015) pointed out, faith communi-
ties have a responsibility to serve all people, but 
there may be impediments to the wholehearted 
acceptance of individuals with ASD and their 
families in some spiritual communities. Central 
to these barriers are philosophical and attitudinal 
concerns steeped in fear and an overall lack of 
training and knowledge of ASD.  For spiritual 
communities to expand their inclusive practices, 
leadership must commit to expanding their 
knowledge of ASD as well as their relationships 
with other community-based organizations that 
serve this population. Steps to reduce stigma 
around those with ASD and create learning 
opportunities must be created. Practitioners 
should be conscientious of these challenges and 
work with clients and community organizations 
to address these inequities.

Simply getting around the community is 
another challenge adults with ASD may encoun-
ter. Where there is no public transportation, 
accessing community-based services becomes 
tricky, as therapeutic services may not offer their 
own transportation. Securing employment with-
out transportation services adds an additional 
barrier for many with ASD. Further, even if pub-
lic transportation is an option, travel training to 
competency must be completed before that indi-

vidual can journey alone (Anderson & Butt, 
2018). Often, travel training encompasses learn-
ing bus or train routes, reading, deciphering, and 
following a schedule, as well as travel safety. It 
can involve intensive one-on-one training in 
which direct-care staff accompany an individual 
in the community on their commute. Additional 
time may be spent training appropriate social 
skills for riding in the community as well as 
interacting with bus drivers, fellow commuters, 
and law enforcement and knowing what to do 
when lost (Babka et al., 2009). Options for inde-
pendent travel can include free transportation 
offered for individuals with disabilities on the 
state or county level, where individuals are picked 
up and driven door-to-door, but those may be 
available based on location and qualifications 
(Anderson & Butt, 2018).

With travel as an integral part of inclusion in 
the community, it is important for practitioners to 
consider how to teach and support travel skills. 
Agencies and practitioners should work with 
local, regional, and state organizations to ensure 
there are transportation options available for 
those who require them. But even more, practi-
tioners should consider everyday norms for 
adults. How did they get to work today, the mov-
ies last night, or their girlfriend’s place this morn-
ing? Did they take an Uber or some other 
alternative mode of transportation like a scooter 
or bike? These should all be considered and indi-
vidualized for the needs of each person.

Car service applications, such as Uber, have 
become mainstream modes of transportation 
throughout the United States, and these should be 
more viable solutions for adults with ASD as 
ways to navigate throughout the community. Car 
service applications afford a person the freedom 
of transit without needing to know the lay of the 
land. They are often reliable, inexpensive, and 
relatively quick and accessible and thus can be an 
auxiliary means of transportation for adults with 
ASD. Yet, these forms of transportation are not 
without their challenges as well. Drivers may get 
lost, need to be reminded about directions, and 
may benefit for training on more inclusive prac-
tices such as direct training regarding passengers 
with ASD or other disabilities (Scarantino, 2019).
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 Ongoing Staffing Concerns
It is incumbent upon human service agencies to 
prepare their staff to work with clients effectively 
and humanly (Luiselli & Russo, 2005). However, 
with staff recruitment, training, and retention 
identified as an ongoing challenge in the delivery 
of services for adults with ASD (Gerhardt & 
Lainer, 2011), there can be many challenges to 
ensuring optimal services are provided. Direct- 
care providers support individuals with disabili-
ties across a variety of settings and responsibilities. 
These include cooking meals, leading interven-
tions, travel training and escorting throughout the 
community, medication management, and count-
less other tasks that enable individuals in their 
care to lead independent and full lives. 
Unfortunately, this realm of human services is 
plagued by high turnover, while direct-care staff 
are beset by low wages and poor training (Stone, 
2004). It is a clear paradox: the people employed 
for the most difficult work receive the least 
amount of support.

Disability advocates and agencies have been 
sounding the alarm for years that there is a direct 
support workforce crisis. In 2017, the President’s 
Committee for People with Intellectual 
Disabilities reported on three decades of obsta-
cles in finding, keeping, and educating staff, call-
ing the problem “untenable” and blaming low 
wages, poor benefits, limited training, and lack of 
career advancement possibilities (President’s 
Committee for People with Intellectual 
Disabilities, 2017).

It has been noted that high staff turnover is 
related to poor outcomes in clinical services. 
Kazemi et  al. (2015) investigated predictors 
toward intentions to resign, in which 96 behavior 
technicians working with individuals with ASD 
were evaluated, and found evidence that training, 
supervision, pay, and job satisfaction were the 
top determinants whether a technician planned to 
remain on the job or resign. Knowing this, practi-
tioners and agencies need to work together to 
overcome the challenges around staff turnover to 
increase competency and ensure the competent 
continuity of services. As the case study of Tim 
by Horn et  al. (2013) pointed out, staff with 
greater confidence in their skills, improved rap-

port with the client, and appropriate support were 
able to best deliver services to the client. Only 
through substantial and dedicated training was 
the staff’s behavior then shifted from responses 
of fear and uncertainty to those of compassion 
and care. This is a model that must be learned 
from and modeled, but it takes dedication and 
agency buy-in from all levels (Luiselli & Russo, 
2005).

When individuals with disabilities lived in 
large group housing, it was often easier to train 
staff as they were all together located in one area. 
An agency could plan to send one clinician out to 
one location: train a shift in the morning, a shift 
at night, and then the overnight shift; and be done 
for the day. Same for day habilitation programs 
and sheltered employment. With the move to 
smaller gatherings of individuals living together, 
as opposed to these large hubs, clinicians need to 
take training to the streets. This creates a unique 
challenge to the practitioner as more time, effort, 
and planning need to take place to train all direct- 
care staff effectively and efficiently. It is also 
important to consider the training of interven-
tions that are practical to the environment and 
within a provider’s responsibilities in their role 
and with a client (Wood et al., 2007).

 Recommendations for Community- 
Based Interventions

As evident from the previous sections of this 
chapter, community settings can present unique 
challenges to practitioners providing services as 
well as the individuals receiving services in the 
community. It is therefore crucial to outline clini-
cal recommendations for providers when 
 practicing with clients to ensure clients reap the 
full benefits of an established high-quality life.

Marcotte et al. (2020) conducted a systematic 
review of interventions focused on developing 
the independence of individuals with 
ASD.  Marcotte et  al. identified seven effective 
interventions out of the 20 articles that met the 
criteria of adolescent and adult participants with 
an ASD diagnosis. These interventions included 
video self-modeling, video modeling, behavioral 
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interventions, video prompting, transition plan-
ning, training of the use of a cognitive aid, and 
social skills groups. A discussion of these find-
ings is a good place to begin, as success at home 
will ideally lead to success in the community. 
Afterwards, the section will review critical areas 
for interventions and provide additional recom-
mendations for treatment. These areas include 
how to address inappropriate behaviors and 
improve coordination and access to mental health 
resources, developing safety skills, and increas-
ing opportunities for socialization and develop-
ment of leisure skills.

The 20 articles reviewed by Marcotte and col-
leagues (2020) cover interventions which target 
activities of daily living and transition skills. 
They included self-care, social and communica-
tion skills, meal preparation, shopping, time 
management, and the development of leisure 
activities. Participants in all 20 articles were 14 
and older and diagnosed with ASD. Fourteen of 
the 20 articles in the literature review were split 
between demonstrating the effectiveness of video 
prompting and the efficacy of behavioral inter-
ventions in developing skills of independence, 
while another seven focused on the efficacy of 
behavioral interventions. Let us first consider 
video prompting.

Video prompting, defined by “video seg-
ments presenting a task step by step…used while 
the person is performing the task in question” 
(Marcotte et  al., 2020, p.  111), proved effec-
tive in improving an individual’s abilities to 
complete new tasks and transition to next steps 
within a task, and results were maintained post 
intervention when the prompts were removed. 
Interventions utilizing video prompts were also 
met with a high level of social validity by partici-
pants and other stakeholders. Aldi et  al. (2016) 
confirmed Marcotte and colleagues’ (2020) anal-
ysis demonstrating the success of two 18-year- 
old males with ASD in acquiring three skills 
of daily living using an Apple iPad device and 
video-modeling prompts.

Correct tools are required to complete a job 
successfully, but often one tool can complete 
many tasks. Marcotte et  al. (2020) noted that 

while the effectiveness of an intervention was 
correlated with the degree of its personalization, 
the tool to deliver those video prompts was often 
the same: an iPad or iPad-type device. Tasks 
related to shopping for groceries on a budget, 
preparing meals, and developing skills of time 
management were all taught using these types of 
devices. These findings suggest that digital 
devices may be formidable aids for increasing 
skills of daily living and independence for an 
individual with diverse programming needs. 
Further, digital devices are everywhere with peo-
ple using them for many tasks. Thus, there is little 
stigma for an individual using their device in the 
community, as it is a perfectly appropriate means 
for prompting, organizing, and scheduling.

Marcotte and colleagues (2020) defined 
behavioral interventions as including strategies in 
which positive reinforcement was used to teach 
individuals to acquire new or more appropriate 
skills. The seven articles highlighted by Marcotte 
and colleagues demonstrated that behavioral 
interventions were effective and efficient in 
teaching tasks such as meal and food preparation, 
shopping, and travel in the community. Even 
more, interventions were conducted by caretak-
ers, practitioners, researchers, and peers with 
ASD, thus establishing the versatility in service 
delivery.

Consistent with Marcotte et al. (2020), it has 
been evident for decades now that behavioral 
interventions are effective for treating a wide 
range of behaviors for children and adults with 
ASD and intellectual disabilities, in hospital, res-
idential, and community settings (Allen et  al., 
1964; Ayllon & Michael, 1959; Wolf et al., 1967). 
Several of the interventions listed in the follow-
ing recommendations will fall within the prac-
tices informed by applied behavior analysis 
(ABA), the field of behavioral study which 
methodically applies the principles of behavior to 
fostering or reducing responses of social signifi-
cance for individuals and groups.

Behavior interventions were identified as key 
elements to thriving programing to foster home- 
based skills of independence in adults with ASD 
(Marcotte et al., 2020). This is in accordance with 
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findings related to ABA in that ABA has been 
effectively used to increase skill acquisition and 
reduce behavioral excesses in diverse popula-
tions across a variety of domains including com-
munication, leisure, activities of daily living, 
games, sports, and self-help (Yu et  al., 2020). 
ABA is evidenced based and widely recognized 
as the foremost intervention for the treatment of 
skill deficits in individuals with ASD (Leaf et al., 
2021).

Outcomes of quality ABA interventions are 
marked by improvements in communication, 
socialization, adaptive behavior, and IQ scores. 
Treatment is highly individualized, is adaptable, 
and provides opportunities for successful inte-
gration of adults in their community (Grigorenko 
et  al., 2018). ABA interventions can be deliv-
ered in any setting, making therapy flexible, 
accessible, and appropriate for teaching across 
communities, environments, and tasks includ-
ing banks, malls, workplaces, and restaurants 
(McClannahan et al., 2002). While much of the 
research in ABA is focused on children with ASD 
(e.g., Lovaas, 1987; Harris & Delmolino, 2002), 
there is research to support the use of ABA with 
geriatric populations (e.g., Burgio & Burgio, 
1986), athletics and sports performance of col-
lege-age athletes (e.g., Luiselli & Reed, 2015), 
and adults with ASD (e.g., Bishop-Fitzpatrick 
et al., 2014; McClanahan et al., 2002). It is there-
fore supported that interventions utilizing ABA 
principles and procedures are effective means 
for developing skills, reducing the probability 
of behaviors, and training staff and should be 
used to address service delivery and interven-
tion concerns regarding adults with ASD in the 
community.

 Addressing Interfering Behavior 
and Access to Mental Health Resources
In the poignant commentary, “The Right to 
Effective Behavioral Treatment,” Van Houten 
et al. (1988) asserted that recipients of behavior 
change services have the right to a therapeutic 
environment, services in which the overriding 
goals reflect the individual’s personal welfare, 
treatment by a component clinician, and pro-
grams to teach functional skills. With Maddox 

et  al. (2020) echoing this sentiment across the 
mental health field, the importance and ethical 
significance in providing improved services 
regarding effective interventions to reduce inter-
fering behaviors and increasing mental health 
resources for adults with ASD is obvious. Early 
in this chapter, we noted observed discrepancies 
in unmet services under Medicaid waivers (Schott 
et al., 2021) as well as unmet services simply due 
to a lack of qualified providers (Maddox et  al., 
2020). The recommendations that follow empha-
size ways to address challenging behaviors that 
are cost-effective and align with the sentiment of 
Van Houten and colleagues. Relevant sugges-
tions on how to integrate community-based men-
tal health services into a viable option for those 
who require it will also be delivered.

There are many successful ABA-based inter-
ventions which address the reduction and replace-
ment of interfering behaviors; the following 
strategy is used to underscore commonalities for 
successful interventions based on the qualities of 
a successful behavior reduction plans.

Research by McClean et  al. (2007) suggests 
that community housing options for individuals 
with severe interfering behaviors fall victim to 
the poor treatment of, and response to, problem 
behaviors. McClean et al. cited inadequate train-
ing of crisis management staff, the “absence of 
effective organizational infrastructure” (p.  282) 
and competing systems or models of behavior 
reduction. McClean et al. presented an evaluation 
of positive behavior support (PBS) as an effective 
model to reduce and maintain low levels of prob-
lem behaviors to address individual client out-
comes and challenges of community-based 
interventions.

Hallmarks of a PBS model include a func-
tional assessment of problem behavior to address 
the maintaining variables of the interfering 
behavior, environmental modifications, shaping 
and altering individual behavioral repertoires 
through the introduction of new, more appropri-
ate behaviors and, finally, an improved quality of 
life (McClean et al., 2007). PBS has been used 
across a wide range of settings and proved suc-
cessful across populations and providers and 
reflects core principles of ABA (Carr et al., 1999). 
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In their research, McClean et  al. (2007) imple-
mented PBS across five individuals noted to have 
“the most severe challenging behaviors in the 
country” (p. 284).

In their study, McClean et al. (2007) assessed 
five participants, two women and three men, aged 
21 through 38 years, all with intellectual disabili-
ties ranging from mild to severe, living in com-
munity settings. Two participants were diagnosed 
with ASD and comorbid diagnoses of psychosis 
and depression, while the other three carried the 
additional diagnoses of rapid cycling mood dis-
order, cerebral palsy and mood disorder, and 
paranoid schizophrenia. Four of the five partici-
pants were prescribed psychotropic medications 
for the management of severe behaviors. Of the 
two participants with ASD, Andrew and Sean, 
Andrew engaged in aggression in the form of 
punching, slapping, kicking, and hairpulling, and 
Sean engaged in self-injury in the form of head 
banging. Indeed, Sean’s head banging was so 
severe that he required daily wound dressing and 
numerous x-rays to check for fractures, while 
Andrew’s physical aggression placed staff on 
work leave due to serious injuries (McClean 
et al., 2007).

McClean et al.’s (2007) results are a testament 
to an effective system. After 1 month, all five par-
ticipants demonstrated behavior reductions to 
near-zero rates as well as significant decreases 
across psychiatric symptoms following the intro-
duction of a PBS model. Even more, data on 
treatment fidelity underscored the successful 
implementation of behavior plans by crisis staff. 
Additionally, three of the four participants receiv-
ing medications received decreased dosages 
resulting in an overall medication reduction of 
66%. Finally, costs of services per individual 
dropped by nearly 28% over 18 months. For three 
individuals, quality-of-life scores showed drastic 
enhancements from scores below the 1 percentile 
pre-treatment to above the 50th percentile after-
wards as they were able to live either indepen-
dently or in small group settings.

What is important to note about the previous 
study (McClean et al., 2007) is the well-rounded 
success of the program. From staff training to 
psychiatric collaboration for medication manage-

ment, there was a holistic approach to treatment 
permeating the behavior plan. Regardless of the 
intervention or model, a system-wide integration 
took place for the improvement of the lives of 
individuals, which stressed quality indicators for 
success including medication reduction, less- 
restrictive housing, and a life with reduced levels 
of stress (McClean et al., 2007).

The successful integration of mental health 
services within ASD treatment takes a collabora-
tive approach akin to the one demonstrated across 
McClean et  al. (2007) for behavior reduction. 
Stakeholders require sufficient training, common 
goals, and a coordinating body to safeguard prac-
tices. Communication between mental health and 
developmental disability agencies needs to flow 
freely, with these entities broadening their scope 
to connect systems and create partnerships and 
provide referrals rather than working indepen-
dent of one another in opposing systems. Adults 
with ASD should be accepted for mental health 
services without fear of being turned out for 
developmental disability services instead (Lake 
et  al., 2014). Lastly, mental health practitioners 
and behavioral health clinicians should work 
together to provide interventions that are appro-
priate and functional to the individual, with each 
party playing an integral role, informed by their 
scope of practice but shaped by a universal col-
laborative drive to provide high-quality outcomes 
to the individual (Maddox et al., 2020).

 Teaching Safety Skills
Practitioners and community agencies must work 
with individuals to create strategies for address-
ing safety-related challenges. As noted earlier, 
research indicates that individuals with 
 disabilities are at a disproportionate risk for abuse 
and violence (Hughes et  al., 2012). Therefore, 
skills that support identifying unsafe environ-
ments, responding appropriately when placed in 
an abusive situation, and taking steps to guard 
against violence are all critical to an individual’s 
quality of life. There are varying approaches to 
teaching safety and abuse protection in the litera-
ture. Such interventions include utilizing behav-
ioral skills training (BST) to target individual 
objectives related to safety (Egemo-Helm et al., 
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2007; Miltenberger et al., 1999), the use of vir-
tual reality (VR) instruments to supply role-play 
opportunities, and treatment packages focused on 
groups of behavioral responses (Hughes et  al., 
2020).

BST has been used to teach a variety of safety 
skills, which include gun safety (Miltenberger 
et  al., 2009), self-protection skills (Haseltine & 
Miltenberger, 1990), and sexual abuse prevention 
(Miltenberger et  al., 2009). BST employs the 
steps of instructions, modeling, rehearsal, and 
feedback to provide a systematic way to teach 
individuals appropriate, and often complex, 
responses to situations (Miltenberger et al., 1999, 
2009). Miltenberger et  al. (2009) and Haseltine 
and Miltenberger (1990) both noted the limited 
effectiveness of the generalization of responses 
when BST lacked in situ training, finding inter-
ventions with an in-situ element augmented the 
effectiveness of BST and generalization and 
maintenance of learned skills.

BST with and without in situ elements was 
used to address sexual abuse prevention in 
women with intellectual disabilities (Egemo- 
Helm et al., 2007; Miltenberger et al., 1999). In 
Miltenberger et  al. (1999), six female partici-
pants, aged 33–57  years, were all trained to 
respond appropriately to stimulated sexual abuse 
appeal and scored across four categories: does or 
does not engage or comply; indicates “no” or 
refuses; leaves the situation or seeks support to 
leave; and reports the event. Results of this study 
found that the participants all acquired the skills 
of sexual abuse prevention; however, they did not 
all generalize to in situ assessments. Egemo- 
Helm et al. (2007) evaluated teaching the same 
four points to abuse prevention as outlined in 
Miltenberger et  al. but supplemented the inter-
vention using in situ training scenarios which 
mimicked natural conditions in which the partici-
pants would typically find themselves. Results of 
the study indicated that all participants gained 
and maintained the skills of sexual abuse preven-
tion, thus demonstrating the effectiveness of BST 
with an in situ component.

When using BST to teach skills related to 
health or safety, clinicians should note the impor-
tance of teaching safety strategies in natural envi-

ronments, creating opportunities for instruction 
which closely resemble the naturally occurring 
situations in which the individual may find them-
self. Additionally, thought should be given to the 
use of well-trained staff who will be required to 
behave in threatening or dangerous ways toward 
the individual receiving treatment. Finally, prac-
titioners must also heed considerations and weigh 
the risks and benefits to exposing individuals to 
potentially stressful conditions and whether in 
situ teaching is appropriate and necessary in 
teaching the specific safety skill (Egemo-Helm 
et al., 2007).

Safety awareness and prevention treatment 
packages are another way to teach safety skills to 
adults with ASD.  An intervention by Hughes 
et al. (2020) focused on delivering abuse preven-
tion and education through a program called The 
Safety Class (TSC) to both men and women with 
an intellectual disability living in diverse 
community- based housing. The treatment was 
developed with the input and recommendations 
of individuals with intellectual disabilities par-
ticipating in local and national community advi-
sory boards. The program included a “cognitive 
skill-based” (Hughes et  al., 2020, p.  304) 
approach to teaching to develop and expand 
knowledge on safety and abuse, safety skills, and 
safety self-efficacy. The TSC intervention pro-
gram is an eight-session, weekly, in vivo group 
treatment program with topics on “communica-
tion skills, healthy boundaries, nature and types 
of abuse, relaxation training, respect in relation-
ships, warning signs of abuse, safety in relation-
ships, safety planning, coping with trauma, help 
seeking, and disability rights” (Hughes et  al., 
2020, p. 307).

Hughes et al. (2020) demonstrated the impor-
tance and effectiveness of teaching safety skills 
to individuals with intellectual and developmen-
tal disabilities. A total of 170 participants took 
part in the study, with pre- and post-intervention 
data on an individual’s knowledge of safety and 
abuse, including communication, safety planning 
skills, and safety-related self-efficacy. Statistical 
analysis provided evidence that the TSC treat-
ment model improved participants’ knowledge 
over time compared to a control group of partici-
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pants who did not receive the training. Participants 
rated their training with a high degree of favor-
ability, indicating the classes were good, material 
was delivered in an understandable way, they 
would recommend it the course to a friend, and 
agreed the program would help keep them safe.

There are certainly benefits to the TSC model, 
as it easily addresses several safety skills across a 
large group of people, but clinicians should sup-
plement this training with natural setting practice 
and presentation of learned skills under the con-
ditions in which they may occur. While the results 
of Hughes et al.’ (2020) post-test analysis of the 
TSC teaching curriculum indicated the partici-
pants learned the material, there was no assess-
ment whether individuals would, or did, engage 
in the appropriate behaviors related to the taught 
topics of TSC when confronted with a given sce-
nario. Clinicians should practice caution when 
choosing an intervention model which relies on 
questionnaires as the main assessment of actual 
learned behaviors (e.g., Hughes et  al., 2020). 
Like adding in situ training to BST, safety skills 
training should be augmented with an assessment 
of learned skills in the contexts in which they 
occur.

A third intervention strategy clinicians may 
consider in addressing teaching skills of health 
and safety to adults with ASD is the use of 
immersive virtual reality (VR). McCleery et  al. 
(2020) evaluated the feasibility of utilizing VR to 
teach individuals with ASD aged 12 years and up 
to navigate the often stressful and challenging 
behaviors related to interacting appropriately 
with law enforcement. McCleery et al. noted VR 
tools to be less expensive and more readily avail-
able than previously. Moreover, participants 
found the intervention favorable and willingly 
engaged in sessions. Finally, the VR sessions had 
low dropout rates and involved low and nonseri-
ous side effects to treatment.

Immersive VR may be an effective strategy to 
teaching many skills for adults with ASD includ-
ing challenging and high-risk situations related to 
health and safety that may be too unsafe to test in 
the natural environment. Dixon et al. (2020) used 
immersive VR to teach children with ASD to 
identify if it was safe to cross the street, and 

Goldsmith (2009) evaluated the effectiveness of 
BST  +  VR to teach children with ASD, aged 
9–13  years, street-crossing skills. Both studies 
had positive outcomes in the VR assessment. 
Further, evaluations of using VR as an interven-
tion to address substance abuse disorder in adults 
(Washburn et  al., 2021) as well as addressing 
improvements in forklift driving (Choi et  al., 
2020) underline the growing field of use of VR in 
teaching skills of health and safety for adults.

It should be noted that although BST and VR 
have been evaluated as tools to specifically 
address the development of skills related to safety 
and the reduction of violence and abuse for adults 
with ASD, both interventions are suitable for 
potentially teaching a wide array of skills includ-
ing aspects related to socialization (Miller & 
Bugnariu, 2016; Miltenberger et  al., 2017) and 
employment and vocational training (Morgan & 
Wine, 2018; Smith et al., 2015).

 Focusing on Opportunities 
for Socialization and the Development 
of Leisure Skills
As an adult, socialization, friendships, and 
romantic relationships are all part of life. So too 
is the choice to hang out on the couch and watch 
Netflix all night. Yet, one of the core deficits of 
ASD is the inability to engage appropriately with 
others in a social way, which can mean chal-
lenges across developing friendships, holding 
down a job, developing enjoyable and age- 
appropriate leisure skills, and ultimately full par-
ticipation in the community. Moreover, research 
has shown that with increased severity of ASD, 
there is a corresponding decrease in age- 
appropriate social responses (Wilkins & Matson, 
2009). Therefore, it is critical that practitioners 
find ways to support adults with ASD in having a 
rich social life that suits their personal wants and 
needs, which includes the expansion of leisure 
activities.

Farley et al. (2018) reviewed social outcomes 
across a group of 169 adults with ASD. Across 
the group sample, 75% of the participants lacked 
any experience dating, with parent informants 
noting that they often felt their adult child lacked 
understanding of a romantic relationship with 
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others or that their child had an unrealistic per-
ception of the relationship. Results also indicated 
that while over 50% of participants spent time in 
organized groups, a little less than half reported 
spending time with peers.

The data Farley et al. (2018) collected reflect 
considerable heterogeneity in responses and per-
sonal choices by the individual regarding their 
own perspectives and quality of life. While 
friendships and romantic relationships may be 
important to some, it may not be equally as 
important to others. Regardless, training and 
options need to be made available for adults with 
ASD so they can make informed decisions of 
how they wish to spend their time and with 
whom. These may be challenging topics for both 
trainers and trainees, but learning how to foster 
romantic relations and training on sexuality, gen-
der, and orientation can be life changing as it can 
safely guard against abuse as well as open doors 
to age-appropriate social interactions, accep-
tance, and long-lasting happiness (Turner et al., 
2017).

Participation in leisure skills has been shown 
to decrease stress and increase the quality of life 
for adults with ASD (Garcia-Villamisar & 
Dattilo, 2010). Teaching leisure skills is a critical 
aspect of any treatment program for individuals 
with ASD (Garcia-Villamisar & Dattilo, 2011). It 
helps foster social relationships by building com-
mon and shared interests and supports indepen-
dent living by giving a person a feeling of 
purpose, intent, and happiness (Finke et  al., 
2018). Expanding past the known research of 
teaching leisure skills to children with ASD is 
important in developing tools which address the 
unique needs of adults and the range of social and 
leisure activities.

Studies which investigate systems to teach 
adults with ASD to increase independence across 
leisure skills (e.g., Palmen et al., 2011) are a good 
start to this expansion and provide clinicians with 
a model for potential interventions. Wilson et al. 
(2006) present another model of how to evaluate 
and increase leisure skills of adults with severe 
disabilities by incorporating appropriate mea-
sures of preference and social validity to identify 
potential leisure activities, which created pro-

grammatic buy-in for support staff that is critical 
when teaching any new skill.

One of the foremost intervention strategies for 
teaching independent skills is video prompting 
(Marcotte et  al., 2020). Video prompting has 
been used to teach individuals with developmen-
tal disabilities skills of daily living (e.g., Gardner 
& Wolfe, 2013), transitioning between tasks 
(e.g., Cihak et  al., 2010), communication and 
social skills (e.g., Mason et al., 2012), and voca-
tional training and employment (e.g., Bross et al., 
2020; Rosen et al., 2017). Following this trend, 
Chan et al. (2013) successfully taught three novel 
leisure skills to a 35-year-old man with Down 
syndrome and moderate intellectual disability 
named Marvin.

Marvin, although not an adult with ASD, can 
be used as a successful model for intervention. 
Living at home with his mother, Marvin has lim-
ited communication skills, attends a community- 
based day habilitation program, and works at a 
sheltered workshop. Chan et al. (2013) set out to 
teach Marvin three leisure skills: painting, listen-
ing to music, and taking digital pictures. Each 
skill was comprised of several sub-steps. During 
treatment, video prompting on an iPod was used 
as a model and prompt for each step of the activ-
ity. Verbal cues and least-to-most prompting were 
used to support errors or delays in responding. 
During baseline, Marvin demonstrated very few 
of the skills required to complete the novel lei-
sure tasks. However, after about six sessions of 
intervention in painting, nine intervention ses-
sions for listening to music, and four sessions of 
intervention for taking pictures, Marvin 
 completed each leisure activity independently 
(Chan et al., 2013).

Chan et  al. (2013) supported the previous 
research on the success of video modeling and 
video prompts, as well as the effectiveness and 
acceptability of using digital devices such as 
iPads and iPods as treatment tools. Video prompts 
and video modeling are sensible options for 
teaching social and leisure skills for community 
settings, especially when using a tablet or other 
digital device. Further recommendations include 
peers or colleagues to model appropriate behav-
iors or for the individual to record themselves 
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completing the steps of each task and use them-
selves as the video models.

 Brief Considerations on Staff Training
More training does not always mean more effec-
tive treatment. Appropriate training, supervision, 
and oversight all play important roles in the ser-
vice delivery and training of direct-care staff who 
work in community settings. While some evalua-
tions for increasing staff retention and reducing 
staffing vacancies in residential direct care have 
included modifications to long successful treat-
ment models like the Teaching-Family Model as 
well as manipulations of staffing schedules 
(Strouse et al., 2003), those may not be practical 
interventions on the individual or practitioner 
level. More successful training interventions may 
focus on the job, site, client, or task-specific 
training with feedback, instruction, modeling, 
and hands-on, active learning (e.g., Burch et al., 
1987; Reed & Henley, 2015). BST and perfor-
mance- and competency-based training (PCBT) 
are both perfect examples of training interven-
tions for both preservice and ongoing staff train-
ing. As previously outlined, BST is an 
evidenced-based intervention which successfully 
trains skills across a variety of topics and popula-
tions. PCBT also has a robust history of success 
in providing excellence in training across groups, 
measuring competency across performance and 
delivery feedback until staff reach performance 
criterion (Reed & Henley, 2015).

While both BST and the PCBT are beneficial 
to the training of direct-care staff, they can be 
lengthy and costly (Reid, 2017). Peer training, 
train-the-trainer models, and pyramidal training 
are all further ways to increase opportunities to 
train staff with strained resources and limits to 
time and access with a director or leadership- 
level trainer. Additional suggestions would be to 
incorporate video-modeling and voice-over 
didactic training with feedback (Reed & Henley, 
2015), as well as videoconferencing tools (e.g., 
Higgins et al., 2017), to provide increased time 
and occasions to train staff.

Once staff assume a position with clientele, 
ongoing training and direct supervision must be 
maintained. Senior-level staff should be held 

accountable for the ongoing training and proce-
dural integrity of direct-care staff, and overall 
quality of services should be regularly and sys-
tematically reviewed for client progress, happi-
ness, and safety. Staff should be trained to 
respond to a wide array of client behaviors, nur-
turing self-assurance and ownership in their role 
discouraging turnover (Reed & Henley, 2015).

Ongoing in-service training for supervisors 
and supervisees may also aid in the establishment 
of an agency-wide training ethic, which supports 
the ongoing professional development of employ-
ees. Incentives to attend and participate in train-
ing, like door prizes, meals, and games, may also 
be conducive in establishing motivation to attend 
training sessions (Shapiro & Kazemi, 2017). 
Consequently, these incentives may work to 
boost morale while reinforcing rapport between 
supervisors and staff which may counteract 
turnover.

Direct-care and support staff play a critical 
role in the delivery of community-based instruc-
tion. They are the heavy lifters, the unsung heroes 
of service delivery. Those that work in residential 
settings often spend more time with clients than 
their own families, spending holidays, meals, and 
birthday celebrations side-by-side with cowork-
ers and clients. They should be trained and cared 
for as we would any caretaker, addressing their 
needs individually and with compassion. 
Agencies and practitioners must invest in effec-
tive training programs and practices, collaborate 
with staff, and ensure generalization of skills. 
Thus, practitioners should actively pursue feed-
back from staff on training and seek out staff 
preferences on the best training modalities for 
their best outcomes (Shapiro & Kazemi, 2017).

 And Now What?

Passing of the Community Mental Health Centers 
Construction Act in 1963 and the Olmstead rul-
ing by the Supreme Court in 1999 were corner-
stone decisions to expand community living and 
funding opportunities for individuals with dis-
abilities. This chapter has highlighted many gov-
ernment, advocacy, professional, and parent 
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groups that have expanded integrated community 
living opportunities and clinical practices to 
ensure a higher quality of living for ASD indi-
viduals. With an increasing number of ASD diag-
noses and an aging population of ASD individuals, 
the timing of these increased services is needed.

The challenges these initiatives have created 
are rapidly mounting and we need to continue to 
push for meaningful legislation, education, 
research, and support to keep the momentum 
headed in a positive direction for inclusive hous-
ing and services. We need to find resolution for 
higher pay and effective training methods of 
direct service personnel that support these indi-
viduals. Expansion of employment opportunities 
that allow great choice, satisfaction, and indepen-
dence in the natural community they live in is 
crucial. With these expanded housing, supports, 
and employment opportunities, we will be able to 
raise the quality of life for the increasing popula-
tion demand.
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At school, no matter how many times I referred to 
the instructions, I invariably made some cata-
strophic mistake. Often, my mistakes were origi-
nal, inexplicable, and inconceivable to the 
teacher. I invented entirely new ways to be wrong, 
while the other kids all seemed to know exactly 
what to do. It almost always boiled down to dif-
ferences in the way we both worked with words. 
Defending myself, I’d read the teacher’s instruc-
tion back to her – I took notes obsessively because 
by middle school, I’d learned that that sort of 
legalistic defense was my only hope.

Our seventh-grade teacher once planned our 
entire afternoon around a deductive reasoning 
lesson. She used a riddle about a blind circus 
performer, famous for being the shortest man in 
the world. After achieving worldwide renown in 
the circus world, he had a lovely cottage built for 
himself. He’d used the finest all-natural materi-
als to construct his dream home. Friends and 
acquaintances were shocked when, after a few 
months, they learned that the man had died by 
suicide.

The class lesson was to determine his motive 
for suicide. We should ask her as many questions 
as it took to compile evidence. She expected we’d 
use most of the afternoon working toward a 
hypothesis. I raised my hand first. “Did the house 
have a stone floor?” “Yes, yes it did.” I raised my 
hand again; breathless, I asked, “Did he kill him-
self because the stone floor was grinding down 
his cane and since he was blind and had no one 
around, it made him think he was getting taller 
and that he would lose his title as the smallest 
man in the world?”

Nearly 40 years later, I can still feel the utter 
disgust in her voice, “Yes, yes, that was it.” I’d 
blown a whole lesson plan and instead of being 
rewarded for figuring out the answer, the teacher 
and my classmates were irritated and angry with 
me.

– Johanna.
Culture has long been described as the social 

behavior and norms of groups of people. 
Colloquially, the term “culture” is used to 
describe a membership among a group of people 
or to describe something such as a shared cultural 
experience (Bergey & Kaplan, 2010; Cohen, 
2009). Culture can include many things such as 
knowledge, arts, language laws, customs, and 
habits (Tylor, 1871). Individuals exhibiting 
shared knowledge and behaviors form a culture 
(Ember et al., 2019). For Johanna, the culture of 
her school was difficult to navigate; she experi-
enced the world differently than her peers. 
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Membership in many cultural groups is not easily 
obtained for people with autism. Adults with 
autism describe their difficulty in navigating cul-
tural norms across their lifespan (Bailey et  al., 
2020; Bury et al. 2021; Chen et al., 2017).

Cultural groups form as a collection of indi-
viduals who share a core set of beliefs, patterns of 
behavior, and values (Goode & Dunne, 2004). As 
cultural groups form, people begin to be identi-
fied as members and are welcomed in, or they are 
excluded or self-exclude from that group (Tajifel, 
1974). Johanna was placed in the outgroup in her 
school as her behavior did not follow the expected 
cultural norms. Autistic youth and adults report 
feeling that they are often in the outgroup when 
in social contexts that include neurotypicals 
(Crompton et al., 2020; Kapp, 2018).

Valuing and navigating cultural diversity is 
important as our communities, workplaces, and 
social environments include an array of diverse 
cultural groups. Acceptance of differences 
between genders, races and ethnicities, and reli-
gions, although with continued need for improve-
ment, is an expected norm in today’s society. 
Diversity affords us the opportunity to learn from 
one another and benefit from diverse perspec-
tives. Navigating diverse cultures requires flexi-
bility. Strife exists between cultural groups when 
one group wants to promote exclusivity and 
superiority over another group. The in-group 
assumes superiority largely because the existence 
of another culture is anathema. Until neurodiver-
sity is recognized and accepted as a culture, this 
assumption of neurotypical as a universal culture 
will continue.

Understanding one’s own culture and valuing 
differences is required to facilitate collaboration 
and cooperation among groups that may hold dif-
fering beliefs and norms (DeLisser & Hark, 
2010). Valuing, or at a minimum accepting, 
diversity of gender, race and ethnicity, and reli-
gion is an expectation in today’s society. Although 
inclusion has yet to be fully achieved in today’s 
society, there is a general expectation of equity. It 
is viewed as inappropriate to discriminate and/or 
engage in biased behaviors related to differences 
of race, ethnicity, gender, age, and religion. The 
value of neurodiversity has recently become a 

category of diversity that has joined in the effort 
toward equity and inclusion of historically disen-
franchised populations. Autistic adults report dis-
criminatory acts ranging from being mocked or 
taunted in public, active avoidance by neurotypi-
cals, to acts of physical aggression (Jones et al., 
2021). Those with neurodiverse conditions, 
including autism spectrum disorder, are address-
ing historical and contemporary discriminatory 
acts. The community of autistics is stating that it 
is no longer acceptable to engage in discrimina-
tory behaviors, whether systemic, intentional, or 
unconscious toward those who are neurodiverse 
(Grinker, 2020; Owren, 2013). Neurodiversity is 
emerging as a culture that benefits society with 
unique and valuable characteristics including 
attention to detail, deep focus, tenacity, integrity, 
and more.

Through the simple proportionality of neuro-
diversity within the general population, neurodi-
verse individuals are a minority. Daily activities 
including employment, community events, social 
engagements, and even something as mundane as 
public transportation require frequent interac-
tions between neurodiverse and neurotypical 
individuals. Cultural humility is vital to ensure 
interactions are respectful between the neurodi-
vergent and neurotypical. These cross-cultural 
interactions can take many forms. Colleagues 
may be required to navigate a coworking space 
where a neurodivergent colleague prefers a work-
space devoid of visual distraction and their 
officemate prefers to have the wall space covered 
with colorful art. A neurotypical direct support 
professional may be asked to provide instruc-
tional support to a person who has conveyed they 
would like to expand their repertoire of indepen-
dent leisure skills. Currently, the adult with 
autism spends a significant portion of time in 
their rocking chair humming; the neurotypical 
support worker does not understand why being in 
a rocking chair and humming is pleasurable and 
that it may be a leisure activity. These cross- 
cultural interactions must be respectful of the 
culture of autism. This does not imply that the 
shared office should be either devoid of art or full 
of art or that the adult with autism should spend 
all of their leisure time humming in a rocking 
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chair, but it does require that everyone involved 
in these situations not assume the neurotypical 
perspective is the right and only one.

The dominant culture currently present in 
society is neurotypical. The power dynamic cre-
ated by this dominance requires both cultures, 
but particularly the neurotypical culture, to assess 
the situation and determine what is appropriate to 
mediate issues, ensuring cultural supremacy is 
not being leveraged. Historically, there has been 
an expectation that neurodiverse individuals 
should acknowledge culture discrepancies and 
resolve any discord through adjusting their 
behavior into a neurotypically normative frame-
work. Given that social and communication defi-
cits are inherent in an autism diagnosis, this puts 
an extreme burden onto neurodiverse individuals 
to analyze a social context and then modify their 
behavior. A culturally humble approach would 
allow for analysis of the situation by both parties 
to first discern if any mediation is required and if 
indeed behavior change is necessary to not place 
the sole burden on the autistic to determine what 
is required to ensure harmony between the two 
cultures.

This power dynamic is particularly important 
to address when there is already an inherent 
power imbalance such as a paid professional pro-
viding support to an individual with autism. The 
goal of treatment is not to change a neurodiver-
gent individual to one who presents as typical. 
The goal of treatment is to improve quality of 
life. The culture of autism must be respected. 
Treatment and intervention goals must be care-
fully evaluated to ensure neurotypical supremacy 
is not being applied.

 Critical Self-Reflection Questions 
for Practitioners

 1. What are your cultural identities that impact 
your work as a social service professional?

 2. How would you define the culture of autism?

 The Culture of Autism

The first person I found for my “autism tribe” 
was someone I first met as a child. A school friend 
I reconnected with as an adult flat out told me: 
you are autistic. A lot had happened the previous 
year or two to prepare me to absorb this informa-
tion, and I’d had my suspicions, but to hear it 
from someone who had no ego stake in whether 
or not I was weird, and who remembered my 
childhood as well as I did, made it suddenly seem 
like the most natural explanation in the world.

I’ve come to suspect that almost everyone I’ve 
ever had an instant natural rapport with is prob-
ably on the spectrum. There’s just a whole differ-
ent vibe among autistics. Don’t get me wrong, 
I’ve had plenty of instances of immediately hat-
ing the autistic person I just met. There’s an 
instant ease – I assume that it flows from the total 
absence of the sub-rosa social ranking that’s usu-
ally present when you meet a neurotypical per-
son. Autistics don’t care what you do for a living, 
who you know, what you look like, or what you 
earn. We only care that you’re interesting.

– Johanna.
People with autism have formed their own 

cultural identity often coined “the neurodiversity 
movement,” which continues to be defined and 
refined (den Houting, 2019). Being neurodiverse 
is a cultural identity. In the simplest sense, the “in 
neurodiversity group” are those having a diagno-
sis of autism or other neurodiverse condition, and 
the “out neurodiversity group” are those without 
autism or other neurodiverse diagnosis. Autistic 
adults report that spending time with other autis-
tic people is easier and more comfortable than 
spending time with neurotypical people, that they 
are better understood by other autistic people 
(Crompton et  al., 2020). Being in autistic-led 
spaces, such as the Autscape Conference (a con-
ference developed for and by autistics), is 
reported to improve a feeling of well-being and 
belonging by autistic adults (Milton & Sims, 
2016).
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Proponents of the neurodiversity movement 
advocate that the inclusion of individuals who are 
neurodiverse benefits society as they see the 
world differently and are able to contribute posi-
tively to society because of this different perspec-
tive. Several historical figures who have greatly 
contributed to society have been named as having 
autism including Elon Musk (Itzkoff, 2021), an 
entrepreneur; Temple Grandin (Grandin & 
Scariano, 1986), a leading animal scientist; and 
Dan Aykroyd (Hollow, 2019), a famous actor. 
Other historical figures including Albert Einstein 
(James, 2003), Bill Gates (Caplan, 2005), Andy 
Warhol, (Thorpe, 1999), Charles Darwin (Smith, 
2009), and many others, although not formally 
diagnosed, have all been publicly named as hav-
ing characteristics of autism. Naming these 
accomplished professionals is often used to dem-
onstrate how people with autism have been 
 contributing to the betterment of society for 
centuries.

Elevating a particular subset of the culture of 
autism, describing the “good” individuals with 
autism to demonstrate the value of the cultural 
identity is not dissimilar to the use of “good 
negro” and “bad negro” descriptions prevalent in 
racist literature throughout history (Mixon, 1997; 
Woodson, 1990). A “good negro” was acceptable 
as they did not vocalize or address racism, work-
ing to be accepted and acceptable to the dominant 
white culture. “Good negroes” also followed the 
dominant culture through education and behavior 
in an attempt to neutralize ill-will directed toward 
them. Neurodiversity acceptance should not be 
based upon the beneficence to the neurotypical 
population because of their talents or the ability 
to perform or their ability to become indistin-
guishable from their neurotypical peers.

One of the strongest beliefs of the neurodi-
verse community is that there is no deficiency 
inherent in having autism, the issue is the societal 
response to their autistic presentation. This social 
model of disability posits that the problems dis-
abled people face are the result of social oppres-
sion and exclusion, not their individual deficits 
(Nicolaidis, 2012; Oliver, 2013). The greater dis-
ability community has voiced this position of dis-
ability with the belief that a person is disabled not 

by their impairment, but by the failure of their 
environment to accommodate their needs (Oliver, 
1996). The social model has also been seen as a 
significant tool to combat disability marginaliza-
tion to rehabilitate the public perception of dis-
ability (Dirth & Branscombe, 2017). Indeed, 
combatting ableism, stereotyping, prejudice, dis-
crimination, and social oppression toward people 
with disabilities has been a rallying cry of those 
with disabilities for decades (Bogart & Dunn, 
2019).

The neurodiversity movement utilizes this 
social model of disability. Unlike the medical 
model that views disability as a problem of self, 
the social model of disability states that people 
are disabled by barriers in society, not by an 
impairment or difference (Goering, 2015). For 
autistic people, the social model of disability 
indicates that the lack of acceptance of their dif-
ferences is indeed a barrier created by society 
(Woods, 2017).

There are some members of the autism 
research community and family members of peo-
ple with autism who do not agree that autism can 
be wholly subscribed under the social model of 
disability. Parents of autistic children commonly 
subscribe to the medical model and engage in 
treatments to change or cure their children 
(Chamak, 2008; Ravn et al., 2017) as well as the 
fields of psychiatry and psychology who assess 
an individual to ascertain deficits on the basis of 
behavioral deviations from average (American 
Psychiatric Association, 2013; Anckarsäter, 
2010). The medical model is perceived as most 
relevant for those on the autism spectrum who 
have significant care and safety needs that are 
attributed to their disability or diagnosis of autism 
spectrum disorder. Some individuals living with 
autism require the support of others to remain 
safe and well. For these individuals with higher 
support needs, the medical model of disability is 
argued to be relevant (Anistasou & Kauffman, 
2013; Baron-Cohen, 2019).

The social model of disability argues that 
society should welcome diversity and be inclu-
sive of differences as the unique nature of the 
diverse human condition. The medical model of 
autism assesses individuals with autism and iden-
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tifies deficits and differences that need to be recti-
fied to promote a more positive life experience. 
As with all cultures, there is both agreement and 
disagreement about what defines this cultural 
identity (Chapman & Veit, 2020).

 Neurodiversity and Culture

The neurodiversity movement is in its early 
stages of development when measured against 
other cultural identities such as gender and race. 
Professionals who are neurotypical, working to 
support adults with autism, need to engage in 
critical self-reflection to discern their understand-
ing of neurodiversity culture and their value for 
diversity to guide any intervention that is devel-
oped and implemented for an individual for 
whom they might be providing service. Mediating 
these differences should not simply be trying to 
ensure compliance to a perception of normalcy or 
promoting the culture of neurotypical. The goal 
of the intervention is not to remove characteris-
tics of autism; the goal of the intervention is to 
promote an increase in the person’s quality of 
life. In addition, any intervention should consider 
not only the person with autism but also the soci-
etal barriers that are present that make a person 
who exhibits characteristics of autism less able to 
experience success within society. It is not solely 
the responsibility of the person with autism to 
change; it is also the responsibility of society to 
welcome diversity.

 Intersectionality

The culture of autism does not occur within a 
vacuum. Autism intersects with other identities 
that also have inherent power imbalances such as 
race and gender. Gender is of particular impor-
tance to the autistic community as the diagnosis 
of autism is more prevalent in individuals who 
identify as male (Christensen et  al., 2018). 
However, the proportion of females receiving a 
diagnosis of autism increases with the age in 
which they receive the diagnosis (Huang et  al., 
2020). Women with autism report feeling mar-

ginalized within the autism community (Cook & 
Garnett, 2018). Women with autism have created 
their own autistic spaces to address the power 
imbalance they feel in autistic spaces that are 
dominated by men.

The disenfranchisement of racial identities 
other than white also extends to the autism com-
munity. So often the visual representation of 
autism is of a white, male child. This pictorial 
narrative has resulted in people of color having 
inadequate representation and understanding 
(Onaiwu, 2020). This convergence of oppres-
sions, its intersectionality, must be understood in 
the autistic community as they significantly affect 
the inherent power dynamics of a culture.

 Critical Self-Reflection Questions 
for Practitioners

 1. Do you agree that autism is a cultural iden-
tity? Why or why not?

 2. How does your community (e.g., faith com-
munity, school) or workplace include people 
with autism? Is there opportunity to be more 
inclusive? How?

 3. Which is most in line with your belief system, 
the social model or the medical model of dis-
ability? How does this belief impact your 
work as a professional?

 Cultural Humility

As a musician, I feel like the same thing happens 
to me as happens to music, to sound reproduction 
itself. I am chopped up and remixed and com-
pressed into unnatural forms that ruin the essen-
tial goodness. There are so many questions about 
source material and recording techniques and 
format that impact who you wind up being and 
how you sound. I made a thousand small choices 
over forty some years to sample, approximate, 
and re-represent my essential vibrations and to 
reformat and repackage myself, to be more listen-
able to others. Vynil to tape, to CD, to mp3, was 
I still even the same person? I did finally pare 
down all the noise and present a clean, tidy all 
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digital package while I was married, and it 
wound up meaning nothing. It didn’t prevent 
disaster; it didn’t keep me safe; it didn’t keep me 
loved. So what would I do now? Go back to the 
beginning and turn it down to half-speed. What if 
I ask myself the obvious questions: When were 
you happiest? When was joy most accessible to 
you? When did you feel most yourself? What if I 
paid attention to that instead of all the things I 
thought I should do or be in order to seem nor-
mal? Where is the nuance?

– Johanna.
To ensure individuals with autism and neuro-

typicals experience success requires cultural 
humility. Cultural humility is defined by Tervalon 
and Murray-Garcia (1998) as a lifelong commit-
ment to self-evaluation and self-critique in order 
to redress power imbalances and move toward 
the development of mutually beneficial clinical 
and advocacy partnerships within communities 
on behalf of individuals and defined populations. 
This original research in cultural humility was 
defined within the medical community and the 
interaction between medical providers and their 
patients. There were clear patterns of bias and 
ineffective treatment when medical providers 
were delivering care to those of different cultures 
than they themselves identified (Borkan & Neher, 
1991; Brown-Johnson et al., 2020; Ibrahim et al., 
2003: Lorié et  al., 2017; Pinderhughes, 1989). 
Cultural competence training educates medical 
providers about cultural differences; however, it 
was ineffective as exposure to a culture does not 
address the need for lifelong learning nor ongo-
ing critical self-reflection. Cultural humility 
emerged as a model to address these additional 
needs to promote more effective cross-cultural 
understanding and more effective treatment 
within the medical community. Over the last 
20  years, cultural humility has been integrated 
across multiple professions including education 
(Haynes-Mendez & Engelsmeier, 2020), social 
work (Bibus & Koh, 2021), school psychology 
(Fisher et al., 2020), and psychology (Buchanan 
et al., 2020) and lends itself well to the integra-
tion needs of the neurodiverse and neurotypical 
communities.

The neurotypical community, including the 
professional social service community that has 

been designed to support people with autism, is 
often engaged in positioning their cultural norms 
as superior over those who are neurodivergent, 
often placing the burden of social integration 
entirely on the shoulders of the autistic person. 
Examples of this cultural supremacy include the 
goal of treatment of autism to becoming indistin-
guishable to their typically developing peers 
(Broderick, 2009) and decreasing or eliminating 
stereotypy such as hand flapping or repetitive 
body movements (Boyd et al., 2012), not because 
these behaviors are physically harmful but solely 
because society views these behaviors as atypical 
and therefore not appropriate to exhibit in public 
(Jaswal and Akhtar, 2019: Kapp et al., 2019).

Cultural humility requires action from both 
individuals and institutions. Fisher-Borne et  al. 
(2015) provides a model of cultural humility 
demonstrating the interaction between individu-
als and institutions in Fig. 12.1. Individuals and 
institutions must engage in ongoing learning and 
critical self-reflection to address the inherent 
power imbalances that exist in today’s society. 
For example, at an individual level, a direct ser-
vice professional asked to support an adult with 
autism to learn independent leisure skills must 
critically evaluate why they perceive it as not 
appropriate for an adult with autism to spend 
their leisure time in their room rocking in a rock-
ing chair and humming. Institutionally, the social 
service provider for whom the direct support pro-
fessional works must provide professional learn-
ing for the direct support professionals regarding 
the right of choice and the importance of agency 
for all humans. The social service provider must 
also institute a process to ensure when goals are 
selected for adults with autism that the primary 
consideration is that of the person with autism for 
whom they are delivering service.

The power imbalance for autistic adults in 
society is significant. The autism research com-
munity is dominated by non-autistic researchers 
(Pellicano & Stears, 2011). Maras (2021), argues 
that autistic adults have difficulty obtaining and 
maintaining employment, not due to a lack of 
employable skills but because of hiring and 
onboarding institutional practices that are biased 
toward those with neurotypical communication 
skills. The institution of human resources and 
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employer expectations have developed processes 
that inherently discriminate against people with 
autism (Pfeiffer et  al., 2017; Whetzel, 2014). 
Interview processes typically demand a high 
degree of verbal acumen (Civiello, 2009). 
Ongoing learning and critical self-reflection of 
the individuals working in human resources must 
occur to address the imbalance. The suicide rate 
for adults with autism is higher than that for their 
neurotypical counterparts (Costa et  al., 2020), 
and autistic adults report difficulty in accessing 
mental health services and supports (Howlin 
et  al., 2015). The institutions present in mental 
health organizations and the professionals 
 working within them have not adequately 
addressed the power imbalances that are preclud-
ing adults with autism from adequately accessing 
mental health services and supports.

There is an inherent power imbalance between 
the neurodiverse and neurotypical communities. 
Cultural supremacy has been established, imply-
ing that neurotypical standards are preferential 
and that those with neurodiverse conditions must 
change to match the preferred neurotypical cul-
tural profile. The social and communication char-
acteristics that result in an autism diagnosis have 
been historically targeted for remediation in 
order for the autistic individual to be deemed a 
success in neurotypical society (Rosales & 

Whitlow, 2019). This effort to change personal 
characteristics can have a profoundly negative 
impact on individuals with autism (Cage et  al., 
2018). Indeed, this practice also has deleterious 
effects on the entire culture. Limiting individual-
ism and requiring all members of society to 
merge into the perceived norm limits learning 
and decreases the opportunities to profit from 
diversity of thoughts, beliefs, and actions. 
Cultural humility requires ongoing action from 
both the neurodiverse and the neurotypical com-
munity. Each member must take action and prac-
tice, as individuals and as members of institutions, 
in order to redress the existing power imbalances 
and to ensure that all members of the community 
have equal access to the knowledge, tools, and 
resources available for success.

 Masking

I tried to accommodate the world by wearing 
earrings, lipstick, makeup, and nail polish. I 
didn’t care for it aesthetically, but what I never 
knew to say was I can feel the weight of the polish 
on my nails. It mutes my sense of touch. Lipstick 
feels like grease, and the feeling never goes 
away; my lips can’t breathe, and the feel of nail 
polish on my hands eclipses all other sensory 

Power
Imbalances
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Ongoing Learning &
Critical Self-Reflection

Individual
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Institutional
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Ongoing Learning &
Critical Self-Reflection

Fig. 12.1 Model of cultural humility. (Fisher-borne et al., 2015)
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information. Perfume scents, which all the 
makeup has, make me slightly nauseous. Silky 
fabrics make my skin crawl. Synthetic fabrics, 
even sweater knits, make the hairs on the back of 
my neck stand up. I can’t hear anything when I 
am wearing itchy wool. My limbs were in a con-
stant state of jerk and twitch. Competing sensory 
input, competing understandings of social inter-
actions leave me in a permanent state of choke 
that manifests in stumbles because my body and 
my mind are occupied by opposing forces: every-
thing that feels natural and comfortable to me is 
everything I shouldn’t be. I could be sure of 
myself, anchor myself in no area, and I was adrift.

– Johanna.
In an attempt to better align with cultural 

norms, people with autism engage in masking 
their autism symptomology. Masking is the con-
scious or unconscious suppression of natural 
autistic responses (Pearson & Rose, 2021). 
Individuals on the spectrum have increasingly 
reported autistic burnout from masking (Cassidy 
et  al., 2020; Higgins et  al., 2021). Burnout is 
described as intense physical, mental, or emo-
tional exhaustion that results mainly from the 
cumulative effect of having to navigate a world 
designed for the neurotypical, a world where sub-
tle language and indirect cues require decoding, 
where the need to be social is an ongoing stress, 
and where bright lights and ambient noise induce 
sensory overload (Raymaker et al., 2020).

Minority stress can take a significant toll on 
the wellness of a minority culture. When an indi-
vidual is a member of a stigmatized minority 
group, the disharmony produced by poorness of 
fit with the dominant culture results in substantial 
stress (Allison, 1998; Clark et al., 1999). In com-
munities of color, maintaining one’s personal 
safety in a society that makes wrongful assump-
tions requires a high level of vigilance; this vigi-
lance is exhausting. In the LGBT community, 
coming out of the closet can reduce stress and 
result in a happier, healthier life. For autistic 
adults, the effort to mask their autistic character-
istics and socially camouflage results in exhaus-
tion and threats to self-perception (Hull et  al., 
2017).

The premise that results in autistic masking is 
that the neurotypical culture’s norms are superior 

to the neurodiverse culture. Demonstrating savvy 
social skills is more preferable to the neurotypi-
cals than trying to navigate the social meaning 
behind the behavior of autistics (Cook et  al., 
2021). This perceived supremacy requires autis-
tic adults to engage in the emotional effort of 
masking their autism symptomatology so they 
too can exist in the dominant culture. This mask-
ing comes at a significant personal cost to 
autistics.

 Critical Self-Reflection Questions 
for Practitioners

 1. How do you currently practice culturally 
humility? What do you do well? On what 
areas could you improve?

 2. What behaviors do you exhibit as a profes-
sional that demonstrate cultural humility?

 3. How can you address masking when support-
ing adults with autism?

 Applying Cultural Humility

 Work/Employment

Work has always been a struggle. I do well and 
get promoted to some sort of supervisory role in 
which I implode because I’m bad with people. 
Bosses tend to like me because I have great ideas 
and overperform. I have a weird gift for stream-
lining and reorganizing business processes. I 
save them time and money. Coworkers and those 
who report to me tend to dislike me for the very 
same reasons – the act of streamlining and reor-
ganizing anything irritates people because it 
involves changing what they’ve always done and 
carries the social undercurrent of “you’ve been 
doing this the wrong way,” which breeds resent-
ment. I can be goal oriented to the point of seem-
ing rude – we don’t have time for small talk; we 
are trying to reach a sales goal. I have no instinct 
for morale building, because in my world, you 
simply do your best all of the time.

For years, I believed that the rules we were 
taught as children were also true for most work 
scenarios: always do your best; follow the rules 
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give by your employer. What I realize now is that 
I was incapable of seeing a much larger picture – 
as opposed to my neurotypical peers, I have a 
much narrower sphere of interest and therefore 
have had an atypical amount of attention and 
energy to give to work.

What I’ve come to understand is that the 
diplomacy needed in the workplace is bidirec-
tional. Both parties need to understand the pos-
sible social implications of their actions, and 
they must also understand the cognitive biases 
they bring with them. If I want my distinct devel-
opmental trajectory to be seen and validated, I 
must do the same in return. I should do what isn’t 
instinctual to me: I should include them. I need to 
exhibit more diplomacy in the area of group rela-
tions. For their part, my coworkers should try to 
understand that my developmental trajectory 
means that I’m often blind to the importance of 
group dynamics and that I don’t mean to insult 
them, I just see things from an entirely foreign-to- 
them perspective.

– Johanna.
Cultural supremacy and its effect on profes-

sionals with autism begin from the earliest point 
of workforce engagement (Hagner & Cooney, 
2005; Scott et al., 2017). The typical method of 
obtaining a job universally benefits individuals 
with strong neurotypical communication and 
social skills. The initial phone screening and 
interview process continues to be widely accepted 
as a talent acquisition process. Given that the 
majority of jobs do not require individuals to 
spontaneously answer questions about which 
they have no prior preparation or knowledge, this 
method of hiring seems arbitrary and clearly 
places autistic candidates at a disadvantage. The 
mismatch between job responsibilities and how 
professionals secure employment is a significant 
barrier for people with autism whose diagnosis 
ensures social challenges (Maras et  al., 2021). 
The employment difficulties continue for adults 
with autism when social expectations extend into 
the work experience.

The social communication requirements of 
employment extend beyond the initial employ-
ment procurement. John, a professional working 
in the banking industry, shared his experience 

that demonstrates the ongoing communication 
and social expectations that employers place on 
employees and the consequences if an autistic 
professional does not meet these expectations.

I loved my first job at the bank. I think I was really 
good at it, but when I was in the same position for 
3 years and watched all of my colleagues get pro-
moted and I never did, I figured there was some-
thing wrong with me. Looking back, I now know 
that the bank manager was promoting “team play-
ers.” My performance reviews were exemplary for 
my assigned tasks but also mentioned that I had an 
opportunity for growth in teaming. I thought that 
meant that I needed to work harder at getting my 
group tasks done at work. What teaming really 
meant was going out after work together for drinks 
and playing or at least attending the company soft-
ball team games. I don’t drink, and I don’t really 
like softball, so I didn’t even think about doing 
those things. It wasn’t until I moved to another 
bank within the organization and was rapidly pro-
moted that I realized maybe it wasn’t my work per-
formance that kept me from being successful. My 
current boss and I talked about it, and I realized 
now I missed how important those social events 
were to my professional success and that my lack 
of engagement in social activities made me an out-
sider to my colleagues. I still don’t fully under-
stand how social events have any relevance to my 
work performance. And I wish my colleagues had 
been more direct in telling me that my absence at 
these events was noticed and important to my 
career success. Nobody tells you about these social 
rules, but they do judge you by them.

Applying cultural humility to the institution of 
work would have allowed John’s prior boss to 
engage in critical self-reflection of the power 
imbalance that she had created, to identify the 
biases that afforded privilege to employees that 
participated in outside events like softball games, 
events that were not at all related to work perfor-
mance. At an individual level, each employee 
takes responsibility for ensuring employees from 
diverse cultures, including the culture of autism, 
experience equity in the workforce. Equity means 
everyone receives fair treatment, everyone knows 
what to expect, and that people have equal access 
to opportunities (Society for Human Resource 
Management, n.d.). Equity at work is advanta-
geous for both employees and the employer.

At an institutional level, employers must eval-
uate their processes and protocols to assess for 
artificial barriers that discriminate against and 
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exclude autistic people. Discrimination of people 
with disabilities in the workplace is illegal; how-
ever, the discrimination of people with autism is 
often subtle and requires awareness and cultural 
humility to acknowledge and remedy these dis-
criminatory practices. John’s experience is a 
great example of the need for institutional critical 
self-reflection. Equitable promotion practices 
would have meant that John’s supervisor either 
informed John that engagement in outside events 
was pivotal for promotion within the company or 
the employer would acknowledge that outside 
social activities should have no bearing on pro-
motions and John would have likely been selected 
for promotion at pace as his colleagues who were 
performing at his same level.

 Friendships and Relationships

Relationships of any kind have largely been a 
murky concept for me. There was also what I call 
the “brass ring syndrome.” My intense focus on 
obtaining a partner was spurred as a result of so 
many years of being told friends and partners 
was the goal, so I would appear “normal.” 
Having a relationship was a token I was trying to 
collect to move toward normalcy. I’ve just turned 
50, and I can honestly say that prior to my 40s, I 
was probably too immature to carry out a serious 
relationship. I’m deeply embarrassed now by 
what I now recognize as not just emotional imma-
turity but emotional blindness of a sort, both in 
my romantic and friend relationships.

Everyone, my parents, my siblings, my friends, 
exerted extreme pressure on me to blend in, to fit 
in, to be like the other girls so that I could make 
friends and have a happy life. Naturally, acquir-
ing friends or romantic partners became the 
goal. Friends and romantic partners were tangi-
ble proof that I was “normal.” I worked toward it 
constantly.

One trouble was that, trapped in my own self- 
referential world, I didn’t understand a relation-
ship required an almost metallurgical process of 
alloying two substances. My idea of a relation-
ship was always two distinct units conveniently 
orbiting each other. I did not know how or why to 

emotionally open with friends or lovers because 
the goal had only ever been to obtain them.

After I was diagnosed with and treated for 
anxiety, I had the emotional room to really eval-
uate how I related with people. I realized my 
ability to interact with people was in some very 
real ways like that of a grade schooler – I felt 
like I needed permission or instructions. I was 
always waiting for an adult to step in, someone 
who had the authority to protect me or to make 
people behave fairly or be nice. Without even 
really being aware of it, I often expected friends 
or lovers to take on that role. Theoretically, that 
might have been ok if I’d had the adjacent 
agency to also provide some sort of comfort to 
them, However, like a young child, I had no 
sense that I could or should contribute anything 
back.

I could never understand why nothing worked 
out: I was doing what I was supposed to do! The 
understanding came when I was diagnosed with 
Asperger’s and learned about masking. Yes, I was 
doing “everything right” if the end goal was 
tricking someone into liking you. However, if I 
was looking for a real connection, true self to 
true self, I was doing exactly all the wrong things 
for all the wrong reasons. It’s hard to find a good 
match when you’ve been masking yourself for so 
long that you have no idea what you want in a 
partner or what you have to offer. It wasn’t until 
I simply quit masking and made myself remember 
who I was and what I enjoyed before I was pres-
sured into fitting in that I had enough of a sense 
of self and enough sense of self-worth to see that 
I could provide real emotional support and value 
too that I began real, fulfilling relationship.

– Johanna.
Relationships with other people are important 

for overall well-being. Historically, there has 
been a misconception that people with autism 
prefer to be alone and do not want friendships or 
relationships. Individuals with autism spectrum 
disorder have a similar level of romantic interest 
but experience less relationship success and 
lower satisfaction with romantic relationships 
(Hancock et al., 2020). As Johanna’s story repre-
sents, being autistic and navigating the complex 
social and communication requirements of pur-
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suing and engaging in intimate relationships is 
challenging (Mogavero & Hsu, 2020).

When one partner is autistic and the other is 
neurotypical, the relationship is intercultural. 
Intercultural relationships can take many forms 
including interracial, interfaith, geographic 
regions, and between people with autism and 
people without autism. Intercultural relationships 
often must navigate different communication pat-
terns (Tili & Barker, 2015), increased societal 
pressure (Buggs, 2019), and family acceptance 
(Bell & Hastings, 2015), to name just a few addi-
tional barriers to relationship success.

Some autistic adults choose to date, partner, 
and marry others with autism (Bertilsdotter 
Rosqvist, 2014). Many couples realize a diagno-
sis of autism for one of the partners when they are 
already partnered; indeed, the neurotypical part-
ner is often the person in the relationship pushing 
for their partner to pursue a diagnosis as they are 
looking for explanations of what is contributing 
to challenges in their relationship (Lewis, 2017). 
Other couples knowingly partner, fully aware 
that one person is autistic and the other is neuro-
typical. Every relationship requires communica-
tion and compromise, but for couples with one 
neurotypical and one autistic partner, cultural 
humility from both parties can address some of 
the inherent challenges that present themselves.

 Home/Community Living

Wendy is an autistic adult who has significant 
support needs. Wendy moved to a supported 
apartment as her parents were aging; they and the 
other people in Wendy’s life realized moving 
might encourage Wendy to not only gain some 
additional independent living skills but it would 
also be much easier for Wendy to transition living 
away from her parents before they passed away. 
Her support community had the foresight to 
understand that learning how to live away from 
her parents would be easier if she was not simul-
taneously grieving their death. Wendy receives 
care coordination services from a social service 
agency. Martha, Wendy’s care coordinator, shared 
this story of Wendy’s adjustment to her new home.

Being in the water is Wendy’s favorite place. Her 
family talks about the swimming pool being a 
favorite place for her even as a baby, splashing in 
the water and squealing with joy. Wendy is now 34 
and splashing in the pool is still one of her most 
joyful activities. Fortunately, her apartment build-
ing has a pool. The pool is a social place at Wendy’s 
apartment building. Often, there are other residents 
enjoying the water, swimming laps and enjoying 
the cool water on a hot day. The professional team 
supporting Wendy noticed that when she gets into 
the pool, other residents exit the pool; Wendy 
watches them leave. Wendy would benefit from 
making some additional adult social connections 
with her fellow apartment building residents; she is 
a social person and likes interacting with others. 
Wendy doesn’t have spoken language; she often 
moves toward people and looks expectantly into 
their faces which her staff and family interpret as 
being interested in others. Her professional staff 
thought the pool might be a place to connect with 
other adults, but it has not worked out that way. 
The other apartment residents seem to be clearing 
out of the pool when Wendy arrives.

Connecting socially and building a community is 
important to most adults. The fellow residents in 
Wendy’s apartment building may not become 
intimate friends, but her support staff felt there 
needed to be some support offered to the other 
residents to help them engage with Wendy in a 
neighborly fashion at the pool. Outside of the 
pool, Wendy was learning to greet her neighbors 
with a wave and a smile when they crossed paths 
in the hallway or in the laundry room. There was 
discussion among Wendy’s direct support profes-
sionals and her family about having an informa-
tional flyer shared with her neighbors about her, 
but that was dismissed as it felt extremely imper-
sonal and perhaps even disrespectful as Wendy 
could not consent to having her personal infor-
mation shared with strangers in her building.

Employing the concept of cultural humility, 
the support staff knew that they wanted to sup-
port Wendy to learn to share the pool space 
respectfully but also to address the power imbal-
ance that was resulting in the perceived superior-
ity of the neighbors. There was desire to help the 
neighbors learn about the benefit that splashing 
in the pool has for Wendy; it was one of the few 
places where Wendy experienced pure joy. To 
achieve these goals, Wendy’s support team pur-
chased some aquatic exercise equipment and 
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began to teach Wendy how to use it in the pool to 
allow for a more discreet splashing experience 
and to afford Wendy an opportunity to invite her 
fellow residents to join her in an activity – water 
aerobics.

Martha, Wendy’s care coordinator, shared the 
success of this modest addition of aquatic exer-
cise equipment to her home.

Over a period of a few months, Wendy learned how 
to use the pool exercise equipment to both exercise 
and get the water splashing she enjoyed. The 
splashing was contained to a certain area in the 
pool where Wendy used her equipment. Once 
Wendy had learned how to use the exercise equip-
ment, a second set was purchased. This material 
was kept by the side of the pool. When fellow resi-
dents would come to the pool environment, 
Wendy’s staff would invite them to use the equip-
ment and would include Wendy in the brief inter-
action that would occur when another resident 
chose to use the equipment. This interaction was 
often just a simple smile and a wave. Over time the 
interactions became a bit more friendly, and resi-
dents began to initiate greeting Wendy outside of 
the pool and engaging in short social interactions 
that appeared to bring Wendy pleasure.

Through this simple modification, Wendy and 
her neighbors engaged in critical self-reflection 
and ongoing learning to address a power imbal-
ance. Wendy learned how to use aquatic exercise 
equipment that would control her splashing to a 
certain zone. The residents in her community 
learned how to interact with Wendy in a prosocial 
manner. The cultural superiority that was previ-
ously exhibited by the community residents dis-
sipated, and the power imbalance was addressed.

 Critical Self-Reflection Questions 
for Practitioners

 1. How can you as a professional deploy cultural 
humility to promote a more inclusive work or 
recreation environment?

 2. How do you address biases that you observe 
in your community or at your workplace?

 3. What do you perceive to be the biggest barrier 
to achieve an inclusive society for people with 
autism?

 Conclusion

If I’m honest, I cannot recommend my own per-
sonal odyssey learning to bridge the cultural gap 
between being neurodiverse and the rest of the 
world. It involves guitars, liquor, and swearing. 
At some point, I realized that my worst moments 
were born out of trying to fit in or be who I was 
supposed to be, and that things went much more 
smoothly when I just focused on what came natu-
rally to me. I learned to pay attention to the 
moments where I felt “in flow” socially and 
worked to dissect what it was that worked.

– Johanna.
Adults with autism are valuable members of 

our society. Engaging in cultural humility through 
lifelong learning and critical self-reflection can 
address the power imbalance between the neuro-
typical and neurodiverse cultures. The applica-
tion of cultural humility in our workplaces, 
communities, and relationships decreases the 
privilege that is currently experienced by neuro-
typicals. Autistics have much to contribute to our 
society. Through mutual diplomacy, differences 
can be embraced as a strength. No longer do we 
ask adults with autism to mask their symptoms; 
each individual is valued for their individual 
characteristics, and differences are evaluated to 
discern if there is indeed a need for change or if 
the perceived difference is simply the dominant 
paradigm trying to bend each human into norma-
tive behavior that promotes comfort for the 
majority.
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Ethical Considerations and Dignity 
for Adults with Autism Spectrum 
Disorders

Melissa L. Olive

In the years between 1990 and 2020, we have 
seen an explosion of diagnosed cases of autism 
spectrum disorder (ASD). For example, in the 
early 1990s, the national rate for ASD was 1 in 
10,000 children (Autism and Developmental 
Disabilities Monitoring Network, 2012). By 
2010, it was reportedly 1  in 68 (Developmental 
Disabilities Monitoring Network Surveillance, 
2014). Five years later, in 2017, it was 1  in 40 
(Kogan et al., 2018).

Children with ASD grow up. Dietz et  al. 
(2020) reported that the current incidence of 
adults with ASD is 2.21%, or almost 5.5 million 
individuals. Roux et al. (2017) noted that we can 
expect about half a million youth to age into 
adulthood over the next decade. Not only is the 
adult system about to be inundated with individu-
als with ASD, the stage of adulthood in ASD is 
the one where the least knowledge exists from 
research (Centers for Medicaid and Medicare 
Services, 2010; Missouri Autism Guidelines 
Initiative, 2012; Roux et  al., 2017). Moreover, 
states may grapple with insufficient provider 
groups who are knowledgeable and experienced 
providers for adults with ASD (Centers for 
Medicaid and Medicare Services, 2011).

While many adults with ASD are able to live 
independently and without behavioral supports, 

it is unclear what percentage of adults with ASD 
require behavioral supports. We do know that 
slightly over half of middle-aged adults with 
ASD have a severe or profound intellectual dis-
ability (Roux et  al., 2017). The 2017 National 
Autism Indicators Report (Roux et  al., 2017) 
focused solely on adults with ASD and more 
severe challenges, and the results were gloomy. 
For example, 49% of adults with ASD used six or 
more services funded by a state Developmental 
Disabilities (DD) program. These state programs 
are overwhelmed with need yet lack the funding 
to meet the demands. In fact, 25% of study par-
ticipants reported they did not receive all the ser-
vices they needed. These adults also have 
comorbidities of other health and behavioral 
health needs. For example, Vohra et  al. (2016) 
noted that 85% of their sample used at least one 
psychotropic medical prescription and 75% had 
20 or more prescription drug claims in a year. 
Moreover, about half of adults with ASD had at 
least one health condition with gastrointestinal 
issues (GI) being the most common health prob-
lem (Rast et  al., 2020). However, 77% of adult 
health-care providers rated their knowledge and 
skills for providing care to patients with ASD as 
poor or fair (Zerbo et al., 2015).

It is clear adults with ASD have complex 
needs (Rast et  al., 2020) requiring an array of 
services which should be coordinated carefully 
to ensure appropriate service integration and 
delivery. Given that 46% of adults with ASD 
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have  significant behavioral challenges (Roux 
et al., 2017), therapy based on applied behavior 
analysis (ABA) is just one of many needed ser-
vices for adults with ASD. The purpose of this 
chapter is to describe the ethical considerations 
for behavior analysts when providing ABA-
based services for adults with ASD. Of utmost 
importance is the need to ensure that adults with 
ASD are treated with “compassion, dignity, and 
respect” (Behavior Analyst Certification Board, 
2020, p. 4.)

The framework for this chapter is based on 
five components (see Fig.  13.1). First, the 
Behavior Analyst Certification Board (BACB) 
Ethics Code for Behavior Analysts (hereafter 
The Code, 2020) serves as the overall founda-
tion for ethical delivery of services. Second, 
written informed consent should always be 
obtained prior to the start of services. Third, 
funding of services may impact access to 
appropriate care. Fourth, legal and regulatory 
matters will vary from state to state, which 
may also affect access to appropriate care. 
And finally, all behavior analysis services 
should be based on sound evidence- based ser-
vices/practices (EBP).

 The Code

The Code is really the foundation for all services 
provided for adults with ASD by behavior ana-
lysts. The most recent Code includes four core 
principles. These are benefitting others, treating 
others with compassion, dignity, and respect, 
behaving with integrity, and ensuring compe-
tence. Every aspect of the behavior analytic ser-
vices for adults with ASD should be based on 
those four core principles. This is especially true 
for the need to treat with compassion, dignity, 
and respect. Behavior analysts serving the adult 
ASD population must also remember several key 
points from The Code. These points will be sum-
marized from a process of factors to consider 
before starting services, considerations during 
service delivery, and discharge processes (see 
Fig. 13.2).

 Before Services Begin

Prior to serving adults with ASD, the behavior 
analyst should take care to ensure that adult ser-
vices fall within their scope of competence 
(#1.05). Behavior analysts should complete 

Fig. 13.1 Framework 
for ethical 
considerations and 
dignity
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coursework, supervision, and/or mentorship in 
any new area of services prior to beginning those 
services (Brodhead et  al., 2018). As described 
previously in this chapter, adults with ASD have 
very complex needs, and the behavior analyst 
serving this population should be well-equipped 
with experience as well as familiarity and exper-
tise with the evidence-based practices for adults 
with ASD.

When serving adults with ASD, the behavior 
analyst should first determine who will be the 
actual client. Behavior analysts should remember 
that the definition of client may change from time 
to time depending on location of services, funder, 
and service type. For example, if the behavior 
analyst developed a treatment plan for the adult 
and is monitoring staff while they implement, 
taking data on fidelity of implementation, and 
reviewing client progress toward the treatment 
goals, then it is clear the adult with ASD is the 
client. On the other hand, if a group home hires 
the behavior analyst to conduct training for staff 
who provide residential services to adults with 
ASD, then the group home staff are the clients. If 
a family hires the behavior analyst to consult 
with them on how to remain safe during crisis 
situations, then the family is the client. The 
behavior analyst is responsible for identifying 
who will be the direct recipient of services. The 
behavior analyst is also responsible for informing 
all parties when the client changes based on a 
change in services.

When the client has been identified, the behav-
ior analyst should then document services within 
a contractual service agreement (#3.04), which 
would clearly define the behavior analyst’s role 
with relevant parties (#1.04). Next, the behavior 
analyst should collaborate with stakeholders, but 
only after receiving written consent (see #3.02 
for additional information). The behavior analyst 
should also obtain consent to collaborate with 
appropriate stakeholders. In the most recent 
Code, the BACB added the term “stakeholder” to 
the glossary. A stakeholder is “An individual, 
other than the client, who is impacted by and 
invested in the behavior analyst’s services (e.g., 
parent, caregiver, relative, legally authorized rep-
resentative, collaborator, employer, agency or 
institutional representative, licensure board, 
funder, third-party contractor for services)” 
(BACB, 2020, p. 8).

Given the documented extent of medical needs 
reported by adults with ASD (Roux et al., 2017), 
prior to the initiation of services, the behavior 
analyst should engage in due diligence to ascer-
tain what role, if any, underlying medical condi-
tions may be playing in the current behavioral 
challenges (see #2.12). Roux et al. (2017) noted 
that over half (i.e., 64%) of adults with ASD in 
their study took medications for behavioral chal-
lenges. Moreover, Davignon et al. (2018) noted 
that adults with ASD were two to three times as 
likely to have depression or anxiety when com-
pared to adults without ASD.  Davignon and 

Fig. 13.2 Process of ethical considerations for service delivery
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 colleagues also noted that adults with ASD were 
far more likely to be diagnosed with schizophre-
nia, ADHD, epilepsy, or bipolar disorder. Finally, 
Zerbo et al. (2019) reported that adults with ASD 
had much higher utilization of health-care ser-
vices when compared to adults with other 
disabilities.

In light of the complex medical needs for 
adults with ASD, behavior analysts should coor-
dinate care with prescribing/treating physicians 
to determine if medications are necessary or if 
doses may be modified once appropriate and 
effective behavior interventions have been put 
into place (Newhouse-Oisten et al., 2017). Once 
appropriate permissions have been obtained, the 
behavior analyst should then plan to coordinate 
care between and among relevant medical pro-
viders as services ensue. This could include shar-
ing progress notes and data to document response 
to intervention, response to medication changes, 
and any other relevant data.

 Initial and Ongoing Assessment

With each initial assessment and/or re- 
assessment, behavior analysts should include cli-
ents and stakeholders in the assessment process 
(#2.09). The funding source or state regulations 
may place restrictions on the amount of time 
behavior analysts have available to complete 
appropriate assessments. Nonetheless, behavior 
analysts will need to engage in due diligence to 
ensure clients and stakeholders are included in 
the selection and prioritization of treatment goals.

As part of the assessment process, behavior 
analysts should “select and design assessments 
that are conceptually consistent with behavioral 
principles” (BACB, 2020, p. 12; #2.13). Again, 
the funding source may attempt to dictate mea-
sures to be included in the assessment, but behav-
ior analysts should remain firm in their scientific 
training and ensure appropriate measures are uti-
lized. Just because the funding source will not 
reimburse for a functional assessment does not 
justify the behavior analyst designing a treatment 
plan without first assessing the function of tar-
geted behavior. At the same time, behavior ana-

lysts must also carefully select assessment 
measures by conducting a risk-benefit analysis to 
determine which measures are most appropriate 
for each client (#2.13).

As stated previously, behavior analysts will 
complete a thorough medical review before ser-
vices commence. Newhouse-Oisten et al. (2017) 
noted the assessment may need to be repeated 
several times until behavior levels are stable. A 
comprehensive medical review should be com-
pleted again with each re-assessment to appropri-
ately assess any medication changes, physical 
and/or symptom changes, and new diagnoses. 
Additionally, any sudden change regarding inten-
sity or severity of behavior or resurgence of 
behavior should be evaluated for any medical 
change. Newhouse-Oisten et al. provided a list of 
sample questions to consider when completing 
assessments for individuals.

Finally, when the assessment is complete, the 
behavior analyst will summarize assessment proce-
dures and results in writing (#2.13). The behavior 
analyst should allow time to meet with appropriate 
parties and explain those assessment results to cli-
ents, guardians, and stakeholders (#2.08).

 Ethical Decision-Making During 
Service Delivery

Once behavior analysts have completed the 
assessment, they will initiate services. The dura-
tion of services can range from a few weeks to 
several years. Therefore, behavior analysts 
should take extra precaution to ensure their ser-
vices remain ethical throughout. As summarized 
in Fig. 13.2, and described above, behavior ana-
lysts will want to ensure they select only 
evidence- based treatments throughout the course 
of services (#2.14). Behavior analysts are obli-
gated to involve clients and stakeholders through-
out the intervention process (#2.09). Due to the 
variety of funding sources and service delivery 
options, behavior analysts must remain diligent 
to comply with all laws and regulations related to 
their services (#1.02).

The next section of this chapter will focus on 
the client and stakeholder role throughout ser-
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vices, the need to collect data and document ser-
vices throughout, the importance of collaboration 
and consultation throughout services, and the 
process of designing intervention and modifying 
interventions over the course of service delivery.

 Client and Stakeholder Involvement 
Throughout
With the pressures of funding limitations, behav-
ior analysts may be faced with the challenge of 
designing, implementing, and overseeing appro-
priate services for their clients within budget 
allowances. However, behavior analysts must pri-
oritize client rights throughout the process 
(#2.01), and they must act in the best interest of 
their clients (#1.03, 2.10, 3.01). This may include 
advocating for increases in funding and/or ser-
vices (#3.12), increasing collaboration with other 
providers, increasing guardian involvement, and 
incorporating staff training. Behavior analysts 
must also work to ensure their clients remain free 
from harm (#3.01) throughout the course of ser-
vices. This includes ensuring that all involved 
parties are capable of implementing developed 
plans with fidelity, focusing on intervention strat-
egies to ensure that all risks are minimized 
(#2.15), and ensuring that interventions have 
desired outcomes for the individual being treated. 
If at any time during the course of services, the 
behavior analyst becomes aware of possible 
abuse/neglect, they must comply with state regu-
lations regarding mandated reporting.

 Data Collection and Progress 
Monitoring
Throughout the course of intervention, behavior 
analysts appropriately document services pro-
vided (#2.05). First, behavior analysts should 
document the occurrence of direct and indirect 
services to the client. This most often occurs in 
the form of a session note. Session notes should 
include a variety of information types and will 
vary based on the funder. At a minimum, session 
documentation should include client’s name, pro-
vider’s name, service provided, date of service, 
persons present, summary of session activity, and 
next steps or actions needed. If indirect services 
are provided, session notes should be completed 

so as to document the occurrence of all services. 
This is especially true for billed indirect 
services.

Behavior analysts must also select appropriate 
measurement systems very early in the interven-
tion process. Then behavior analysts must ensure 
that data are collected and graphed regularly 
(#2.17). Throughout intervention and at regular 
intervals (e.g., weekly), behavior analysts sum-
marize the data and use the data to make treat-
ment decisions jointly with the client and/or 
guardian. Prior to the start of services, behavior 
analysts indicate the schedule of data analysis 
and review (#2.16). Depending on consents, 
behavior analysts may need to regularly share 
data analysis with appropriate stakeholders. 
Treatment decisions based on data analysis can 
include continuing the intervention, modifying 
the intervention, changing the type of interven-
tion, or terminating services. The data analysis 
and decision-making are continual throughout 
the course of intervention (#2.18). It is during 
this ongoing analysis of data that behavior ana-
lysts must also determine if other services or 
medications are impacting the individual’s 
progress.

 Collaboration, Consultation, and Client 
Involvement
The behavior analyst has many responsibilities 
when providing services for adults with ASD. Of 
utmost importance is the need to involve the cli-
ent and/or guardian throughout the services 
(#2.09). Additionally, the behavior analyst must 
collaborate with colleagues (#2.10) and consult 
with other providers when appropriate (#2.18). It 
is equally important for other providers to simi-
larly share information about their intervention 
strategies and outcomes with behavior analysts. 
Therefore, behavior analysts will find it helpful 
to establish a system that will promote regular 
communication between and among the treat-
ment team. Any new intervention or change to 
the intervention should be described to all parties 
to be certain that the procedures will not interfere 
with existing treatment (Newhouse-Oisten et al., 
2017). When behavior analysts analyze data and 
become concerned about other services or medi-
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cation interfering with the individual’s progress, 
they must take action by reviewing options and 
discussing services with all involved profession-
als and clients/guardians.

 Designing and Modifying Interventions
Any intervention designed by behavior analysts 
for adults with ASD must be tailored to the indi-
vidual and their diverse needs as well as based on 
individualized assessment data and results 
(#2.14). Interventions should also be based on 
evidence-based practices for adults with ASD 
and conceptually consistent with behavioral prin-
ciples (#2.14). The plan should also be described 
in writing and reviewed with team members prior 
to implementation (#2.16).

Behavior analysts should consider several rel-
evant factors when designing and modifying 
interventions. For example, they must prioritize 
reinforcement procedures (#2.14). This could 
cause challenges if the adult prefers edible rein-
forcers and the state’s Human Rights Committee 
(HRC) does not approve plans containing edi-
bles. The complexities around HRCs will be dis-
cussed more thoroughly later in this chapter. 
Another challenge is the need to ensure that inter-
ventions will maintain under naturalistic condi-
tions. This can be particularly problematic if the 
individual resides in group care where rates of 
positive attention or the implementation of other 
intervention procedures may be limited due to 
staffing constraints.

When data suggest that a change to the treat-
ment plan is warranted, behavior analysts make 
changes considering all the elements above. For 
example, all changes are made in conjunction 
with the client and/or guardians. The change is 
discussed with relevant stakeholders to ensure 
the change will not interfere with other treat-
ments. The change is based on behavioral prin-
ciples, described in writing, and fully described 
to team members prior to implementation.

 Discharge and Fading Services

Behavior analysts may discontinue behavioral 
services for a variety of reasons. For example, an 

individual may complete the outcome of their 
service such as reducing challenging behavior or 
acquiring missing skill deficits. On the other 
hand, the client and/or guardian may elect to dis-
continue services for numerous reasons. The 
behavior analyst may elect to discharge the client 
due to lack of follow-through with the treatment 
plan or due to interfering services from other pro-
viders. Services may also be discontinued due to 
a lack of progress over a substantial period of 
time. Regardless of the reason for service discon-
tinuation, behavior analysts have ethical obliga-
tions to their clients in terms of planning the 
discharge (#3.15), transitioning services to the 
next provider (#3.16), and working to minimize 
disruptions to services (#3.16). Behavior analysts 
continue to collaborate with the client and stake-
holders throughout the discharge process to 
ensure a seamless transition.

With The Code serving as a foundation of all 
behavior analytic services, the next sections of 
this chapter will focus on other important areas. 
However, because The Code is the foundation, 
references to it will continue throughout this 
chapter.

 Written Informed Consent

Under The Code, #2.11, behavior analysts are 
“responsible for explaining, obtaining, reobtain-
ing, and documenting required informed con-
sent” (BACB, 2020, p.  11). The individual 
responsible for providing written consent will 
vary based on the capabilities of the adult with 
ASD. Specifically, if the adult has a guardian or 
conservator, that person would be responsible for 
providing written consent. It is the responsibility 
of the behavior analyst or their employer to main-
tain the most recent copies of guardianship/con-
servatorship to ensure that client rights are always 
upheld.

If the adult does not have a guardian or con-
servator, then the adult with ASD would be 
responsible for providing consent. It is the 
responsibility of the behavior analyst to ensure 
that the signing party fully understands the risks 
and benefits of treatment, the cost of treatment, 
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and any other pertinent information such as 
where to file a complaint regarding services.

If the individual is represented by a guardian 
or conservator, the behavior analyst must ensure 
that the adult with ASD assents to services. 
Assent is defined as approval, agreement, and/or 
permission (US Legal, 2021). For an adult with 
ASD with limited verbal skills, assent would be 
any behavior that is reasonably interpreted as 
willingness to participate. Behavior analysts will 
have a difficult time deciding the next steps if an 
adult with ASD does not assent to services that 
are designed to keep them safe. For example, if 
the adult engages in serious self-injurious behav-
ior (SIB), an intervention is necessary in order to 
keep them safe. Behavior analysts will need to 
collaborate with appropriate stakeholders to 
complete the risk-benefit analysis regarding the 
continuation of services against the client’s 
wishes.

As a guardian of my adult sibling with ASD 
and an intellectual disability, he does not assent 
to regular blood testing that is required to moni-
tor potential side effects of his anticonvulsant 
medication. Rather than medicating him for 
blood draws, we utilize a preferred item as a dis-
tractor (Davis et al., 2000) resulting in him con-
suming his favorite food and beverage while 
simultaneously keeping his arm still with prompts 
and/or gentle restraint by the phlebotomist.

Behavior analysts should recognize that 
guardians/conservators and/or clients may 
remove consent at any time during the course of 
assessment and treatment. If termination of 
behavior analytic services places the client in 
harm’s way, behavior analysts may need to col-
laborate with appropriate stakeholders and/or 
report risks under their state’s mandated reporter 
laws as described later in this chapter.

 Funding of Services

Behavior analysts have the responsibility of 
understanding the funding sources for behavior 
analytic services. In some states, services may be 
covered by health insurance and state 
Developmental Disability departments or through 

private pay and/or grants. Each is discussed more 
thoroughly next.

 Health Insurance

In 2001, Indiana mandated coverage of ABA ser-
vices to individuals with ASD (Autism Speaks, 
2021). In 2007, two more states passed mandated 
coverage. This trend continued until 2019 when 
all 50 states had passed similar mandates. Each 
state’s mandate varies, however, with regard to 
limitations such as age and cost caps. Nonetheless, 
in some states, coverage is mandated for adults 
with ASD through their health insurance. As 
such, behavior analysts who provide services 
funded by health insurance will need to be com-
pletely apprised of the funder requirements that 
accompany those services. This can include 
requirements for session notes, location of ser-
vices, amount of supervision of services, and 
appropriate intervention targets. Just as behavior 
analysts need to have adult services in their scope 
of practice, they must also be informed of funder 
policies. Some funders require specific assess-
ments prior to the commencement of services. 
Behavior analysts should be acutely aware of 
their own license restrictions as well as their own 
scope of practice before administering certain 
assessments. And as previously described, behav-
ior analysts must utilize evidence-based assess-
ment procedures, so additional assessments may 
be needed over and above those required by the 
funder. And finally, health insurance carriers reg-
ularly complete audits of rendered services. 
Unsuccessful audits may lead to costly recoup-
ment of payments and potential fraud investiga-
tions, so extreme care and caution should be 
embraced throughout the course of treatment 
funded by health insurance.

 State DD Services

As Roux et  al. (2017) described in their report 
surveying 29 states, the percentage of state DD 
users diagnosed with ASD ranged from 6% to 
24% while the percentage of individuals in their 
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study with intellectual disability and ASD ranged 
from 57% to 100%. Interestingly, they noted that 
49% of adults with ASD utilized six or more ser-
vices funded by the DD agency while 89% used 
three or more services each year. One such ser-
vice in many states is behavioral support. While 
not all state DD agencies value the role of the 
behavior analyst in adult services, some states do 
allocate funding for behavior analysts. However, 
when behavior analytic services are available, 
they are rarely delivered in a tiered approach as 
described in the Council of Autism Service 
Providers (2020) ASD guidelines. Most often, 
services are provided directly to the adult or 
directly to parents, guardians, caregivers, and/or 
residential staff. In true tiered services, the front-
line technician often receives 40 or more hours of 
specific training in ABA. However, the parents, 
guardians, caregivers, and/or residential staff are 
very unlikely to have received that amount of 
training in ABA.  This lack of training places 
behavior analysts in a precarious position since 
they cannot recommend interventions that staff 
are not trained to implement. Thus, staff training 
is another needed service, but due to budget defi-
cits, it is unlikely that enough hours of behavior 
analytic services are available to fully assess, 
develop treatments, train staff, and monitor inter-
vention effectiveness. Thus, behavior analysts 
should use care to fully understand the amount of 
service hours available for their clients. Finally, 
as described above, regardless of the funding 
source, behavior analysts will still need to docu-
ment their services with session notes and data 
while also analyzing data frequently to ensure 
progress is being made.

 Private Pay and Grant Funding

Individuals may elect to pay for behavior analytic 
services privately. Few individuals will have the 
resources available to pay for extensive behav-
ioral supports based on their own or their loved 
ones’ needs. A comprehensive program delivered 
in a tiered model can easily cost more than 
$100,000 per year. This exorbitant cost usually 
leaves individuals purchasing what few services 

they can afford, which places the behavior ana-
lyst in another predicament of determining how 
much behavior support is required and for how 
long.

Individuals may not fully understand the need 
for indirect services, which include writing 
reports, analyzing data, and modifying treatment 
plans. Behavior analysts will need to clearly 
define and describe services upfront to ensure 
that individuals are aware of all the necessary 
components of behavior supports. It is not 
uncommon for parents/guardians to request only 
technician services without the oversight of a 
behavior analyst. Parents/guardians may not 
want to pay for indirect work on the case and may 
not understand the value of data analysis and pro-
gram modification.

Individuals may also have access to special 
grant funding. This funding is often one-time 
funding and likely for only a few thousand dol-
lars. Behavior analysts should work to meet the 
special funding requirements while balancing 
their requirement to be in compliance with The 
Code. Special grants may limit services to certain 
types of behavior support or support in specific 
locations. These grants may also require specific 
receipts or other documentation of services. 
Starting services for families with alternate fund-
ing will require behavior analysts to be familiar 
with all funding requirements.

 Legal and Regulatory Matters

In addition to funding limitations, behavior ana-
lysts will find that legal and regulatory matters 
vary widely from state to state. The next section 
of this chapter discusses just a few of the regula-
tions that may impact the ethical delivery of 
behavior analytic services.

 Mandated Reporters

Many states have requirements for the mandated 
reporting of child abuse and neglect. Some states 
have similar reporting requirements for adults 
with disabilities, including adults with 

M. L. Olive



231

ASD. Behavior analysts will need to make cer-
tain that they understand and are in compliance 
with the reporting requirements in the state(s) 
where they practice (#3.01). Mandated reporting 
is often required within a specified window of 
time from when the behavior analyst became 
aware of the possible abuse/neglect matter. The 
time needed to document and follow up with 
mandated reporting is often not a reimbursable 
expense. Even so, behavior analysts must remain 
in compliance.

 Human Rights Committees

Each state will have some type of human rights 
committee (HRC). An HRC reviews human 
rights issues raised by or on behalf of individuals 
in DD agencies. The committee is often com-
prised of physicians, parents, agency employees, 
and other parties knowledgeable of adults with 
ASD and other developmental disabilities. While 
the rules vary from state to state, behavior ana-
lysts are responsible for knowing the regulations 
in the state(s) where they practice (#1.02, #3.01, 
#3.06). HRCs may have explicit policies regard-
ing the oversight and approval of behavior plans 
consisting of aversive components, intrusive 
devices or safety measures, and the use of restric-
tive consequences. Additionally, behavior ana-
lysts may have to attend an HRC meeting to 
describe and possibly defend the treatment plan 
they have developed.

 Federal Laws and State Laws

Several laws apply to services for adults. It is 
important for behavior analysts to remember that 
federal laws apply to all states and that each state 
will have its own laws and regulations that will 
need to be followed (#1.02, #3.01, #3.06). Likely, 
the Civil Rights of Institutionalized Persons Act 
(CRIPA, 1997) is the most important. Under this 
law, the attorney general in any state may investi-
gate institutions where adults with ASD reside 
looking for widespread abuse. The investigations 
focus on “egregious or flagrant conditions” that 

limit the adult’s rights or privileges. The investi-
gations may also focus on any conditions where 
the adult “suffered grievous harm … pursuant to 
a pattern” (CRIPA, 1997, p. 4796). This means 
that if a behavior analyst develops faulty behav-
ior plans on a recurring basis and those behavior 
plans result in individuals being harmed or denied 
their rights, behavior analysts could be held 
responsible under civil actions. While this law is 
designed to protect issues related to widespread 
abuse, nonetheless, behavior analysts should use 
caution when practicing with adults with ASD. It 
is of paramount importance that behavior ana-
lysts uphold the rights of adults with ASD and 
that behavior analysts are fully aware of those 
rights.

The regulations under the US Department of 
Health and Human Services regulate services 
provided within most group homes. While the 
group home organization is responsible for fol-
lowing rules around the residence itself, behavior 
analysts are responsible for understanding and 
fully complying with the regulations regarding 
behavior services, behavior support plans, and 
human rights matters.

The USA has two disability-specific laws to 
which individuals must adhere. This includes the 
Americans with Disabilities Act (ADA, 1990) as 
well as the Rehabilitation Act of 1973. The ADA 
is comprised of multiple titles. Under Title 1, 
Employment, the behavior analyst may need to 
provide services to ensure that an adult with ASD 
is fairly employed. Under Title II, State and Local 
Governments/Transportation/Public Services, 
the behavior analyst may need to develop support 
plans so that adults with ASD may access public 
transportation safely. Under Title III, Public 
Accommodations, behavior analysts may need to 
support adults with ASD as they navigate various 
community facilities and activities. And finally, 
under Title IV, Telecommunications, behavior 
analysts may need to support adults with ASD to 
communicate with others in order to schedule 
medical appointments and access social 
services.

Just as the ADA has multiple titles, the 
Rehabilitation Act also has several sections. 
Fewer of these sections apply to behavior ana-
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lysts. Under Sect. 504, any program that receives 
federal funding must comply. Thus, group homes 
and other similar entities must comply and refrain 
from discriminating against individuals with dis-
abilities as they access education, employment, 
and other services. This discrimination compo-
nent is also consistent with The Code (#1.08). 
Finally, Section 508 requires the Federal 
Government to create accessible websites and 
other technologies which may result in the behav-
ior analyst developing programs to assist adults 
with ASD in accessing those websites and 
services.

Finally, under the Voting Accessibility for the 
Elderly and Handicapped Act (1973), behavior 
analysts may need to participate in the develop-
ment of support plans to ensure that the adult 
with ASD may access polling places and also 
appropriately participate in their right to vote.

 Evidence-Based Practices

Not only do behavior analysts need to comply 
with legal and regulatory matters, but they also 
have a duty to provide effective treatment that is 
conceptually consistent with behavior analysis 
and based on scientific evidence (#2.01). Adults 
with ASD have the right to effective treatment 
and evidence-based practices (Van Houten et al., 
1988). However, the age group of adults with 
autism is the age group with the least amount of 
research focus (Centers for Medicaid and 
Medicare Services, 2010; Roux et al., 2017). In 
2010, the Centers for Medicare and Medicaid 
Services commissioned a report on ASD ser-
vices. As part of the report, the authors reviewed 
the research literature for interventions designed 
for adults with ASD. They found three evidence- 
based interventions that they defined as “effec-
tiveness as established through peer-reviewed 
research in scientific journals” (Centers for 
Medicaid and Medicare Services, 2010, p.  20) 
while utilizing several scoring criteria. The 
evidence- based interventions included supported 
employment, structured teaching, and behavioral 
packages.

In 2015, the National Autism Center con-
ducted a review of the literature to identify estab-
lished interventions for individuals with autism. 
At the time, the workgroup found only 27 articles 
that met their inclusion criteria for adults with 
ASD.  Their report noted that for adults aged 
22 years and older, only one established interven-
tion had been thoroughly researched and had suf-
ficient evidence, defined as, “sufficient evidence 
is available to confidently determine that an inter-
vention produces favorable outcomes for indi-
viduals on the autism spectrum” (National 
Autism Center, 2015, p. 234). That single inter-
vention is behavioral interventions and includes 
ABA-based strategies of prompting, extinction, 
differential reinforcement of incompatible behav-
ior, choice, and functional communication train-
ing as well as combined interventions such as 
prompting plus error correction.

While the limited studies on research for 
adults with ASD seem sparse, it should be noted 
that all research may not have been included in 
the aforementioned review. Specifically, Leaf 
et al. (2021) completed a review of a similar lit-
erature review for children and youth with 
ASD. Their paper noted a number of limitations 
of the Evidence-Based Practices for Children and 
Youth Report (Steinbrenner et al., 2020). These 
limitations included missing studies, excluding 
certain designs, and excluding articles with null 
findings. Leaf et al. also made several pertinent 
recommendations for behavior analysts. These 
recommendations included the need for behavior 
analysts to be objective and practice rational 
skepticism; continue efforts to educate other pro-
fessionals and consumers about the importance 
of experimental control when evaluating research; 
educate the public on confounding variables, dif-
ferent research designs, and importance of single 
subject designs; and collaborate on the develop-
ment of a general consensus for determining 
evidence- based practices in ABA.  Likely most 
important in their paper is the notion that science 
is ever evolving, and behavior analysts will need 
to continue to assess the evidence base particu-
larly as it relates to adults with ASD.

Not only should behavior analysts take care to 
implement only evidence-based intervention 
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based on principles of behavior analysis, but 
behavior analysts must also strive to conduct 
more research focused on adults with ASD. Given 
the paucity of studies reported in two literature 
reviews (Centers for Medicaid and Medicare 
Services, 2010; National Autism Center, 2015), it 
is essential that behavior analysts focus on 
including adults with ASD in order to broaden 
the evidence base of interventions available for 
this population.

In summary, choosing to provide behavior 
analytic services to adults with ASD requires 
much planning and forethought by the behavior 
analyst. Behavior analysts should remember the 
framework used to lay out this chapter. 
Specifically, the BACB Professional and Ethical 
Compliance Code is the foundation of all ser-
vices. Thereafter, behavior analysts must (a) 
obtain informed written consent and assent for all 
services; (b) understand the role of the funder and 
how the funder requirements may impact ser-
vices; (c) thoroughly research the legal and regu-
latory requirements for services; and (d) use only 
evidence-based services.
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Applied Behavior Analysis: 
An Overview of ABA-Based Autism 
Services for Adults

Kristine A. Rodriguez, Stephen Foreman, 
and Kramer Davis

Services specifically tailored for autistic adults/
adults with autism1 often focus on supported 
employment skills, community access, initiating 
and maintaining social relationships, promoting 
safety, and increasing personal independence 
through continued acquisition of daily living 
skills, self-advocacy skills, and any other reper-
toires that promote optimized autonomy, choice, 
and personal freedoms. These domains are criti-
cally necessary, and many would consider them 
socially significant, as key concerns for the adult 
demographic may include general safety, reduc-
ing potential for abuse encountered through 
community- based and daily living assistance, 
maintaining schedules of preventive medical 
care, reducing heightened risk of depression and 
anxiety via social isolation, and overcoming the 
financial, social, and emotional challenges posed 

1 While it is standard practice in academic and medical 
communities to use person-first language (e.g., person 
with autism), some communities of adult self-advocates 
(e.g., Autistic Self Advocacy Network, ASAN) have asked 
that identity-first language be used. In keeping with the 
inclusion practices of the authors’ affiliations, identity- 
first language will be used throughout this chapter.

by systemic underemployment (Gerhardt & 
Lainer, 2011).

A concern for society is insufficient resources 
for adult services, particularly for those with 
autism and developmental disabilities (Gerhardt 
& Lainer, 2011). When this is paired with the 
rise of prevalence of autism, the result is a gen-
eration that has come into adulthood without 
sufficient resources to support employment, 
personal freedom, and improved quality of life 
(Gerhardt & Lainer, 2011). While early inten-
sive behavioral intervention (EIBI), a compre-
hensive application of early services rooted in 
the principles of applied behavior analysis 
(ABA), has demonstrated the potential to teach 
foundational skills that can successfully prepare 
children to transition into autonomous adults 
(e.g., communication repertoires, social interac-
tion, leisure skills, self-management), a genera-
tion of autistic adults may have missed an 
opportunity for early intervention, due to a lack 
of regional resources and funding (Gerhardt & 
Lainer, 2011).

Even with the advent of mandated insurance 
coverage for early intervention, some autistic 
individuals may not be diagnosed until they are in 
their teens or early adulthood and again are faced 
with a dearth of options for support in their tran-
sition. While school programs may offer some 
training programs in independent living skills 
and vocational training through age 22  years 
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under the Individuals with Disabilities Act 
(IDEA), extended to age 26 in some states, there 
is a substantial need for more robust supports 
post-transition (Smith et al., 2020). Supervision 
ratios may be suboptimal, tasks may be complex, 
and social interactions may be highly nuanced. 
Additionally, performance management is incon-
sistent from one employer to the next and often 
involves social cues and consequences that pose a 
challenge to neurodivergent employees untrained 
in interpreting those specific cues (Hendricks, 
2010). This mismatch of management ratio and 
style sensitive to the needs of the neurodivergent 
employee may result in ongoing employment 
barriers and inconsistent employment status. 
Currently, unemployment and chronic underem-
ployment are common in autistic adults (Gerhardt 
& Lainer, 2011).

The gaps illustrated in the above example 
extend to other areas of social significance to the 
autistic adult. Reliance on assistance with inti-
mate hygiene (such as in a medically supported 
assisted living model) leaves an individual vul-
nerable to higher incidents of abuse, especially in 
the case of the adult who either is unable to com-
municate the occurrence of abuse (Thornberry & 
Olson, 2005) or has no access to community or 
social relationships with whom to share the infor-
mation or seek help. Individuals who become 
lost, engage in wandering, or who otherwise 
require emergency assistance from first respond-
ers may find themselves in a confrontation with 
first responders if they are unable to communi-
cate clearly or respond to early nuanced cues to 
deescalate interactions. It has been reported that 
agencies involved in the criminal justice system 
do not sufficiently support autistic individuals 
(Browning & Caulfield, 2011). Difficulty manag-
ing community environments, especially those 
occasional anxiety responses in the general popu-
lation (e.g., dental and medical appointments; 
Blomqvist et al., 2014), may lead to avoidance of 
preventive care and eventually require far more 
intrusive medical procedures to correct urgent 
medical concerns. Each of these areas will be dis-
cussed further in the chapter.

 ABA: An Overview

ABA, as a practice, refers to the application of 
behavior analytic principles (e.g., shaping, rein-
forcement) to solve problems of social signifi-
cance. Methodologies for teaching have been 
used to impart critical skills to young learners 
with developmental disabilities (i.e., early inten-
sive behavioral intervention; Reichow et  al., 
2018), and broader applications of ABA are used 
to impact systemic behavior change across 
important societal structures, intersecting with 
such industries as climate science, workplace 
safety, organizational management, city plan-
ning, community-level social intervention, and 
criminal justice reform (Beaubrun, 2021; Dixon 
et  al., 2018; Morris, 1980). When applied to 
autism treatment, there is a substantial volume of 
evidence demonstrating the efficacy of ABA- 
based protocols, and, as such, ABA is considered 
the gold standard in autism treatment (e.g., 
National Autism Center, 2015; Rosenwasser & 
Axelrod, 2001; Steinbrenner et al., 2020).

 Some Dimensions of Applied 
Behavior Analysis

In 1968, Baer et  al. identified some defining 
dimensions of ABA; though never claiming to be 
exhaustive, these dimensions are commonly used 
to classify procedures and interventions as behav-
ior analytic. The dimensions included applied, 
behavior, analytic, effective, technological, con-
ceptually systematic, and generality.

Applied is a designation of social significance. 
Problems addressed by practitioners of ABA 
should be meaningful to the individuals impacted, 
as well as contribute to improvement of social 
systems overall. As a dimension, behavioral indi-
cates that ABA is interested in observable, mea-
surable behavior (i.e., what one can do as opposed 
to what one can say they can do, unless verbal 
behavior is of interest in which case practitioners 
of ABA would still be interested in observable, 
measurable behavior). The designation analytic 
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refers to a believable demonstration of a func-
tional relationship between a procedure or inter-
vention and the organism’s behavior; said 
differently, a believable demonstration of experi-
mental control between an independent and 
dependent variable. Effective indicates use of 
evidence-based practices, resulting in efficient, 
reliable behavior change. Technological refers to 
a procedural description of the intervention, such 
that a trained, independent practitioner could rep-
licate the procedure based on its written descrip-
tion. Conceptually systematic refers to connecting 
technological descriptions and observed behavior 
change to established principles of the science. 
Finally, generality is a reference to the need to 
ensure that any changes in behavior generalize 
and maintain across time and contexts. A student 
should be able to apply learned behaviors across 
multiple contexts and settings, with multiple 
social partners, and across a variety of materials; 
further, the learned skills should be durable and 
should persist beyond the teaching context, so 
that they encounter contingencies that are 
arranged or inherent in novel environments.

 Social Significance and Social 
Validity

In 1978, Wolf published a seminal manuscript 
published in the Journal of Applied Behavior 
Analysis (JABA) calling for a focus on social 
validity as part of improving the impact of ongo-
ing dissemination efforts for science. Wolf argued 
that assessing social acceptance from stakehold-
ers (e.g., clients and their families) would 
improve the impact and value of the field’s con-
tributions overall. Since then, social validity has 
been a common, though inconsistent, focus of 
practitioners in ABA (Ferguson & Cihon, 2018).

Most recently, the Behavior Analyst 
Certification Board’s (BACB) Ethics Code for 
Behavior Analysts (Behavior Analyst 
Certification Board Board(R), [BACB(R)], 
2020), effective January 2022, encourages assess-
ing social validity directly from the client (recipi-
ent of service). Historically, consent for treatment 
has often been received from a client’s parent or 

caregiver, rather than directly from the recipient 
of services (Hanley, 2010). While seeking social 
validity ratings via more traditional means (e.g., 
satisfaction surveys) directly from the client may 
be particularly challenging in the case of non-
speaking individuals with developmental disabil-
ities, emerging literature has offered ways to 
assess the acceptability of treatment from the cli-
ent directly, based on their actions during treat-
ment sessions. For example, Hanley and 
colleagues (2010) and Shillingsburg et al. (2019) 
incorporated indicators of assent via social 
approach behaviors into their studies as a means 
to determine the preferences of non-speaking cli-
ents, and these approaches may be interpreted as 
acceptability of the treatment.

Part of Wolf’s (1978) original call was for 
practitioners of ABA to hold special focus on cli-
ents’ preferences and treatment acceptance when 
evaluating the success of interventions. In light 
of the requirements of the Ethics Code for 
Behavior Analysts (BACB(R), 2020) and to 
remain responsive to all stakeholders, practitio-
ners should continue to collect social validity 
data from the clients’ perspective directly 
through traditional means (e.g., soliciting self- 
report) and through measurement of correlated 
behaviors. Examples of these correlated behav-
iors may include indicating preference for meth-
odology by selecting the correlated treatment 
room (Hanley, 2010) or demonstrating measur-
able “social approach” behaviors, such as 
approaching the behavior technician and remain-
ing in the teaching area (Shillingsburg et  al., 
2019). Additionally, there is ongoing opportu-
nity to develop new and accurate means of 
assessing treatment acceptability directly from 
non- speaking adults.

 Ethical Considerations

The Ethics Code for Behavior Analysts 
(BACB(R), 2020) emphasizes the need for prac-
ticing within an individual’s scope of compe-
tence, upholding interdisciplinary collaboration, 
and practicing with cultural humility. Practitioners 
should consider each individual, environment(s), 
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and the treatment team when providing ABA ser-
vices. It is likely that a behavior analyst, when 
providing services for an adult, will be a member 
of a multi-disciplinary team. It is important for 
all members of a treatment team, including 
behavior analysts, psychiatrists, general health 
providers, other therapists, caregivers, guardians, 
and the patient, to regularly communicate with 
each other and to be aware of intervention 
changes made by any member of the treatment 
team (LaFrance et  al., 2019; Newhouse- Oisten 
et al., 2017).

Per the requirements of the ethics code 
(BACB, 2020), the team should approach their 
treatment and recommendations with compas-
sionate care and competence. When possible, the 
individual receiving services should be included 
in all discussions and provided opportunities to 
ask questions and to give input on course of treat-
ment. Information may be provided directly from 
the individual, parent(s), and/or caregiver(s) (i.e., 
stakeholders). The team should create a way of 
communicating with stakeholders and team 
members; coordination of care should include 
planning of clinical discussions, sharing of data, 
and treatment protocols. It is important that prac-
titioners take into consideration their scope of 
practice, competence, and possible limitations 
and utilize the additional team members to assist 
in clinical treatment needs that are outside the 
area of expertise.

Practitioners should also practice cultural 
awareness and undertake ongoing professional 
development to learn how to work within the cul-
tural values and norms of their clients (BACB(R), 
2020). Fong et al. (2016) stated awareness of cul-
tural differences and similarities may allow for 
programmatic modifications that result in more 
culturally appropriate models of behavior ana-
lytic service delivery. Behavior analysts might 
develop their awareness by learning about a cli-
ent’s cultural needs and views during the intake 
process, ensuring that program goals are devel-
oped consistent with a client’s cultural practices. 
Miller et al. (2019) offered a framework for cul-
tural responsiveness in behavior analysis, recom-
mending that behavior analysts seek exposure to 
varied cultures, nurture intentional communities 

of inclusion, and collect data to ensure system-
wide improvements in cultural and social justice 
behavior targets. In order to enhance education 
and ongoing professional competencies in areas 
of cultural responsiveness and cultural humility, 
Najdowski et  al. (2021) and Mathur and 
Rodriguez (2021) developed recommendations 
for university curricula and post-graduate train-
ing competencies.

 Long-Term Outcomes and Quality 
of Life

There are many clinical outcomes that may be 
tied to an individual’s quality of life into adult-
hood. One indicator is the quality of interper-
sonal relationships, in the home and community, 
as well as the ability to autonomously direct 
leisure and daily schedules. Employment is 
also highly correlated with quality of life and 
brings increased independence through finan-
cial stability, and a fulfilling career is, for many 
individuals, closely linked with personal iden-
tity and sense of accomplishment (Gerhardt & 
Lainer, 2011). Overall health is also closely 
tied to quality- of-life outcomes (Gerhardt & 
Lainer, 2011), and therefore support services 
may focus on maximizing the ability to navi-
gate preventive and corrective medical needs, 
adequate sleep, nutrition, and overall physical 
fitness. Additionally, maintaining good mental 
health (under a broader domain of emotional 
functioning) contributes to overall quality of 
life (Burgess & Gutstein, 2007). Assessed 
domains from quality- of-life rating scales may 
include individual quality of life indicators, 
family/caregiver domains, financial status, 
social network, partner relationship, and cop-
ing skills (Markowitz et al., 2016).

As autism treatment follows in the footsteps 
of ambulatory medicine, it is likely that similar 
regulations and reimbursement models for adult 
insurance-funded ABA services will emerge. 
One such model is value-based reimbursement. 
In this model, providers are reimbursed for ser-
vices based on a selection of structural, process- 
based, and clinical/medical outcomes. The 
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International Consortium for Health Outcomes 
Measurement (ICHOM) is one entity that sup-
ports movement toward value-based payment 
models, using patient-reported outcome mea-
sures (PROMs) as part of a recommended stan-
dards set. In 2021, ICHOM released their first 
standards set for autism services (n.d.). This set 
includes individual norm- and criterion- 
referenced assessments to assess multiple critical 
functioning areas, including communication and 
social repertoires, sleep and overall physical 
health, and anxiety; additionally, quality of life is 
assessed overall. This battery of assessments is 
designed to guide high-quality treatment toward 
outcomes deemed as high priority by both treat-
ment recipients and providers. Historically, there 
has not been consensus in any one industry desig-
nating optimal clinical outcomes for any course 
of treatment. Continued measurement of clinical 
outcomes, and continued consensus-building 
within and across treatments, will be a critical 
step in ensuring optimized quality of life for 
adults with autism receiving therapeutic and sup-
port services, regardless of the funding source.

 Domains of Application

The following provides a selection of domains of 
program focus that are represented in the litera-
ture (cited throughout) pertaining to services and 
interventions for autistic adults.

 Language/Communication

Improved functional communication repertoires 
are critically important for adults with develop-
mental disabilities (Hendricks, 2010; Nepo et al., 
2017). The ability to indicate needs, respond to 
and cooperate with basic directives (e.g., from 
assisted living personnel or first responders), and 
self-advocate for choice in service provision are 
necessary communication skills; individuals with 
more severely impacted communication reper-
toires are at higher risk for abuse (Verdugo et al., 
1995). Further, communication fluency is a factor 
in overall quality of life, including social rela-

tionships, employment, and independence 
(Mason et al., 2021).

Of note, many adults may not have vocal- 
verbal repertoires; this need not be a barrier to 
effective and fluent communication, but modality 
selection does have implications for community 
access. LaRue et  al. (2016) recommended a 
modality selection model for choosing methods 
of communication for individuals with autism. 
Selecting a communication modality requires 
consideration of several factors, including ease of 
acquisition, intelligibility, and likely success of 
contacting reinforcement with novel communica-
tion partners. For example, sign language may be 
an appealing option because it does not require 
any device or materials, and for individuals able 
to learn complex fine motor responses, the com-
munication is always readily available to them. A 
limitation of sign language is in the relatively 
limited percentage of communication partners 
fluent in sign language. In an emergency, present-
ing an identification card could potentially access 
assistance more readily than signing a request for 
help and personal information. Alternatively, a 
communication device may be used (e.g., com-
munication app on a smartphone), and the novel 
communication partner would be more likely to 
understand the communication; limitations to 
this modality may include expense, potential 
social stigma, and reliance on a device separate 
from the body, potentially limiting access, 
though, at the time of this writing, carrying a 
smartphone is almost universal in Western cul-
tures even across socioeconomic status, and 
therefore likely to be within constant reach.

 Social Behavior

Adults with autism are more likely than their 
same age peers to experience social isolation, 
including being excluded from social invitations 
and never visiting or hearing from friends 
(Orsmond et al., 2013). Literature has found that 
adults with autism carry about a 40% risk of suf-
fering from anxiety, depression, and other mental 
health diagnoses (Hollocks et  al., 2019); adults 
with autism are also potentially at higher risk of 
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isolation and suicide (Kõlves et al., 2021). As a 
result, many programs for adults focus on initiat-
ing and maintaining meaningful social connec-
tions with peers and family members in order to 
prevent social isolation.

Some areas of focus relevant to this popula-
tion may include sexual health and safety, appro-
priate dating behavior, and Internet safety. In 
order for adults to engage in prevalent methods 
of identifying and connecting with romantic 
partners (i.e., Internet-based dating services, 
Roth & Gillis, 2015), an understanding of social 
norms and safety behaviors related to social 
media and Internet use are appropriate areas for 
skill development. Additionally, adults may 
place high value on attending communities of 
faith (Gerhardt & Lanier, 2011), and repertoires 
related to navigating transportation, managing 
schedules, and interacting with community 
members are supportive of attending faith-based 
services.

 Independence and Community 
Access

Personal hygiene, grooming, domestic routines, 
and various self-care skills are critically impor-
tant areas of focus for the adult population. 
Grooming and personal hygiene skills may 
include showering, dental hygiene, hair groom-
ing, applying deodorant, moisturizing, and 
applying topical medications. Daily self-care 
activities may include selecting weather-appro-
priate clothing, preparing nutritious meals, car-
ing for clothing, basic housekeeping, and 
maintaining a daily activity schedule. 
Community access skills may include navigat-
ing public transportation, completing purchases, 
and accessing community appointments, as well 
as leisure activities (e.g., taking a trip to the 
movies). These skills keep the individual in 
good health and may increase opportunities for 
independent living and maximize opportunities 
for social interaction.

 Executive Functioning 
and Self-Management

One variable correlated to lower quality of life in 
autistic adults is difficulties with executive func-
tioning skills (de Vries & Geurst, 2015; Wallace 
et al., 2016). Executive functioning skills, such as 
those identified in the indices of the Behavior 
Rating Inventory of Executive Function – Adult 
Version (BRIEF-A) (Gioia et al., 2002), include 
inhibition, flexibility, emotional control, self- 
monitoring, initiation, working memory, planning 
and organizing, task monitoring, and organization 
of materials (Wallace et  al., 2016). Inhibition 
refers to the ability to control impulses and is 
related to planning and goal setting. Flexibility is 
crucial to navigating unexpected changes to rou-
tines and environmental contingencies. Emotional 
control is a useful interpersonal skill, as well as a 
necessary skill in many employment environ-
ments. Self-monitoring allows the individual to 
thrive in multiple settings, including the home, 
community, and workplace. Initiation is neces-
sary for increased independence (Hume et  al., 
2009), which allows freedom from prompt depen-
dence and relying on others to ensure basic rou-
tines are completed. Planning and organizing 
encompass the skills of anticipating the steps to 
complete prior to an activity or event. For exam-
ple, if an adult needs to be at the workplace by 
8 am, there are multiple activities that need to be 
completed prior to that (e.g., eating breakfast, 
brushing teeth, transportation to work), and the 
individual needs to be able to plan their morning 
routine to allow time for each of these tasks.

 Employment

Hendricks (2010) outlined the benefits, obstacles, 
and outcomes of employment for autistic adults. 
Employment offers an individual financial stabil-
ity and the ability to pursue their interests. 
Additionally, employment is correlated with a 
sense of personal dignity and improved quality of 
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life (Griffiths et al., 2016). There are significant 
barriers to employment for autistic adults. A 
 primary area of concern is interpersonal interac-
tions, such as those between the employee and 
their coworkers and/or supervisor (Hendricks, 
2010). While each autistic adult presents with 
different repertoires, as the condition is heteroge-
neous, there are some common themes in barriers 
to employment. The types of social skills that 
may need to be developed for success in the 
workplace often relate to the more nuanced “soft 
skills” required to navigate the workplace 
(Hendricks, 2010). These may include making 
inferences and generalizing feedback which may 
affect performance evaluations and even result in 
termination of employment.

 Harmful Behavior

Individuals with ASD are more likely than those 
diagnosed with other developmental disabilities 
to engage in challenging behaviors (e.g., harmful 
or dangerous behaviors such as self-injury, 
aggression, elopement from the home, and prop-
erty destruction); these behaviors may emerge 
during childhood and if untreated are likely to 
persist into adulthood (Matson & Rivet, 2008). 
Exhibition of challenging behaviors in adulthood 
may lead to social isolation, restrictive residential 
settings, restrictive interventions, and reduced 
quality of life (Cooper et  al., 2019; Emerson 
et  al., 2000). In extreme cases, these behaviors 
may result in incarceration or institutionalization. 
Therefore, a primary area of focus for many 
ABA-based support services is to prevent, reduce, 
and provide long-term management for harmful 
behaviors that could result in placement in these 
more restrictive environments.

 ABA-Based Procedures

 Evidence-Based Practices

The similarity between the literature and the pro-
file of the client (e.g., accounting for age, sever-
ity, comprehensive needs) should be considered 

when selecting evidence-based teaching strate-
gies. Importantly, much of the literature base on 
ABA-based treatments includes young partici-
pants (i.e., 8 years old and younger), and practi-
tioners should be careful when generalizing these 
approaches without consulting the adult-focused 
literature. In a discussion of available supports 
for adults with autism, Gerhardt and Lainer 
(2011) identified multiple studies demonstrating 
effective strategies in supporting issues of social 
significance, such as modeling, prompting, rein-
forcement, pivotal response treatment, shaping, 
relaxation training, chaining, and precision teach-
ing. Additional evidence-based behavior analytic 
practices for adults with autism include task anal-
ysis, activity schedules, visual supports, differen-
tial reinforcement of alternative behaviors, 
prompting, shaping, and positive reinforcement 
(Hagner & Cooney, 2005). Several of these strat-
egies, and select corresponding studies, are out-
lined in the following section.

 Self-Monitoring/Self-Management

Self-management (or self-monitoring) programs 
allow the client to become progressively more 
independent in managing their own routines and 
behaviors. A self-monitoring procedure typically 
includes an individual identifying instances of 
when they engage in the target behavior and self- 
administering reinforcement (Tiger et al., 2009). 
This approach has been demonstrated to effec-
tively support adults with autism in vocational 
practices (Ackerman & Shapiro, 1984; Ninness 
et  al., 1991) and reducing harmful behaviors 
(Tiger et al., 2009).

Ackerman and Shapiro (1984) evaluated a 
self-monitoring program to improve indepen-
dence in the workplace, reducing the need for 
1:1 supervision or job support. Five adult partici-
pants with intellectual disabilities were taught to 
self- monitor their work by recording when they 
had completed each unit of packaging. Following 
the intervention, the participants had increased 
their rate of work task completion, and their self- 
recording achieved high interobserver agree-
ment with the research team (93%).
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In another study (Tiger et al., 2009), a 19-year- 
old diagnosed with Asperger syndrome and 
severe skin picking successfully reduced self- 
injury by self-monitoring through a differential 
reinforcement procedure (i.e., differential rein-
forcement of other behavior [DRO]). In this 
study, the initial phase was therapist-monitored; 
the participant received praise and a ticket (later 
exchanged for money) for intervals with an 
absence of skin picking. After extending the 
intervals to 10 min, the therapist taught the par-
ticipant to self-monitor the occurrence and non- 
occurrence of their skin picking behavior and to 
self-administer tickets for 10-min intervals with 
an absence of skin picking. Finally, the partici-
pant demonstrated the ability to effectively self- 
monitor at 15-min intervals, in the absence of the 
therapist, demonstrating that reduction of harm-
ful behavior was under the control of the self- 
monitored reinforcement contingency, rather 
than under the stimulus control of the therapist’s 
presence.

 Prompting

Prompting is an effective strategy for teaching a 
myriad of new skills to learners of all ages. Some 
skills relevant to autistic adults that may be taught 
by prompting include onsite employment coach-
ing (Gentry et  al., 2012), personal hygiene 
(Probst & Walker, 2017), feminine hygiene 
(Veazey et al., 2016), household tasks (Sigafoos 
et al., 2005, 2007), fire safety (Tiong et al., 1992), 
mealtime behaviors (Anglesea et al., 2008), and 
community skills (Satriale et al., 2007). There are 
special considerations for prompting methods 
when the client is an adult; these include the cli-
ent’s physical size and strength and concerns 
related to social stigma. It is a matter of social 
significance to identify less intrusive prompting 
methods (Satriale et al., 2007; Taylor et al., 2004) 
to minimize social stigma (Zane et al., 2012).

Satriale et al. (2007) used Bluetooth technol-
ogy to prompt independent responding in the 
community setting. The purpose of the study was 
to reduce the potential social stigma associated 
with more overt prompts (i.e., physical and ges-

tural) in a community setting. The participant 
was an autistic 16-year-old male with a history of 
prompt dependency whose community skills 
were significantly impacted. All instruction 
occurred in the natural community setting (i.e., 
without initial clinic-based teaching), and 
Bluetooth technology was used to discretely 
deliver vocal prompts; the prompts were faded 
over time, and the participant acquired an inde-
pendent purchasing routine.

The majority of literature demonstrating effi-
cacy of physical prompting is focused on young 
children as participants. Given the scarcity of evi-
dence for physical prompting as an effective 
strategy for teaching adults, less intrusive prompt-
ing methods may be preferable and have been 
demonstrated to be effective. The studies refer-
enced in this section demonstrate the efficacy of 
vocal and model prompts. One method described 
in several of the studies was video prompting 
(e.g., Sigafoos et al., 2005, 2007). One identified 
difficulty with video model prompts was the 
deterioration of the skill after removal of the 
prompt (Sigafoos et al., 2005), as gradual fading 
of the video clips (an effective strategy for pro-
moting independence with more traditional phys-
ical and gestural prompts) presented a challenge. 
In a follow-up study, Sigafoos et al. (2007) were 
able to successfully remove video prompting fol-
lowing “chunking” of the individual video 
prompt segments; after the participants (three 
adult men with developmental disabilities) had 
learned to successfully respond to each individ-
ual video, the videos were then edited together to 
create a single video of the total task (i.e., video 
modeling), and the participants were able to suc-
cessfully complete the task (washing dishes) fol-
lowing the full video. The men were then able to 
maintain the acquired skill following the removal 
of the video model entirely.

 Video Modeling

Video modeling typically entails a client watch-
ing a video of an entire task and then completing 
that task themselves; this is distinct from video 
prompting, wherein only one step of the task 
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chain is shown in the video, and the client com-
pletes only that step before the next video clip is 
played (Sigafoos et  al., 2007). Video modeling 
entails playing a brief video clip and then provid-
ing the instruction to engage in the activity 
observed in the clip. This technique may be used 
to teach social skills and employment skills (Park 
et al., 2020; Morgan & Salzburg, 1992). Rehfeldt 
et al. (2003) used a video model (2.5 min in dura-
tion) to teach three adult participants to make a 
sandwich. The video task analysis included 17 
steps. Participants were asked to watch the video 
and then perform the task; all participants learned 
the target skill and were able to demonstrate the 
skill, without the video model, at the 1-month 
follow-up probe.

Considerations in methodology for video 
modeling include the point of view of the video 
and the subject. In one approach, a peer model 
(e.g., a sibling, a parent, the therapist) performs 
the task in the video. Another approach is video 
self-modeling (Buggey, 2005), wherein the client 
themselves is recorded completing the task (as 
part of a role-play scenario), and the therapist’s 
audio prompts are edited out, such that the edited 
video becomes the model for teaching indepen-
dent performance of the skill (Buggey et  al., 
1999). Alternatively, video may be captured of 
the client performing pieces of the task correctly 
over time, with these pieces edited together to 
create one brief video demonstrating the com-
plete correct response; this approach is most use-
ful for clients who are unable to participate in 
directed role-play (Buggey, 2005).

 Visual Supports and Task Analysis

Visual supports have been used with teens and 
young adults with autism to teach a variety of 
repertoires, including video game play (Blum- 
Dimaya et al., 2010), transitions (Cihak, 2011), 
and social skills (Hughes et  al., 2011), and to 
reduce self-injury (O’Reilly et al., 2005). Visual 
supports are concrete stimuli that, paired with or 
used in place of verbal cues, provide information 
to learner regarding behavioral expectations, 
upcoming activities and transitions, or details 

related to a particular task (Sam & AFIRM Team, 
2015).

A common visual support used in ABA-based 
services is an activity schedule. An activity 
schedule is a series of pictures or words, each of 
which provides the discriminative stimulus for 
completing a task (Rehfeldt, 2002). An activity 
schedule is a visual representation of a task anal-
ysis that a client can learn to follow indepen-
dently. By teaching the client to follow an activity 
schedule, they can learn to complete complex 
tasks and to master a challenging and necessary 
skill for increased independence at work and at 
home.

Another intervention based on visual supports 
is script fading. Hughes et al. (2011) worked with 
five participants (teens and young adults) who, at 
baseline, exhibited few social communication 
initiations with peers. Communication scripts 
were used to teach participants social initiations 
(i.e., asking questions); instruction was also pro-
vided to peers to serve as communication part-
ners in the generalization phase. Multiple 
conversation-starters were taught, and peers were 
taught to offer the communication book to par-
ticipants for use during generalization probes. In 
baseline, social initiations were nearly non- 
existent; with use of the communication book 
and with trained peers, participants were able to 
engage in initiations reportedly in the expected 
range, using social comparison data. Responses 
were also reported to maintain at the 6-month 
probe.

Task analysis is the process of breaking com-
plex tasks into small steps, and chaining is used 
to join these steps into a full activity. A task anal-
ysis is often presented as a pictorial or textual 
visual support (non-visual presentations of task 
analysis, such as audio and video prompts, are 
discussed in the prompting section). Task analy-
sis has been used to teach autistic adults various 
tasks, including daily living skills, including 
maintaining a living space, mending clothing, 
and cleaning (Cronin & Cuvo, 1979; Cuvo et al., 
1992; Williams & Cuvo, 1986). In the 1992 
study, Cuvo and colleagues worked with 11 
adults with learning disabilities and intellectual 
disabilities to teach community living skills. 
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Three types of textual task analysis supports were 
provided to participants, written either  generically 
(i.e., with the end result of the activity listed but 
without broken down steps), specifically (i.e., 
including smaller steps in the task), or individual-
ized (i.e., detailing the steps performed incor-
rectly at assessment). Post-training, participants 
were able to detail the steps of the target skill 
(e.g., cleaning an oven) on a written test, with 
favorable results from participants using either 
the specific or individualized task analysis.

 Behavioral Skills Training

Behavioral skills training (BST, Miltenberger, 
2008) is a process of teaching that includes 
reviewing a protocol, modeling and/or role- 
playing the procedure, providing feedback dur-
ing implementation, debriefing to coaching 
improvement, and repeating the final steps until 
the learner demonstrates proficiency. BST has 
been used to teach general safety skills, such as 
seeking assistance when lost (Bergstrom et  al., 
2012; Pan-Skadden et  al., 2009; Taylor et  al., 
2004), avoiding abduction (Beck & Miltenberger, 
2009; Gunby et al., 2010; Johnson et al., 2006), 
and escaping a fire (Bigelow et al., 1993).

In 2006, Johnson and colleagues used BST 
plus in situ training to successfully teach abduc-
tion prevention in neuro-typical school children. 
Previous studies showed that BST was a poten-
tially effective procedure for teaching abduction 
prevention, though not all children learned the 
skill (Carroll-Rowan & Miltenberger, 1994) and 
others who did learn the skill did not maintain the 
skill over time (Marchand-Martella et al., 1996). 
Additionally, studies have shown that highly con-
trived, role-play-only training techniques lack 
generalization to low frequency, high-stakes 
events unless training was conducted in real-life 
settings (Gast et al., 1993; Gunby et al., 2010). 
Johnson et al. (2006) used BST to teach abduc-
tion avoidance repertoires (i.e., saying “no” and 
running to tell a trusted adult), paired with an in 
situ training event wherein an adult confederate 
used a stereotypical abduction lure. Gunby et al. 
(2010) extended this work by applying the inter-

vention with autistic children. Participants were 
children with autism who exhibited extensive 
communication repertoires, but who still showed 
impacted safety and community skills (Gunby 
et al., 2010). BST was conducted in a center set-
ting, with in situ abduction probes offered in 
other areas of the building, outside the building, 
and in one participant’s neighborhood. The chil-
dren were taught to say “no,” run from the area to 
a safe location, and tell a familiar adult immedi-
ately about the incident. Abduction probes in 
novel locations, performed by a confederate (i.e., 
an unfamiliar adult connected with the study), 
were conducted before and after BST training. 
Follow-up probes were conducted 3–7 weeks fol-
lowing initial training. Participants successfully 
learned the abduction prevention skills and main-
tained those skills at follow-up.

Although the above-referenced study was 
conducted with children, community safety skills 
are critical to adult populations, and similar 
methods may prove successful in teaching safety 
repertoires to autistic adults. A difficulty in 
implementing in situ training with confederates 
with the adult services population is related to the 
types of programs targeted for acquisition and 
reduction. For example, if a client is learning to 
avoid inappropriate interactions with strangers in 
a restroom, an in situ training event could result 
in removal or even arrest for the confederate, 
making these training approaches challenging to 
implement.

 Functional Communication Training

Functional communication training (FCT) is a 
treatment approach that typically pairs differen-
tial reinforcement of an alternative behavior (i.e., 
a communication response functionally equiva-
lent to challenging behavior) with extinction of a 
behavior targeted for reduction (Carr & Durand, 
1985). This procedure has been widely validated 
as an effective method for reducing challenging 
behaviors (Tiger et al., 2008). As with much of 
the literature on ABA-based autism interven-
tions, there is a paucity of adult-focused FCT lit-
erature, compared with the number of 
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child-focused studies (Gregori et al., 2020); how-
ever, high-quality studies have shown FCT to be 
an effective method for reducing harmful or chal-
lenging behavior for autistic adults (Chezan 
et al., 2014; Schmidt et al., 2014).

In order to implement FCT to reduce chal-
lenging behavior, the function of the behavior 
should be determined (typically via a functional 
analysis, FA; Tiger et al., 2008), and a function-
ally alternative communication response should 
be identified to occasion reinforcement. 
Simultaneously, occurrences of the challenging 
behavior no longer receive reinforcement (i.e., 
extinction is employed). Over time, the schedule 
of reinforcement for the alternative response is 
thinned, and in many cases tolerance training is 
introduced (Tiger et  al., 2008). Chezan et  al. 
(2014) implemented an FA procedure and an 
FCT procedure with three adults with intellectual 
disabilities. Following acquisition of a function-
ally equivalent communication response, prob-
lem behavior decreased, and participants 
exhibited the replacement response at follow-up 
probes.

When working with autistic adults, there may 
be a greater risk of harm from challenging behav-
ior, particularly in the presence of an extinction 
burst or increased aggression. In an analysis of 41 
data sets from extinction use with participants 
ages 5–54 years old, Lerman et al. (1999) found 
that approximately 50% of cases resulted in 
extinction bursts or increases in aggression. For 
this reason, careful consideration is warranted in 
determining whether extinction is necessary, 
safe, and ethical (Geiger et  al., 2010; Manente 
et al., 2010). Given the safety considerations in 
working with adults with severe dangerous 
behaviors, there may be instances in which the 
safest option is to provide reinforcement for the 
communication response and to avoid extinction 
of problem behavior. Emerging literature demon-
strating the feasibility and efficacy of this 
approach (i.e., allowing withdrawal of assent in 
the form of leaving the work area) has been dem-
onstrated to be effective with child participants 
(Rajaraman et al., 2021). In the event that extinc-
tion is too dangerous to implement, it is recom-
mended to reinforce problem behavior at the 

lowest possible magnitude, such as providing a 
reinforcer during an identified precursor behavior 
(Langdon et al., 2008; Najdowski et al., 2008).

 Discussion/Conclusion

ABA-based services are applicable to the 
needs of the adult population, and multiple 
effective approaches and packages have been 
outlined in this chapter. There are, however, 
barriers to effective delivery of these services. 
The literature base for ABA-based autism ser-
vices is mostly focused on younger learners, 
and behavior analytic literature focusing on 
the needs of adults is more scarce (Gerhardt & 
Lainer, 2011). This poses at least two chal-
lenges for serving adult populations effec-
tively. First, funding sources may use the 
smaller percentage of adult-focused studies to 
suggest that there is insufficient evidence to 
fund the service for adults. This may be coun-
tered by publications that promote the evi-
dence based on age bands (e.g., Steinbrenner 
et al., 2020) and by increasing contributions to 
the literature regarding (and ideally including 
authorship by) autistic adults. It may also be 
reasonable to expect that the general princi-
ples of the science should be applicable to 
effective practice across populations (i.e., 
children and adults alike). A second potential 
issue is the assumption of generalization of 
methodologies across populations, where 
explicit literature support is not available. It is 
important to ensure strategies have been dem-
onstrated to be effective (and replicable) with 
the population to which they are applied. 
Although the principles of ABA are univer-
sally applicable, specific techniques and treat-
ment plans should be tailored to the needs and 
considerations of the individual (Manente 
et al., 2010). The strategies and corresponding 
studies included in this chapter, therefore, are 
specific to adults with ASD when applicable. 
Clinicians should consider their knowledge of 
the literature and its specific applications to 
the specific populations they serve to under-
stand their scope of experience and compe-
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tence and to seek professional development 
and mentorship accordingly (Brodhead et al., 
2018).
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The education that an autistic child receives when 
they are young may be an important factor affect-
ing their quality of life when they reach adult-
hood (Howlin et  al., 2004). Reichow (2012) 
noted, “Collectively, EIBI [Early Intensive 
Behavioral Intervention] is the comprehensive 
treatment model for individuals with ASDs with 
the greatest amount of empirical support…” 
(p.  518). Other professionals and organizations 
have long determined that the procedure(s) with 
the most robust empirical support demonstrating 
improvements in the overall quality of life for 
autistics/individuals diagnosed with autism spec-
trum disorder (ASD) are those based upon the 
principles of applied behavior analysis (ABA; 
Eldevik et  al., 2009; Howard et  al., 2005; Leaf 
et al., 2008, 2011; New York State Department of 
Health, 1999; Reichow et  al., 2018; Simpson, 
2005). Researchers have consistently noted the 
importance of autistics/individuals diagnosed 
with ASD receiving EIBI (sometimes referred to 
as intensive behavioral intervention) as it results 
in an overall improved quality of life (Eldevik 
et  al., 2009; Howard et  al., 2005; Leaf et  al., 

2011; Lovaas, 1987; Reichow et  al., 2018). 
Additionally, professionals have shown that 
when autistics/individuals diagnosed with ASD 
receive EIBI, it can save state and federal govern-
ments hundreds of thousands of dollars (Chasson 
et al., 2007; Jacobson et al., 1998).

The purpose of this chapter is to provide read-
ers with (a) a definition of what constitutes EIBI, 
(b) a brief overview of the history and research of 
EIBI, (c) a description of the factors that lead to a 
quality EIBI, and (d) recommendations for future 
clinical practice and research. A theme through-
out this chapter will be discussing how EIBI is 
related to positive outcomes for autistic adults/
individuals diagnosed with ASD.

 Defining EIBI

Although there is no singular agreed upon uni-
versal definition of EIBI, there are several key 
and common components that define EIBI. These 
components include (a) the age of the child when 
intervention begins, (b) the intensity of the inter-
vention, (c) the duration of the intervention, (d) 
intervention procedures based upon the princi-
ples of ABA, (e) comprehensive curriculum, (f) 
implementation by trained professionals, and (g) 
parent involvement throughout the process.
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 Age at Onset

It is critical to note that any autistic/individual diag-
nosed with ASD can receive intensive behavioral 
intervention at any age, as evident by this hand-
book. For example, Roth et al. (2014) reviewed the 
literature for behavioral interventions for adoles-
cents and adults and found that adolescents and 
adults benefited from behavioral intervention. 
Although behavioral intervention is beneficial at 
any age, there is general agreement that the earlier 
an autistic/individual diagnosed with ASD begins 
intervention, the greater the potential outcomes 
(e.g., Simpson, 2001; Towle et al., 2020).

Even though professionals agree that it is most 
beneficial to start intervention as early as possi-
ble, there is no general agreement on what consti-
tutes “early.” This is evident by researchers 
including a variety of ages when evaluating the 
effectiveness and/or reporting on EIBI.  For 
example, in a meta-analysis of EIBI studies, 
Kuppens and Onghena (2012) analyzed the data 
on participants who received services prior to 
10 years old, while Caron et al. (2017) reviewed 
the literature for studies that included partici-
pants that had received EIBI prior to 7 years of 
age. As suggested by Matson et al. (2012), EIBI 
could be defined as an autistic/individual diag-
nosed with ASD receiving behavioral interven-
tion prior to reaching school age (i.e., 12 months 
to 4 years of age). However, if an autistic/indi-
vidual diagnosed with ASD still requires behav-
ior support after reaching school age, they should 
continue to receive intensive behavioral interven-
tion despite their age. Ultimately, regardless of 
disagreement on what “early” means, there is 
general agreement that EIBI must occur as young 
as possible and should continue as needed.

 Intensive

In a seminal study on EIBI, Lovaas (1987) 
reported participants receiving an average of 
40 h of behavioral intervention per week. Since 
this seminal study, there have been various 
descriptions of what constitutes intensive inter-
vention. Some researchers have described inten-

sive as meaning an autistic/individual diagnosed 
with ASD receiving ABA services anywhere 
between 15 and 40  h per week (e.g., Matson 
et al., 2012; Smith & Iadarola, 2015), 20–30 h 
per week (e.g., Green et al., 2002), 30–40 h per 
week (e.g., Green, 1996; Weiss, 1999), and 
35–40  h per week (e.g., Cohen et  al., 2006). 
With these different definitions of what consti-
tutes “intensive,” it may be difficult to know at 
which point an intervention is considered 
EIBI.  Nonetheless, research has consistently 
shown that the more intensive the intervention, 
the better the outcome for autistics/individuals 
diagnosed with ASD (e.g., Lovaas, 1987). As 
such, a safe practice would be describing any 
comprehensive intervention that occurs for an 
average of 25–40 h a week as intensive interven-
tion (e.g., Reichow, 2012, 2018). This range is 
reflective of the importance of individualization 
to meet the needs of the learner and not based 
upon a preconceived notion of what is intensive 
or based upon funding reimbursement.

 Duration

Similar to the importance of the intensity of inter-
vention is the duration of intervention. EIBI does 
not promise quick, drastic changes with minimal 
effort (unlike some fad treatments). It requires 
weeks upon weeks, months upon months, and 
years upon years of intensive intervention. Thus, 
EIBI commonly occurs for 2 or more years for 
autistics/individuals diagnosed with ASD.  The 
total duration depends upon multiple variables 
including but not limited to (a) the need for con-
tinuing services, (b) availability of funding, (c) 
client preference, and (d) availability of staff. 
According to Jacobson et al. (1998), the range of 
EIBI is generally anywhere between 2 and 
6 years in duration with 3 years being a “reason-
able average duration” (p.  225). Although the 
average may be 3 years, research has shown that 
a successful duration can be anywhere between 6 
and 36  months (Caron et  al., 2017). Like the 
intensity of intervention, the duration of interven-
tion must be individualized to meet the needs of 
the individual learner.

J. B. Leaf et al.



255

 Behavioral

A third, and essential, component of what consti-
tutes EIBI is that the procedures used within EIBI 
are based upon the principles of ABA (Klintwall 
& Eikeseth, 2014). Within this framework, 
behavior is learned through interactions within 
the environment. The systematic use of reinforce-
ment and punishment increases the likelihood of 
desired behaviors and decreases the likelihood of 
underinsured behaviors, respectively. Within this 
framework, an interventionist would not imple-
ment those procedures/interventions which are 
not conceptually systematic with ABA (e.g., 
DIR/Floortime®). Additionally, an interventionist 
would not implement procedures which have 
limited or less methodologically sound research 
(e.g., Social Stories™), interventions that have 
been identified as a pseudoscience (e.g., Social 
Thinking; Leaf et  al., 2016a, 2018), or proce-
dures that have been identified as an anti-science 
(e.g., Facilitated Communication/Rapid 
Prompting Method; Jacobson et al., 1995).

 Comprehensive

EIBI must include a comprehensive curriculum. 
This is important so the intervention can target 
the development of skills that may be needed 
across the life span. A comprehensive curriculum 
is also likely to help the child develop the skills 
necessary to make informed decisions at later 
ages and lead to more autonomy and indepen-
dence. When designing a comprehensive curricu-
lum, it is important to meet the individual needs 
of each client and avoid using a “one size fits all” 
approach. Nonetheless, there are likely common 
themes within a comprehensive curriculum 
involved in EIBI.

First, EIBI interventionists commonly target 
the development of learning how to learn behav-
iors (e.g., Leaf & McEachin, 1999). Learning 
how to learn behaviors help promote learning in a 
variety of environments and contexts – enhanc-
ing the process of learning. This can include 
attending, observational learning, identifying and 
labeling contingencies, and deductive reasoning. 

Second, comprehensive curriculum within EIBI 
commonly includes decreasing undesired behav-
ior (e.g., behavior that is harmful to the learner or 
people in the learner’s environment or negatively 
impacts the learning process). Within EIBI these 
behaviors may be self-injury, aggression, PICA, 
elopement, and/or stereotypic/self-stimulatory 
behaviors. When targeting these undesired 
behaviors, it is essential that the interventionist 
identifies functionally related alternative replace-
ment behaviors. It should be noted that an inter-
ventionist should not target undesired behavior 
(e.g., self-stimulatory behavior) simply because 
of the possibility of social stigmas but, rather, 
because of the immediate and long-term negative 
impact it might have for the learners’ overall 
quality of life.

Deficits in social skills is one of the defining 
characteristics of ASD (American Psychiatric 
Association, 2013) making targeting the devel-
opment of social skills common within 
EIBI. One purpose of teaching social skills is to 
improve upon current deficits and teach the con-
tingencies involved in various social contexts. 
Targeting skills in this manner may increase the 
likelihood that individuals can determine their 
desired and undesired social contexts and 
choose how to behave as they age. Common 
examples of social skills targeted with EIBI may 
include sharing, turning taking, telling jokes, 
entering into a game, and engaging in prosocial 
behavior that leads to friendship development. 
Relatedly, EIBI commonly involves a focus on 
the development of communication skills. While 
there may be many rationales for teaching com-
munication, it should ultimately be done so the 
autistic/individual diagnosed with ASD can bet-
ter communicate their wants and needs and 
understand what is occurring in their environ-
ment. Examples of communication skills 
include imitation, receptive language, matching, 
expressive language, entering a conversation, 
and conversation flow.

A fifth area that is commonly concentrated upon in 
EIBI is the development of adaptive behaviors/
self-help skills. These behaviors are taught so that 
an autistic/individual diagnosed with ASD can 
better function in their environment. These types 
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of behaviors commonly include toileting, wash-
ing hands, brushing teeth, cooking a meal, clean-
ing up, and laundry. Finally, comprehensive 
curriculum within EIBI often includes academic 
skills and pre-vocational skills. These skills 
include reading, writing, math skills, time man-
agement, problem-solving, assembly, sorting, 
and stacking. These skills are critical so that an 
autistic/individual diagnosed with ASD can suc-
ceed in school and later in their chosen 
profession.

 Trained Interventionists

Implementing behavioral intervention within 
EIBI is not an easy task. It takes constant analysis 
of a variety of variables while implementing the 
most effective procedures for a specific client in a 
specific context. Thus, it is important that those 
providing the intervention are thoroughly trained. 
Interventionists must be trained to implement 
several procedures and approaches (e.g., discrete 
trial teaching, behavioral skills training, social 
skills groups, prompting, shaping) with a high 
degree of fidelity and quality. That is to say, inter-
ventionists must exceed the current minimal stan-
dards which have defined the field (Leaf et  al., 
2020). Direct interventionists (i.e., the individu-
als directly and regularly implementing proce-
dures with clients) and the supervisors (i.e., the 
individuals overseeing the curriculum, interven-
tion, and training the direct interventionists) need 
to have a thorough knowledge of many areas 
related to ASD and ABA including (a) autism and 
developmental disabilities, (b) what constitutes 
evidence-based procedures, (c) the principles of 
applied behavior analysis, (d) and an understand-
ing of the various procedures that they might 
have to implement.

 Parent/Caregiver Involvement

A final key component of EIBI is parent/care-
giver involvement. In the early research on EIBI 
(e.g., Lovaas, 1987), parents were expected to be 
part of the team of direct interventionists. 

Presently, the roles of parents/caregivers within 
EIBI greatly differ. In general, parents receive 
training to be knowledgeable about the proce-
dures that are being implemented and receive 
parent training for any behavior management 
strategies the caregivers would like to implement 
in the home. Parents/caregivers should be actively 
involved in the selection of goals and the course 
of intervention, and they should provide essential 
information to the team members and be part of 
any individualized education planning and yearly 
assessments. Unlike the early days of the devel-
opment of EIBI, parents should not have to give 
up their profession or implement the procedures 
with their child as the primary interventionist. 
Nevertheless, parents/caregivers are critical to 
their child’s success from intake to discharge, 
and their role cannot be understated.

 History and Research

EIBI can be traced back to some of the original 
founders of behaviorism and ABA including 
innovators such as Thorndike, Pavlov, Watson, 
Rayner, Jones, Skinner, and Bijou. From these 
pioneers the technology making effective behav-
ioral intervention possible was born. Wolf et al. 
(1963) conducted one of the earliest studies to 
evaluate the effectiveness of behavioral interven-
tion. In this study Wolf et al. implemented several 
operant conditioning procedures (e.g., extinction, 
shaping) with a 3-year-old autistic boy named 
Dickey. Wolf and colleagues’ goal was to help 
Dickey wear his glasses, improve upon his bed-
time behavior, and decrease tantrums. The results 
demonstrated the effectiveness of the operant 
conditioning procedures for each behavior of 
interest. This study as well as other seminal stud-
ies (e.g., Ayllon & Azrin, 1965; Bijou, 1957; 
Sherman, 1964) laid the foundation and paved 
the way for the first empirical evaluation of a 
comprehensive behavioral intervention for autis-
tics/individuals diagnosed with ASD (i.e., Lovaas 
et al., 1973).

Lovaas et al. (1973) evaluated the implemen-
tation of behavior analytic procedures (e.g., dis-
crete trial teaching, shaping, punishment, task 
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analysis) for 20 autistics/individuals diagnosed 
with ASD, ages 3–10  years old. Lovaas et  al. 
intended to improve prosocial behavior (e.g., lan-
guage, play, social behavior) and to decrease the 
occurrence of aberrant behaviors (i.e., self- 
stimulation and echolalia). The Stanford Binet 
Intelligence Quotient Test, Vineland Social 
Maturity Scores, and other response measures 
were used to evaluate the effects of the interven-
tion. The results indicated improvements for all 
20 participants. Even though the participants 
showed improvements following behavioral 
intervention, there was variability in terms of 
maintenance in that “…follow-up measures 
recorded 1 to 4  years after treatment indicated 
that large differences between groups of children 
were related to the post-treatment environment” 
(Lovaas et al., 1973, p. 156).

Lovaas et  al. (1973) led to one of the most 
commonly cited studies with respect to EIBI for 
autistics/individuals diagnosed with ASD (i.e., 
Lovaas, 1987). Specifically, Lovaas (1987) com-
pared an average of 40  h of direct behavioral 
intervention per week to an average of 10  h of 
direct behavioral intervention per week plus 
other approaches. Thirty-eight children, all under 
4  years of age, were quasi-randomly assigned 
into the two different groups (i.e., intensive and 
non-intensive group). Nineteen participants 
received intensive behavioral intervention (e.g., 
an average of 40 h of formal behavioral interven-
tion per week, parental involvement, and punish-
ment procedures), while another 19 participants 
received a non-intensive eclectic model of inter-
vention (i.e., an average of 10 h of direct inter-
vention per week plus other interventions). 
Regardless of the group, the participants received 
intervention for 2 or more years in multiple set-
tings (e.g., clinic, home, community). The out-
comes were divided into three categories (i.e., 
recovered, aphasic, and autistic) based upon IQ, 
school placement, and diagnosis. A total of 47%, 
42%, and 10% of participants that received the 
intensive behavioral intervention reached recov-
ered, aphasic, and autistic outcomes, respectively. 
A total of 0%, 42%, and 58% of participants that 
received the non-intensive behavioral interven-

tion reached recovered, aphasic, and autistic out-
comes, respectively.

McEachin et  al. (1993) conducted a 6-year 
follow-up with the participants from Lovaas 
(1987). Specifically, McEachin et al. used three 
different standardized assessments as well as cur-
rent school placement to examine the long-term 
effects of the intervention provided in the origi-
nal Lovaas study. The results of this follow-up 
study showed that participants that received 
intensive intervention had an average of 30 points 
higher on IQ assessments than participants who 
did not receive intensive intervention. Further, 
the majority of participant in the intensive group 
maintained their outcome status. Another major 
event that occurred in 1993 was the publication 
of the book Let Me Hear Your Voice (Maurice, 
1993). This book, written by Catherine Maurice, 
described her experience raising two autistic chil-
dren who received EIBI. Maurice’s book is com-
monly credited with the vast increase and 
acceptance of EIBI for autistics/individuals diag-
nosed with ASD (Leaf & McEachin, 2016).

Smith et al. (1997) conducted a retrospective 
analysis of 21 autistics/individuals diagnosed 
with ASD. This analysis consisted of participants 
who received intensive treatment (i.e., 30  h of 
treatment for 2 or more years) to a non-intensive 
group (i.e., 10 h of treatment for up to 2 years). 
The results showed that the participants in the 
intensive group responded better on cognitive 
assessments and had higher levels of speech after 
intervention. Weiss (1999) evaluated the effects 
of EIBI for 20 children diagnosed with 
ASD. Within this study the participants received 
40 h of EIBI per week for 2 years. Participants 
made positive gains across two assessments (i.e., 
Childhood Autism Rating Scale and Vineland 
Adaptive Scale) and reached the mastery crite-
rion for the targeted skills. Smith et  al. (2000) 
evaluated the effects of EIBI. Participants were 
either in an EIBI group or a parent implemented 
group. The EIBI group consisted of participants 
receiving an average of 24.5  h a week for 
33 months. The parent implemented group con-
sisted of participants receiving 15–20 h a week 
for 2 years. Smith et al. (2000) reported that the 
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EIBI group outperformed children in the parent 
training group determined by responses on for-
mal assessments (e.g., Merrill-Palmer, Reynell, 
and Vineland) and responding on various sub-
skills (e.g., visual-spatial, language, academic).

Sallows and Graupner (2005) compared a 
group of 13 children who received EIBI (i.e., 
37  h a week) to a group of 10 children who 
received parent-implemented behavioral inter-
vention (i.e., 31  h a week). Intervention lasted 
3–4 years across the two groups with both groups 
receiving intervention similar to what was 
described in Lovaas (1987). Both groups dis-
played increases in cognition, language, and 
adaptive skills as measured by formal 
assessments.

Howard et  al. (2005) compared EIBI to an 
eclectic approach to treatment. In this study, 29 
participants received EIBI for 25–40 h per week, 
16 participants received an eclectic approach for 
25–30 h per week, and 16 participants received 
an eclectic approach implemented in the public 
school system for 15  h per week. The results 
demonstrated that the participants in the EIBI 
group showed better improvement in IQ, adap-
tive, and language assessments.

Leaf et  al. (2011) provided a programmatic 
description of a progressive, community-based 
EIBI program for 64 autistics/individuals diag-
nosed with ASD.  In this report, participants 
received EIBI for an average of 21 h per week for 
up to 34 months in the United States, Hong Kong, 
Australia, or the United Kingdom. Leaf and col-
leagues found that 39% of participants reached 
best outcome according to the definition used by 
Lovaas (1987) and an additional 31% reached 
best outcome based on an expanded definition 
(i.e., IQs of 85 or higher, successfully doing 
grade-level work in full-time general education 
classrooms and received limited supports). Taken 
together, 70% of all participants reached a best 
outcome status after receiving progressive EIBI.

Eikeseth (2012) compared EIBI to treatment 
as usual for 49 autistics/individuals diagnosed 
with ASD.  Twenty-five participants assigned to 
the EIBI condition received an average of 24 h 
per week with intervention that was characterized 
as the Lovaas model. Twenty-four participants 

received treatment as usual which consisted of an 
eclectic approach comprised of sensory motor 
therapies, TEACCH, augmentative communica-
tion, and ABA (3–5  h per week). Following a 
year of intervention, participants in the EIBI con-
dition made significant improvements when 
compared to the treatment as usual condition on 
two formal assessments (i.e., Vineland Adaptive 
Behavior Scales the Childhood Autism Rating 
Scale).

Finally, Smith et al. (2021) conducted a long- 
term follow-up (i.e., 10  years) for participants 
who received EIBI. Specifically, Smith and col-
leagues included 19 participants who had EIBI 
that consisted of 36  h per week of what was 
described as the Lovaas model, with intervention 
lasting up to 6.5 years. The results demonstrated 
that participants maintained their cognitive gains 
10 years later, that there was a significant reduc-
tion in the symptoms of autism, and that none of 
the participants acquired any new psychiatric 
disorders.

 Variables to Improve Success

The short- and long-term success of EIBI is 
dependent upon multiple factors. Some of these 
factors are outside of the control of the interven-
tionist. For example, the age of onset of the inter-
vention (e.g., Towle et  al., 2020), cognitive 
impairments (e.g., Ben-Itzchak et al., 2014), and 
the severity of aberrant behavior (e.g., Jang et al., 
2011) at the onset of intervention have been cor-
related with differential outcomes. There are, 
however, various factors that the interventionist 
can control and which can result in better out-
comes. What follows is a discussion of some of 
these factors that can lead to positive outcomes 
for autistic adults. These should not be viewed as 
listed in order of importance or as exhaustive, but 
as some factors to consider within EIBI.

 A Progressive Approach

It is our contention that EIBI should be provided 
through a lens of a progressive approach to ABA 
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(Leaf et  al., 2016b). Research has documented 
the effectiveness of components of a progressive 
approach (e.g., Cihon et  al., 2019, 2020; Leaf 
et  al., 2017) as well as more a comprehensive, 
progressive intervention (e.g., Leaf et al., 2011). 
There are several necessary components for EIBI 
to align with a progressive approach to 
ABA. Perhaps, the most important component is 
individualization to help ensure the behavioral 
intervention meets the needs of each learner. The 
interventionist does not necessarily implement 
the same procedure or target the same skills 
across learners but varies the procedures and 
goals based upon the strengths and deficits of 
each learner. This is done in an effort to develop 
meaningful, functional skills and not to simply 
check off a box on an assessment.

A second necessary component for EIBI to 
align with a progressive approach to ABA is that 
interventionists are permitted to analyze vari-
ables in the moment and make moment-to- 
moment changes as necessary to maximize 
progress (collectively referred to as clinical judg-
ment; Leaf et al., 2019). The variables assessed 
are many, ever changing, and include, but are not 
limited to, (a) the learner’s attentiveness, (b) the 
learner’s receptivity to learning, (c) the learner’s 
excitement level (e.g., calm, agitated), (d) the 
learner’s recent and past performance, (e) the 
learner’s current motivation, (f) the learner’s ver-
bal and non-verbal behavior, (g) the learner’s per-
sistence, (h) the learner’s physical health, (i) the 
learner’s emotional health, and (j) the staff’s skill 
level. Each of these, and others, are considered 
within and across sessions in an effort to maxi-
mize progress and provide the most effective, 
compassionate intervention possible.

A third component that is necessary for EIBI 
to align with a progressive approach to ABA is 
that only procedures that are conceptually sys-
tematic with ABA and have empirical support are 
used. While this is a common component of most 
EIBI, it is a core component of a progressive 
approach to ABA. Procedures lacking empirical 
support or that closely resemble or align with 
pseudoscience or anti-science are not used, 
regardless of any disclaimers provided by those 
involved in the intervention. This approach is 

supported by the many comparisons of eclectic 
and strictly behavioral interventions that can be 
found within the literature (e.g., Howard et  al., 
2005). That is, better outcomes are obtained 
when the intervention is driven solely by behav-
ior analytic principles and procedures than when 
it is combined with other approaches (Howard 
et al., 2005).

Finally, EIBI that aligns with a progressive 
approach to ABA is humane and compassionate. 
As previously stated, this approach is individual-
ized for the needs of each learner. Taking each 
learner’s strengths and weaknesses into account 
helps to ensure the intervention is provided with 
compassion. Furthermore, EIBI that aligns with a 
progressive approach to ABA comes from a 
behavior analytic worldview. Within this world-
view, behavior is a product of its circumstances 
and not the result of some innate dysfunction or 
abnormality (Cooper et al., 2020). The learner is 
behaving exactly the way they should be given 
their learning history and the current context and 
prevailing contingencies. This places focus on 
changing the context and contingencies as 
opposed to changing the learner. Some have 
argued this offers a “humane and compassionate 
alternative to the blame-oriented view of problem 
behavior” (Friman, 2021, p.  637). Additionally, 
EIBI that aligns with a progressive approach to 
ABA means working collaboratively with fami-
lies, other professionals, and autistics/individuals 
diagnosed with ASD. This means listening to and 
considering everyone’s perspectives that are 
involved in the intervention perspective.

 Meaningful Curriculum

Autism is not a diagnosis of an inability to touch 
your nose or wave your hands after an interven-
tionist says, “Do this.” Rather it is a diagnosis 
associated with social communication deficits 
and restricted and repetitive behaviors (American 
Psychiatric Association, 2013). Other associated 
deficits include cognitive skills (Frazier et  al., 
2014), adaptive skills (Gilotty et al., 2002), and 
presence of aberrant behavior (Matson et  al., 
2008). Unfortunately, irrelevant,  decontextualized 
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skills are commonly targeted within behavior 
interventions for autistics/individuals diagnosed 
with ASD (e.g., touching nose, waving hands; 
Leaf et al., 2016b). The most effective, successful 
EIBI targets and prioritizes functional, meaning-
ful, applied, and authentic skills. For this to hap-
pen, short- and long-term benefits of the targeted 
skills/goals must be considered as well as any 
potential risk or short-term discomfort. For 
example, there are several short- and long- term 
benefits of developing a generalized matching 
repertoire such as expedited learning in the short 
term and better functioning in new environments 
in the long term. This comes with very little risk 
or discomfort. In another example, there are few 
short-term but several long-term benefits of 
developing compliance with taking medicine. 
This may also come with discomfort and some 
levels of risk. In both of these examples, several 
variables must be taken into consideration to 
determine the benefits and risks involved to 
decide the best course of treatment. Ultimately, a 
meaningful and functional curriculum will lead 
to younger learners learning important skills that 
will improve their overall quality of life. 
Hopefully, these skills will continue to be useful 
and create more opportunities and choices for the 
learner in adulthood.

 Quality Interventionists

As previously stated, implementing a progressive 
approach to EIBI can be challenging as the inter-
ventionist has to continually analyze variables in 
the moment, use clinical judgment, and make 
moment-to-moment changes as necessary to max-
imize progress. Not only is this enormously diffi-
cult, but it can be equally stressful given the high 
stakes involved in EIBI impacting the clients life. 
The difficulty involved in and the importance of 
effective, quality EIBI make it critical that inter-
ventionists are highly competent. Unfortunately, 
standards in the field do not always make this a 
reality (Leaf et al., 2020). Nonetheless, there are 
several considerations when considering training 
for EIBI interventionists.

Interventionists should receive direct training 
and supervision in the context in which they will 
work and with the clients with whom they will 

work. This training should continue until compe-
tency in this context is demonstrated. This differs 
from time-based trainings in which the time spent 
in training is based on a predetermined number of 
hours. The time spent in training with 
competency- based training, on the other hand, is 
determined by the interventionist’s behavior. If 
the interventionist demonstrates the trained skills 
quickly, training may end quickly; however, if 
the interventionist does demonstrate the neces-
sary skills quickly, training will continue until 
they do so. Even when initial training ends, 
supervision and advanced training should con-
tinue. This helps ensure the maintenance of skills 
as well as the development of more advanced 
skills (e.g., clinical judgment). While training in 
this context has focused on direct intervention-
ists, the same logic applies to those in more 
supervisory roles. That is, all professionals 
involved in providing EIBI should be required to 
demonstrate competency with clients receiving 
EIBI, and credentials are merely a starting point.

Further, there are a variety of behaviors that 
are not commonly found in task lists for behavior 
analytic certification but are critical for profes-
sionals involved in providing EIBI. These behav-
iors include (a) clinical judgment, (b) handling 
pressure, (c) critical thinking, (d) inspiring oth-
ers, (e) being a good self-evaluator, (f) assisting 
others to improve, (g) being a tireless worker, (h) 
eagerness to learn, (i) accepting and incorporat-
ing feedback, (j) compassionate care skills, (k) 
creativity, (l) handling professional discourse, 
(m) professional in all areas (e.g., clinic, confer-
ences, social media), and (n) avoiding drama. 
These behaviors are important for intervention-
ists because they relate to better and quicker skill 
acquisition and improvement for the learner in 
the short term which corresponds to positive out-
comes in adulthood.

 Future Directions

 Clinical Practice

Research and clinical practice have long demon-
strated the importance of EIBI for autistics/indi-
viduals diagnosed with ASD.  The outcomes of 
quality EIBI result in improved quality of life, 
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more autonomy, and increased options in child-
hood and adulthood. It is also clear that the same 
outcomes are less likely to occur when autistics/
individuals diagnosed with ASD do not receive 
EIBI. Thus, it is important for autistic/individuals 
diagnosed with ASD to continue to have access 
to quality EIBI. There are, however, several rec-
ommendations for clinical practice as it relates to 
EIBI.

First, despite some recent criticisms about the 
intensive nature of EIBI (e.g., Kupferstein, 2018), 
it remains important to determine the intensity 
required for each learner individually. Intensity 
should not, however, be based upon some a priori 
assumption number or by third-party payers. For 
some this may mean more than 40 h per week, 
while for others it may mean much less than 40 h 
per week. It should also be noted that there have 
been several studies that have found positive cor-
relations between the intensity of EIBI and out-
comes (e.g., Howlin et  al., 2004). That is, the 
more intensive the intervention, the better the 
outcomes on a variety of measures (e.g., adaptive 
behavior, cognitive level, social behavior). 
Nonetheless, the only determination of the 
amount of hours should be based upon the learn-
ers’ individual needs.

Second, and perhaps most related to the topic 
of this book, interventionists should consider 
how skills taught within EIBI will impact the 
recipients of EIBI later in life. It is likely that 
adolescence and adulthood are not necessarily 
considered within EIBI, which is understandable. 
However, planning and preparing for the transi-
tion to adolescence and adulthood should begin 
as early as possible (Roux et  al., 2015). This 
involves reviewing goals to determine their use 
beyond childhood and childhood contexts. For 
example, identification of coins and other monies 
is a common goal in early intervention. Yet many 
adolescents and adults find themselves using dig-
ital methods of payment and money manage-
ment, which renders the previously taught skill 
nonfunctional. As such, considering how skills 
taught within EIBI will impact the recipients 
later in life may lead the supervisors and inter-
ventionists providing EIBI to consider prioritiz-
ing the development of skills like how to use 
debit cards, Apple Pay, and the like.

Third, we suggest the use of a variety of stan-
dardized (e.g., the Vineland, Social Skills 
Improvement System, and Weschler Preschool & 
Primary Scales of Intelligence) and curricular 
assessments (e.g., A Work in Progress, Verbal 
Behavior Milestones Assessment and Placement 
Program, Assessment of Basic Language and 
Learning Skills) when developing the curricu-
lum. It is unlikely that one assessment or curricu-
lum book will provide the necessary information 
to ensure a comprehensive intervention that 
develops functional, meaningful, applied, and 
authentic skills. Making use of a variety of 
assessments helps address the limitations of each 
assessment as well as assist in communicating 
progress with the relevant consumers.

Finally, as previously discussed, we encour-
age the adoption of a progressive approach to 
ABA as it relates to EIBI. Research has demon-
strated the positive effects of such a conceptual-
ization (e.g., Leaf et  al., 2011; Lovaas, 1987; 
McEachin et al., 1993). While this research base 
is sound and growing, more research will be 
needed. Nonetheless, the research supports 
adopting this approach, and the benefits are evi-
dent for those providing intervention as well as 
the recipients of EIBI.  Continual adoption of a 
progressive approach to ABA applied to EIBI 
will hopefully lead to more effective, quality, 
compassionate, and humane interventions avail-
able for autistics/individuals diagnosed with 
ASD.

 Research

There is a plethora of research documenting the 
effectiveness of EIBI for autistics/individuals 
diagnosed with ASD. Despite the large body of 
research, there are still several areas for addi-
tional research that warrant discussion. First, 
future researchers should compare different 
approaches to EIBI for autistics/individual diag-
nosed with ASD. Today there are many different 
models of EIBI intervention such as the Lovaas 
model (e.g., Smith, 2013), a progressive approach 
(e.g., Leaf et al., 2016b), Applied Verbal Behavior 
(e.g., Sundberg & Michael, 2001), and 
Comprehensive Application of Behavior Analysis 
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to Schooling (e.g., Healy et  al., 2008). Each of 
these approaches has been demonstrated to be 
effective for autistics/individuals diagnosed with 
ASD; however, the conditions under which one 
may be more effective, efficient, or preferred for 
specific demographics or contexts remain 
unknown. Comparative studies would help pro-
vide data to make this determination and guide 
practicing behavior analysts in selecting the best 
approach for each individual learner.

Second, and similar to previous studies (e.g., 
McEachin et  al., 1993; Smith et  al., 2021), 
researchers should evaluate the long-term main-
tenance of participants who received 
EIBI.  Previous research has demonstrated that 
participants who received EIBI maintained their 
gains after EIBI and continued to succeed in 
standardized assessments and/or school place-
ment (e.g., McEachin et al., 1993; Smith et al., 
2021). Despite these positive findings, there 
have been some that have voiced concern about 
the long- term effects of EIBI and behavioral 
intervention more generally (e.g., Kupferstein, 
2018). Continued research evaluating the long-
term effects of EIBI will help determine the 
validity of these concerns as well as how well 
skills developed in EIBI persist across time. This 
research will also be helpful in examining which 
skills developed in EIBI do and do not help pro-
mote autonomy in adolescence and adulthood. 
This data will be invaluable in informing 
changes, if any, to the skills that are targeted 
within EIBI.

 Conclusion

It is without question that EIBI can result in sig-
nificant improvements on a variety of measures 
for autistics/individuals diagnosed with ASD. 
These improvements occur in childhood and may 
continue to promote autonomy and options in 
adolescence and adulthood. As such, it is impera-
tive that autistics/individuals diagnosed with 
ASD continue to have access to quality, effective, 
compassionate, and humane EIBI.  It is equally 
important that we continue to improve upon our 
intervention and capture these changes empiri-

cally. Doing so will lead to better EIBI and better 
outcomes for autistics/individuals diagnosed 
with ASD.
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16Functional Analysis of Behavioral 
Challenges with Adults 
with Autism

Joseph D. Dracobly and Richard G. Smith

Some adults with autism engage in behaviors 
that, if left unaddressed, can lead to substantial 
negative impacts on their relationships with oth-
ers, ability to benefit from educational and thera-
peutic efforts, health, and overall quality of life 
(DeVries & Geurts, 2015). Specific behavioral 
challenges faced by adults with autism may 
include odd or contextually inappropriate man-
nerisms, repetitive and/or contextually inappro-
priate movements or sounds (e.g., stereotypy, 
echolalia), refusal to participate in or tolerate 
critical activities (e.g., noncompliance, food 
refusal), tantrums and other disruptive behavior, 
property destruction, physical and verbal aggres-
sion, and behavior that produces harm to their 
own body or self-injurious behavior (SIB) (Hong 
et al., 2018).

These behaviors can diminish the quality of 
life for individuals with autism and others with 
whom they interact (e.g., family members, care-
givers, teachers; Lecavalier et  al., 2006) in a 
number of ways. Individuals who display 
unusual, bizarre, or dangerous behaviors may 
experience serious difficulties in establishing and 
maintaining social relationships (e.g., Walsh 
et  al., 2013; Weiss et  al., 2012). Challenging 
behaviors have been shown to impair efforts to 
teach and train academic, self-care, social, and 

other adaptive skills (e.g., Fox & Emerson, 2001; 
Pyles et al., 1997). Severe challenging behaviors, 
such as noncompliance/food refusal, aggression, 
and SIB, can result in serious health problems, 
injury and tissue damage to oneself or others, or 
even death (Sabuncuoglu et al., 2015).

Interventions for challenging behaviors exhib-
ited by individuals with disabilities were among 
the first reported extensions of behavior science 
to a societal problem. In fact, several demonstra-
tions of effective behavioral treatments appeared 
prior to the establishment of the Journal of 
Applied Behavior Analysis in 1968. For example, 
Teodoro Ayllon and colleagues published a series 
of analyses in which they demonstrated the utility 
of behavioral measurement and contingency 
arrangements in the treatment of an array of 
problem behaviors in institutional settings (e.g., 
Ayllon & Michael, 1959). Ayllon and his col-
leagues used reinforcement, extinction, and pun-
ishment procedures to address behavioral 
challenges including hoarding, bizarre speech, 
food refusal, and others. Similarly, Montrose 
Wolf and colleagues used operant conditioning 
procedures to reduce several forms of severe 
challenging behavior exhibited by a boy with 
autism (Wolf et al., 1963, 1967).

These and other early efforts to address chal-
lenging behaviors showed that contingency man-
agement, guided by an understanding of 
principles of behavior, could be effective compo-
nents of habilitative programs for individuals 
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with disabilities. Strategies focused primarily on 
arranging reinforcement contingencies for the 
absence of problem behaviors, targeting incom-
patible behaviors for increase and, frequently, 
implementing punishment contingent on behav-
iors targeted for decrease. The emphasis was 
often on creating strong contingencies to com-
pete with problematic behaviors by encouraging 
clients to “do something else.” This approach 
came to be known as “behavior modification,” 
and, although researchers and clinicians fre-
quently reported favorable outcomes, there was 
little focus on identifying and addressing the 
underlying causes of the behavioral challenges 
(Pelios et  al., 1999). This general strategy ulti-
mately limited the general effectiveness of behav-
ioral approaches, as interventions sometimes 
produced mixed outcomes or failed to show 
maintenance and generalization in real-life set-
tings. Not infrequently, failures of less-intrusive, 
reinforcement-based treatments led to the use of 
more intrusive management strategies, including 
restraint, psychotropic medication, or punish-
ment (Pelios et al.).

Throughout the 1960s and 1970s, the behavior 
modification approach to treating behavior disor-
ders prevailed. Although several behaviorally ori-
ented researchers and clinicians speculated about 
the potential role of operant conditioning in cre-
ating and maintaining challenging behaviors and 
some had even incorporated hypotheses about the 
contingencies that maintained their clients’ prob-
lem behaviors into their interventions, almost 
none attempted to systematically assess those 
contingencies and to “match” treatment to them. 
Several publications at the close of the 1970s and 
into the early 1980s changed all that and heralded 
a “functional analysis revolution” in applied 
behavior analysis.

 The Functional Analysis Revolution

After nearly 20 years of efforts to understand and 
address challenging behaviors exhibited by per-
sons with autism and other disabilities, the behav-
ior-analytic literature contained several conceptual 
analyses of the underlying causes of these behav-

iors. Researchers described how these behaviors 
could be maintained by several different contin-
gencies of reinforcement and demonstrated the 
effectiveness of treatments corresponding to those 
contingencies. For example, whereas previous 
efforts to use differential reinforcement to treat 
behavior disorders depended on choosing a rein-
forcer that was more powerful and easier to obtain 
than those associated with the problem behavior 
(i.e., they needed to “overpower” the unknown 
factors that motivated problem behavior), research-
ers began to leverage their hypotheses about the 
maintaining variables for problem behavior to 
encourage “better ways” to obtain them, effec-
tively “replacing,” rather than overpowering, pre-
viously operative contingencies.

Efforts to understand and address the operant 
mechanisms underlying problem behaviors were 
scattered throughout the early literature on 
applied behavior analysis. For example, Smolev 
(1971) suggested that problem behaviors could 
be maintained by various operant contingencies. 
Some researchers focused on the effects of con-
tingent attention from caregivers, by arranging 
for extinction of problem behaviors (i.e., atten-
tion was no longer presented as a consequence) 
and reinforcement for other, more appropriate 
ways to access attention (e.g., Ferster, 1961; 
Lovaas et  al., 1965; Lovaas & Simmons, 1969; 
Romanczyk & Goren, 1975; Peterson & Peterson, 
1968; Weiher & Harman, 1975). Other efforts 
focused on behavior maintained by escape from 
aversive contexts or tasks (e.g., Carr et al., 1976; 
Cautela & Baron, 1977; Jones et al., 1974) and 
behavior that appeared to be reinforced by its 
automatically (i.e., non-socially) produced con-
sequences (e.g., Berkson & Mason, 1964; Favell 
et al., 1982; Rincover & Devaney, 1982).

In 1977, Edward Carr published a seminal 
review of the extant literature on SIB in which he 
evaluated several then-current accounts of its 
causes (Carr, 1977). Carr considered psychody-
namic, organic, and operant accounts for SIB, 
concluding that operant accounts were most con-
sistent with the available data. He divided oper-
ant accounts into three broad categories: 
positively reinforced, negatively reinforced, and 
self-stimulatory behavior.
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Carr’s work was immediately recognized as 
an important contribution to our understanding of 
SIB and influenced a generation of future 
researchers who would develop a broad array of 
procedures designed to assess the operant func-
tions of SIB (and other behavioral challenges) 
and to evaluate the feasibility of function-based 
treatments. This “functional analysis revolu-
tion” resulted in vast improvements in our under-
standing of a variety of behavioral challenges 
including SIB, aggression, property destruction, 
tantrums, stereotypies, elopement, food refusal, 
and many other forms of less prevalent behav-
ioral challenges. The functional analytic model 
has been extended to populations including chil-
dren and adults with an array of disabilities and 
syndromes (e.g., intellectual disability, autism, 
Cornelia de Lange syndrome, Lesch-Nyhan syn-
drome), typically developing children and adults 
and non-humans (see Beavers et al., 2013; Hanley 
et  al., 2003). The effectiveness of a functional 
analytic conception of behavioral challenges has 
been further validated through legislation requir-
ing that children with disabilities and behavioral 
challenges who attend public schools have the 
right to a “functional behavioral assessment” as a 
part of their comprehensive educational program-
ming (IDEA, 1997).

 The Evolution of Functional 
Assessment Methodologies

Although early researchers had demonstrated 
that problem behavior could be sensitive to envi-
ronmental events (e.g., Berkson & Mason, 1964; 
Carr et  al., 1976; Lovaas & Simmons, 1969; 
Peterson & Peterson, 1968), it was not until the 
early 1980s that a systematic approach to identify 
the influence of these environmental events was 
developed. Among the first researchers to evalu-
ate an empirical methodology for identifying the 
operant functions of SIB and other behavioral 
challenges was Brian Iwata, a recently appointed 
Assistant Professor of Psychology and Psychiatry 
at the Johns Hopkins School of Medicine. 
Assigned to a unit serving children with severe 
behavior disorders and heavily influenced by the 

work of Carr and other operant practitioners, 
Iwata developed a systematic process for empiri-
cally evaluating the operant functions of SIB, 
and, in 1982, Iwata and colleagues published a 
seminal study on an empirical methodology for 
identifying the variables that maintain problem 
behavior.

Incorporating Carr’s (1977) conceptualization 
of the operant mechanisms that could maintain 
SIB, Iwata et al. (1982/1994) designed a series of 
test conditions to isolate different sources of rein-
forcement. Using logic similar to allergy testing, 
Iwata and colleagues exposed participants to a 
series of conditions, each in isolation, and each 
designed to test for sensitivity to a specific rein-
forcement contingency. If, when exposed to ante-
cedent and consequent conditions associated 
with a specific contingency, SIB was observed at 
levels above a control condition, then the 
researchers tentatively concluded that the partici-
pant’s SIB was sensitive to that form of reinforce-
ment. For example, in the social disapproval 
condition, the participant was in a room with a 
therapist and some toys. At the beginning of the 
session, the therapist told the participant that the 
therapist had work to do (i.e., a discriminative 
stimulus [SD] for the availability of attention) and 
then stopped talking to the participant and moved 
across the room (i.e., an establishing operation 
[EO] for attention). If the participant emitted 
SIB, the therapist made statements of concern or 
disapproval and gently touched the participant. If 
higher measures of SIB were observed in this 
condition, relative to a control condition, the 
researchers concluded that SIB was maintained 
by social positive reinforcement in the form of 
attention. In an academic demand condition, the 
therapist presented learning trials to the partici-
pant, potentially functioning as aversive stimula-
tion and an EO for escape. If the participant 
completed a learning trial, the therapist briefly 
praised the participant and presented the next 
learning trial. If the participant emitted SIB, the 
therapist removed the learning materials and 
stopped asking the participant to complete the 
learning trials for 30 s. If higher measures of SIB 
were observed in the academic demand condi-
tion, relative to a control condition, the research-
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ers concluded that SIB was maintained by social 
negative reinforcement in the form of escape 
from task demands. In an alone condition, par-
ticipants were in a room with no other people or 
stimuli. There were no programmed antecedent 
or consequent events. The purpose of this condi-
tion was to determine if SIB would occur in the 
absence of changes in the social environment. 
That is, the alone condition was designed to iden-
tify automatic reinforcement as a potential main-
taining consequence for the participant’s SIB.

These test conditions were compared to a con-
trol condition, called unstructured play, which 
was designed to “rule out” the operant accounts 
assessed in test conditions. In this condition, the 
participant had continuous access to toys, the 
therapist provided positive attention and physical 
contact, and no task demands were presented. By 
arranging noncontingent and unrestricted access 
to the consequences that might maintain SIB, the 
motivation for SIB would be eliminated, and, 
thus, little or no SIB should be observed. Any 
SIB occurring in other conditions could then be 
compared with measures of SIB from the unre-
stricted play condition to estimate their involve-
ment in maintenance of SIB.  These four 
conditions were presented in a multielement 
design and then continued until either clear dif-
ferentiation between at least one test condition 
and the control condition occurred or there were 
sustained, undifferentiated patterns of respond-
ing across all conditions.

Across the participants, Iwata et  al. 
(1982/1994) observed four distinct response pat-
terns. First, for four of nine participants, there 
were higher levels of responding in the alone 
condition, suggesting that their SIB was main-
tained by some source of automatic reinforce-
ment. Second, for three participants, 
undifferentiated responding across conditions 
was observed – also apattern indicating mainte-
nance by automatic reinforcement. Third, for two 
participants, higher levels of responding occurred 
in the academic demand condition, indicating 
their SIB was maintained by social negative rein-
forcement. Finally, for one participant, higher 
levels of responding were observed in the social 
disapproval condition, indicating his behavior 

was maintained by social positive reinforcement. 
Taken together, Iwata et al. were able to identify 
a source of reinforcement for all nine partici-
pants’ SIB.

Over the next 30  years, hundreds of studies 
demonstrated the utility of Iwata et al.’s general 
methodology for assessing the operant function(s) 
of severe problem behavior. Furthermore, a large 
body of literature demonstrated that experimental 
functional analysis (EFA) outcomes could be a 
foundation for the development of individual-
ized, function-based, and highly effective inter-
ventions (e.g., Beavers et  al., 2013; Carr & 
Durand, 1985; Hanley et al., 2003; Iwata et al., 
1994).

During this time, several researchers pro-
posed alternative strategies for conducting the 
EFA process. Extending Iwata et  al.’s general 
methodology of empirical analysis, Carr and 
colleagues directly manipulated antecedent con-
ditions – but not consequences – in their analy-
sis. For example, in their seminal study on 
functional communication training (FCT), Carr 
and Durand (1985) conducted a pretreatment 
EFA with each participant. In these EFAs, Carr 
and Durand manipulated two variables – atten-
tion and demands – across four conditions. Each 
session was divided into 30-s trials, which were 
further divided into 10-s intervals during which 
the antecedent conditions were presented. In the 
easy 100 condition, participants were presented 
with a card-matching task that they had previ-
ously mastered and received attention during all 
10-s intervals. In the easy 33 condition, the tasks 
were again those that had been previously mas-
tered, but attention was provided during only 
33% of the 10-s intervals. In the difficult 100 
condition, the participants were presented with 
the card-matching task containing cards on 
which they had made errors on during the pre-
EFA task assessment, and the participants 
received attention during all 10-s intervals. 
Across all three conditions, problem behavior 
resulted in the same consequences: therapists 
either ignored non-dangerous problem behavior, 
guided the participant back to their seat if they 
left the table for more than 10  s, or applied 
restraint for dangerous behavior. Because the 
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consequences were constant across conditions, 
the determination of function was based on 
problem behavior occurring in the presence of 
specific EOs. That is, if they observed higher 
levels of problem behavior in the difficult 100 
condition relative to the easy 100 condition, they 
concluded that problem behavior was main-
tained by negative reinforcement in the form of 
escape from difficult tasks. Likewise, if Carr and 
Durand observed higher levels of problem 
behavior in the easy 33 condition relative to the 
easy 100 condition, they concluded that the 
problem behavior was maintained by positive 
reinforcement in the form of attention.

Whereas Carr and Durand (1985) focused on 
identifying how antecedents influenced problem 
behavior by systematically manipulating ante-
cedents while holding consequences constant 
across conditions, an alternative strategy is to 
manipulate antecedents while allowing naturally 
occurring consequences to occur. Anderson and 
Long (2002) were the first to evaluate this tactical 
innovation, termed a structured descriptive 
assessment (SDA). The SDA was conducted in 
the participants’ natural environments with their 
regular caregivers as therapists. Four different 
antecedent variables were manipulated: atten-
tion, tangible items, task demands, and play 
opportunities. In each condition, the therapist 
presented the relevant SD and EO, and, if problem 
behavior occurred, the therapist was instructed to 
respond as they normally would. For example, in 
the attention condition, the therapist talked to the 
participant for a brief period before the session 
started and then, at the start of the session, 
remained present (i.e., SD) but stopped talking to 
the participant (i.e., EO). As with Carr and 
Durand’s EFA, higher levels of problem behavior 
in the presence of a specific set of antecedent 
variables, relative to the play context, were taken 
as evidence of the likely maintaining conse-
quence of problem behavior.

Although these antecedent-only, or A-B, EFA 
approaches have led to successful treatment, 
there are several issues unique to this approach 
that likely precluded their widespread adoption. 
First, EFAs in which only antecedent conditions 
are systematically manipulated cannot directly 

evaluate the effects of operant contingencies. 
Most antecedent influences (Sds and conditioned 
MOs) acquire their evocative function through 
pairing with consequences, so by manipulating 
antecedents only, one assumes the antecedent has 
sufficient prior pairing to maintain control over 
behavior – repeatedly over the course of assess-
ment – in the absence of a contingency between 
the behavior and the consequence. Such persis-
tence of problem behaviors across many trials 
and sessions in the presence of a systematically 
arranged extinction contingency seems inconsis-
tent with an operant account of the behavior and 
suggests that further investigation of (1) the 
validity of this tactic and/or (2) the functional 
characteristics of behavior that seems to be 
evoked by conditions typically associated with 
social reinforcement (the arranged EOs and SDs) 
but that persists in the absence of the relevant 
reinforcement contingency.

Another concern with prevalent antecedent 
EFA strategies is the combination of antecedent 
variables, thus introducing potential confounds 
into each test condition. For example, in Carr and 
Durand’s (1985) approach, both attention and 
task demands are present during each trial, 
regardless of condition. Therefore, even when 
responding is differentiated between a test and 
control condition, it is not clear whether a single 
variable or multiple variables are responsible for 
the differentiation.

A similar concern with the SDA involves its 
uncontrolled consequences. Whereas antecedents 
are systematically manipulated in an SDA, care-
givers are “asked to respond to problem behavior 
as they typically would” (Anderson & Long, 
2002, p. 141). Although this tactic permits some 
potentially interesting information about the 
types, schedules, and variability of consequences 
for problem behavior in the natural environment, 
it may also obscure assessment results by intro-
ducing uncontrolled variability within and across 
conditions. Alternatively, when a test condition 
shows differentiation, but variability in conse-
quences is also observed within that condition 
(e.g., escape from tasks is sometimes provided as 
a consequence during an attention condition), it 
is not clear whether responding in that condition 
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is a function of the systematically arranged ante-
cedent events or the uncontrolled and variable 
consequences delivered by caregivers.

Finally, without a clear understanding of the 
effects of consequences, several highly effective 
forms of function-based treatment may not be 
possible to properly implement and evaluate. 
Many, if not most, function-based treatments 
require knowledge of the type of contingency 
involved in maintaining problem behavior but 
also the specific form of its maintaining conse-
quences. For example, noncontingent reinforce-
ment (NCR) involves time-based delivery of the 
consequence that maintains problem behavior to 
reduce the occurrence of problem behavior and 
other responses in that response class (e.g., Lalli 
et al., 1997; Richman et al., 2015). Without isola-
tion of the effects of consequences, A-B EFAs 
may result in, at best, delivery of ineffective NCR 
or, at worst, delivery of contraindicated NCR 
(e.g., continued attention delivery for problem 
behavior maintained by social avoidance). Most 
other function-based strategies (e.g., DRA, FCT) 
also require a specific “match” between main-
taining consequences and stimuli to be used as 
reinforcement in order to produce effective and 
sustainable treatment effects (e.g., Carr & 
Durand, 1985; Tiger et al., 2009).

 Alternative Methodologies: 
Descriptive Assessment

Following the development of the EFA approach, 
researchers began evaluating alternative methods 
that did not involve evoking and potentially rein-
forcing problem behavior and required less time 
and resources. Direct observation, long a standard 
in behavior science, has been evaluated as an 
alternative to EFA. Descriptive assessment (DA) 
involves observing and collecting data on a target 
behavior in the environments in which it typically 
occurs. Over the years, DAs have taken many 
forms. The “four function” model classifies four 
common types of events identified in over 30 years 
of research as maintaining consequences for chal-
lenging behaviors: social positive reinforcement 
in the form of attention, social positive reinforce-
ment in the form of access to tangible items, 

social negative reinforcement, and automatic rein-
forcement. During observation periods, data col-
lectors record instances of the target behavior and 
then record antecedent events that preceded, and 
subsequent events that followed, the target behav-
ior (A-B-C analysis). For example, each time a 
target behavior occurs, data collectors may record 
antecedents such as the presentation of demands, 
removal of preferred items, or low levels of atten-
tion. Similarly, the data collectors will record 
events that occurred after the behavior, such as the 
termination of demands, delivery of preferred 
items, or the delivery of attention. The total 
instances of the target behavior and each anteced-
ent and consequent event are then summed. The 
correlations between the antecedent and conse-
quent events can be compared, with stronger cor-
relations indicating a likely controlling variable 
(see Pence et al., 2009, for a comparison of differ-
ent forms of DA with EFAs).

Different types of correlational analyses have 
been proposed, with the strongest being condi-
tional probability (e.g., Lerman & Iwata, 1993; 
Vollmer et  al., 2001) or lag sequential analyses 
(e.g., Borrero & Borrero, 2008; Gunter et  al., 
1993). Each of these analyses provides a quanti-
tative measure of the relation between a given 
event and problem behavior. In conditional prob-
ability analyses, the probability of either anteced-
ent event preceding problem behavior or a 
consequent event following problem behavior is 
compared with the unconditional probability of 
each event. If the conditional probability of the 
two events exceeds the unconditional probability 
of each, a behavioral relation is considered pres-
ent. In lag sequential analyses, a second-by- 
second or minute-by-minute calculation of 
conditional probabilities is calculated for each 
antecedent and consequent event, relative to all 
instances of behavior. If the conditional probabil-
ity of an antecedent event increases as the time 
before problem behavior approaches zero (lag), a 
behavioral relation is considered present. 
Likewise, if the conditional probability of a con-
sequent event increases in the seconds after 
 problem behavior (sequential), a behavioral rela-
tion is considered present. Although this approach 
can yield useful information about the environ-
mental events that surround problem behavior, 
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researchers have found this form of descriptive 
assessment to be limited in identifying actual 
functional relationships. For example, Thompson 
and Iwata (2001) found that attention occurred in 
80% of intervals following problem behavior, 
which should strongly suggest attention was the 
maintaining consequence for problem behavior. 
However, in a subsequent study, Thompson and 
Iwata (2007) found that attention was the main-
taining consequence for only 3 of 15 problem 
behaviors (20%). These results suggest that the 
types of correlations observed in descriptive 
assessments may be insufficient to infer func-
tional relationships and call into question the 
general utility of A-B-C recording for identifying 
the variables that control problem behavior.

A method that combines A-B-C analysis and 
correlational analyses is the contingency space 
analysis (CSA; e.g., Martens et al., 2008). In the 
CSA, one conducts observations similar to those 
in A-B-C analyses. Specifically, one records the 
target behavior and a variety of consequent events. 
The main difference between A-B-C analysis and 
the CSA is that, in the CSA, one also collects data 
on non-target behavior that followed the conse-
quences one is measuring. Following observa-
tions, one calculates several values: conditional 
probability of each consequence given the target 
behavior, the conditional probability of the conse-
quence given all non-target behavior, the uncondi-
tional probability of the target behavior, and the 
unconditional probability of all non- target behav-
ior. These values are then plotted on a graph, with 
the conditional probability of a consequence given 
the non-target behavior on the x-axis and the con-
ditional probability of a consequence given the 
target behavior on the y-axis. One then plots a 
diagonal line, to bisect the x- and y-axes, which 
represent the two conditional probabilities being 
equal. One then plots the conditional probability 
of each consequence-target behavior and conse-
quence-non-target behavior relation. If a data point 
for a given consequence appears above the diago-
nal line, a likely reinforcement relation exists 
between the target behavior and the consequence. 
Likewise, if a data point for a given consequence is 
below the diagonal line, a likely reinforcement 
relation exists between non-target behavior and 
the consequence. The primary benefit of the CSA 

over A-B-C analysis alone and conditional proba-
bility analysis alone is the comparison of relations 
between the target behavior and consequences and 
the non-target behavior and consequences. For 
example, a high conditional probability of a conse-
quence given a target behavior could indicate a 
potential reinforcement contingency. However, 
this may miss the actual relation – a high condi-
tional probability between any behavior and a con-
sequence. In this case, only the inclusion of the 
additional conditional probability of the conse-
quence given all non-target behavior would allow 
for this determination to be made.

 Scatterplot Analysis

In a scatterplot analysis, the occurrence of behav-
ioral data is recorded in cells on a grid, typically 
with hours of the day displayed on the y-axis and 
consecutive days on the x-axis (e.g., Kahng et al., 
1998; Touchette et al., 1985). Different markings 
are made based on the characteristics of behavior 
during each observation period. For example, a 
single occurrence may be recorded using a dot in 
the cell, a few occurrences may be recorded using 
slashes in the cell, and many occurrences may be 
recorded by filling the cell in completely. After 
several days of having the data entered into the 
scatterplot, temporal patterns may begin to 
emerge. Emergent patterns can be correlated with 
specific environmental events that reliably hap-
pen during the time(s) or day(s) with higher lev-
els of problem behavior, and those events that are 
highly correlated may be suspected as having a 
functional relation to problem behavior. Although 
scatterplots are frequently used in practice, 
Kahng and colleagues found that scatterplots 
often do not produce outcomes that reveal differ-
entiation through visual analysis (Kahng et  al., 
1998). To clarify undifferentiated scatterplots, 
these researchers conducted statistical control 
analyses of scatterplot data for 15 participants. 
Results indicated that 12 of 15 data sets were out-
side of statistical control (i.e., the data sets 
showed evidence of non-random patterning); 
however, there are two substantial limitations to 
this approach. First, a primary benefit of the scat-
terplot is its ease of implementation and interpre-
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tation. If statistical analyses are necessary to 
identify patterns, a primary benefit of the 
approach is compromised, and those patterns 
may be relatively irrelevant in identifying the 
variables that occasion and maintain problem 
behavior. Second, because the scatterplot only 
identifies temporal patterns, there is no mecha-
nism for identifying the specific variables that 
occurred during the assessment period. If the 
typical flow of activities in the natural environ-
ment is not reasonably stable, differentiation will 
be compromised, and it is not possible to identify 
the environmental events present when problem 
behavior is observed. This can preclude even a 
strong hypothesis about the functional relation 
between environmental events and problem 
behavior. Finally, as Kahng et al. noted, an exper-
imental analysis can be conducted, perhaps mul-
tiple times, in the time it typically takes to 
complete a scatterplot analysis. Although the 
scatterplot may sometimes identify temporal pat-
terns that could subsequently be assessed to iden-
tify environmental influences, it is not, by itself, 
an efficient or precise method for identifying the 
variables that maintain problem behavior.

In general, the primary contribution of DA to 
the functional assessment process appears to be 
to provide specific information that can subse-
quently be incorporated into EFA.  The general 
failure of DA to reliably correspond with EFA 
outcomes (e.g., Pence et al., 2009) suggests that 
it cannot be used in isolation as the sole source of 
functional assessment information. However, DA 
can provide useful information to incorporate 
into the EFA, such as specific stimuli or persons 
that may be associated with problem behaviors, 
particular forms of problem behavior to be 
assessed, and potential precursor behaviors.

 Alternative Methodologies: 
Anecdotal Assessments

Anecdotal, or indirect, assessments involve 
obtaining information about the behavior, the 
individual, and/or the conditions under which the 
behavior occurs from caregivers, significant oth-
ers, or even the individual themselves. This infor-

mation may be obtained using interviews, 
questionnaires, or rating scales.

Among the first and most widely used anec-
dotal assessments is the Motivation Assessment 
Scale (MAS; Durand & Crimmins, 1988). The 
MAS is a 16-item questionnaire about four com-
mon functions of problem behavior – social posi-
tive reinforcement in the form of attention, social 
positive reinforcement in the form of access to 
tangible items, social negative reinforcement, 
and automatic reinforcement. Respondents 
answer each question using a 7-point Likert-type 
scale, ranging from “never” to “always.” The 
total score for each functional category is 
summed, and the highest score(s) indicates the 
likely function(s). Durand and Crimmins (1988) 
compared outcomes across two raters, showing 
high levels of agreement across the two respon-
dents for all participants. They then conducted 
EFAs with eight participants (two from each of 
the functional categories). Across the eight par-
ticipants, the results of EFAs corresponded with 
results from the respective MAS. That is, for all 
participants, the EFAs identified the same source 
of reinforcement as the MAS.  Although this 
study provided initial evidence of the utility of 
anecdotal assessments, subsequent researchers 
were often unable to replicate Durand and 
Crimmins’ findings (e.g., Newton & Sturmey, 
1991; Sigafoos et al., 1994; Zarcone et al., 1991). 
Many of these failures to replicate may have been 
due to differences in populations and respon-
dents; however, difficulties obtaining high levels 
of reliability across raters call into question the 
general utility of the MAS – by itself – as a useful 
method for functional assessment.

Given mixed outcomes of replication attempts 
with the MAS, several researchers developed 
alternative anecdotal assessments (see Sturmey, 
1994, for a review). Two of the most frequently 
cited assessments are the Questions about 
Behavioral Function (QABF; Matson & Vollmer, 
1995) and the Functional Analysis Screening 
Tool (FAST; Iwata et al., 2013). The QABF is a 
25-item item questionnaire that assesses five 
functional categories: attention (i.e., social posi-
tive reinforcement), escape (i.e., social negative 
reinforcement), nonsocial (i.e., automatic posi-
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tive reinforcement), physical (i.e., automatic neg-
ative reinforcement), and tangible (i.e., social 
positive reinforcement). Respondents answer 
questions using a scale of 0 to 3, with 0 represent-
ing “Never” and 3 representing “Always.” In a 
comparison of QABF, MAS, and EFA outcomes, 
Paclawskyj et  al. (2001) found that the QABF 
predicted the outcomes of EFA in 56.3% of cases 
whereas the MAS predicted the outcomes of EFA 
in 43.8% of cases. Although the QABF was thus 
taken as more accurate, agreement with EFA out-
comes was only slightly above chance levels – a 
result also obtained by other researchers (e.g., 
Koritsas & Iacono, 2013). The FAST has pro-
duced slightly better outcomes. The FAST is a 
16-item questionnaire that assesses four func-
tional categories: social positive reinforcement 
(i.e., attention and tangible), social negative rein-
forcement, automatic positive reinforcement, and 
automatic negative reinforcement. For each ques-
tion, respondents answer either “Yes” or “No.” 
Iwata et  al. (2013) found that FAST outcomes 
matched EFA outcomes in 63.8% of cases. 
Interestingly, the FAST was administered to two 
respondents for each participant, and when both 
respondents agreed, the FAST outcomes matched 
the EFA outcomes in 70.8% of cases. Dracobly 
et al. (2018) further examined rater agreement for 
the FAST and found high agreement among pairs 
of expert respondents (i.e., respondents who were 
BCBAs, had taken a course in functional assess-
ment, and completed at least one EFA), as well as 
high levels of correspondence between FAST and 
EFA outcomes. Specifically, Dracobly et  al. 
found that the FAST outcomes of any one expert 
matched the EFA outcomes in 90% of cases and, 
when both experts agreed on the FAST, the out-
comes matched those from EFAs in 80% of cases. 
Although researchers have found the FAST to be 
a generally more reliable assessment, relative to 
other anecdotal approaches, its originators 
recently acknowledged that agreement and pre-
dictive validity remained at troublesome levels 
and cautioned that anecdotal assessment should 
not be considered “an approximation to an EFA 
of problem behavior; it is simply one way to 
gather information” (Iwata et al., 2013, p. 283). 
Iwata et al. (2013) offered three potential contri-

butions of anecdotal assessment. First, it provides 
a formalized structure for the EFA information- 
gathering process; second, results may be helpful 
in identifying particular stimuli that can subse-
quently be incorporated into A-B or A-B-C EFA 
arrangements; and third, when substantial agree-
ment is observed across multiple respondents, it 
may provide sufficient information to eliminate 
irrelevant test conditions and thus expedite the 
EFA process.

The Interview Informed Synthesized 
Contingency Analysis (IISCA; Hanley et  al., 
2014) has been proposed as a method for using 
information gained through anecdotal assess-
ment to identify behaviors, stimuli, and  – most 
importantly – contingencies to be analyzed in an 
EFA. Researchers have demonstrated that open- 
ended interviews can be used to identify “synthe-
sized” contingencies, that incorporating 
synthesized contingencies within a test-control 
analytic format frequently produces rapid differ-
entiation between test and control conditions, and 
that interventions based on those outcomes are 
frequently effective to reduce or eliminate chal-
lenging behaviors (Coffey et  al., 2020). 
Synthesized contingencies are arrangements in 
which antecedents (i.e., SDs and MOs) associated 
with more than one type or form of reinforcement 
are simultaneously presented and the conse-
quences associated with those antecedents are 
simultaneously delivered contingent on targeted 
responses. An example of a test for a synthesized 
contingency would be if the therapist removed a 
preferred tangible item (e.g., tablet device, toys) 
and directed the participant to complete an aca-
demic task. If the participant emitted the target 
behavior, the therapist would reinstate access to 
the tangible item and withdraw task demands. 
This test condition is designed to assess the com-
bined effects of positive reinforcement (e.g., 
restored access to the tangible item) and negative 
reinforcement (e.g.., escape from task demands) 
on the behavior of interest. Outcomes are con-
trasted with those from a matched control condi-
tion (e.g., free access to tangible items and no 
task demands). Proponents of IISCA argue that 
synthesized contingencies are more representa-
tive of natural environments and that, in most 
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cases, isolated contingencies do not maintain 
challenging behavior; rather, an interactive effect 
of synthesized contingencies is necessary for 
behavioral maintenance (Hanley et  al., 2014). 
Critics of IISCA have countered that combining 
contingencies during assessment increases the 
risk of “false-positive” outcomes, in which data 
indicate maintenance of behavior by a synthe-
sized contingency when, in fact, only one contin-
gency was operative (Fisher et al., 2016). In fact, 
Fisher and colleagues showed that isolated con-
tingencies were sufficient to produce differentia-
tion in three of five EFAs in which IISCA had 
identified maintaining synthesized contingen-
cies. Thus, the need to frequently combine con-
tingencies during EFA remains a topic for further 
investigation.

More germane to the current discussion is the 
use of a structured interview to identify contin-
gencies to be tested during an EFA. There are two 
potential concerns with the structured interview 
process. First, because research on IISCA is in its 
early stages and most investigations have been 
conducted by its originators, their students, or 
senior researchers (i.e., a recent review identified 
17 IISCA studies, 11 of which were conducted 
by originators or their students; Coffey et  al., 
2020) and because administration and interpreta-
tion of an open-ended interview require subjec-
tive, in-the-moment decisions by the administrator 
(e.g., tips for administering IISCA indicate that 
administrators may use their discretion to omit or 
rephrase questions and to draw conclusions about 
response class membership, MOs, etc.; Hanley, 
2018), it is not yet known whether practitioners 
are generally able to replicate the level of success 
reported in current research. That is, the training 
and history necessary to administer and interpret 
the open-ended interview are unclear, and the 
inherent flexibility of the process adds to this 
concern (it should be noted that, when adminis-
tered with proper fidelity, the flexibility of open- 
ended interviewing can produce information that 
may not be obtained through more structured 
assessments). Second, although several investi-
gations have shown that synthesized contingen-
cies identified via structured interview produced 
differentiated EFA outcomes, the possibility of 

false positives, as described above, limits the 
extent to which assessment and treatment out-
comes can validate the interview. Because the 
results of structured interviews often support 
synthesized contingencies, and because false- 
positive outcomes for synthesized contingencies 
have been documented (Fisher et al., 2016), the 
utility of structured interviews to accurately iden-
tify operative contingencies may be suspect. That 
is, if an assessment points toward the involve-
ment of multiple contingencies when only one is 
operative, an analysis of those contingencies will 
likely produce a positive outcome (the data will 
indicate maintenance by the synthesized contin-
gency when, in actuality, only one was opera-
tive). This may be compared to an allergy test in 
which the physician exposes the patient to several 
potential allergens simultaneously. Although the 
likelihood of a positive reaction would be greatly 
increased, it would not be possible to determine 
whether a single substance or a combination of 
allergens was responsible for the reaction, and it 
would not be appropriate to conclude that the 
results were an interactive effect of all the aller-
gens. Indeed, preliminary replication results 
showing sensitivity to isolated contingencies for 
three of five participants for whom interviews 
had suggested multiple controlling consequences 
provide empirical evidence of such errors. 
Although IISCA has generated a great deal of 
interest and enthusiasm, these results suggest that 
the open-ended interview component of IISCA 
should be interpreted with caution as additional 
extension, replication, and validation occur. One 
final concern with the IISCA is that the proce-
dures have only been conducted with children. 
Because this chapter is focused on assessment 
with adults, we would caution practitioners work-
ing with adults when using the IISCA with adults 
until additional empirical analyses with adults 
are conducted.

A similar approach to using anecdotal assess-
ment to improve the efficiency of an EFA is the 
inclusion of multiple respondents in an anecdotal 
assessment process. As suggested by Iwata et al. 
(2013), substantial agreement among respon-
dents on anecdotal assessments may provide 
enough information to omit unnecessary test con-
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ditions and, therefore, expedite the EFA process. 
For example, Smith et  al. (2012) recruited 5 
direct-care staff to complete MAS and QABF 
assessments for each of 27 participants, and 
results were assessed for agreement across 
respondents and correspondence with EFA out-
comes. Overall, Smith et al. obtained at least 80% 
(i.e., 4/5 respondents) agreement among respon-
dents for 57% of respondent groups with the 
QABF and 52% of respondent groups with the 
MAS.  Smith et  al. further found that, for eight 
participants for whom at least 80% agreement 
across raters was obtained on the QABF, MAS, 
or both, the results of the anecdotal assessments 
matched the results of the EFA in 100% of cases. 
Although these results are promising, Smith et al. 
also observed that, consistent with previous out-
comes, agreement on either the MAS or QABF 
remained just above chance levels. Thus, although 
anecdotal outcomes matched those from EFAs 
when agreement is obtained, agreement was 
obtained for only a little over half of cases. 
Furthermore, it is not known if agreement among 
fewer respondents might be sufficient to predict 
EFA outcomes. In many settings (e.g., schools, 
worksites), it may be difficult to administer anec-
dotal assessments to multiple respondents, which 
would limit its overall utility. Finally, only a 
handful of published studies have incorporated 
the Multiple Respondent Anecdotal Assessment 
(MRAA) as a component of the EFA process; 
much more research will be needed to determine 
if it represents a useful advance in pretreatment 
EFA.

The literature on anecdotal assessment sug-
gests that, although there are substantial concerns 
that limit the usefulness of anecdotal data, there 
appear to be conditions under which anecdotal 
assessments can produce reliable and valid out-
comes (e.g., with expert respondents or with mul-
tiple respondents). Unfortunately, recent 
outcomes showing improvements in anecdotal 
assessment must be considered preliminary and 
suggestive; additional replications will be needed 
to further evaluate the utility of different types of 
anecdotal assessment (e.g., open-ended inter-
view, rating scales) and of potential innovations 
such as using expert and/or multiple respondents. 

Thus, pending further research and development, 
clinicians are well advised to consider anecdotal 
assessment a component of a more comprehen-
sive functional assessment process and to heed 
Iwata and Dozier’s (2008) admonition against 
using anecdotal assessments for purposes beyond 
preliminary information gathering and guidance 
in designing EFA conditions.

 Functional Analysis Procedures: 
Concerns, Limitations, 
and Solutions

Although EFA procedures may seem straightfor-
ward, there are several important considerations 
that must be addressed when planning and carry-
ing out an EFA. The behavior analyst must make 
a series of decisions, which may include specifics 
of the test and control procedures, the order and 
format in which conditions will be presented, the 
schedule of consequences, and arrangement of 
the “typical” EFA conditions: alone/no interac-
tion, attention, play, and escape. It may often be 
appropriate or even necessary to individualize 
features of the EFA based on information 
obtained from everyday environments (which 
may be obtained through descriptive or anecdotal 
assessment). For example, if anecdotal or descrip-
tive evidence suggests that the target behavior is 
sometimes followed by the delivery of tangible 
consequences, a tangible condition can be cre-
ated. Similarly, if divided attention or activity 
interruption seems to frequently precede target 
behaviors, these antecedent conditions can be 
incorporated into relevant test conditions. When 
specifics of the test and control conditions have 
been defined, it will be necessary to determine 
the order and format for presenting conditions. 
Hammond et al. (2013) showed that a fixed order 
of conditions can produce rapid and clear EFA 
outcomes, perhaps because they maximize moti-
vational influences. Another decision that the cli-
nician will encounter is the type and schedule of 
consequences for problem behavior. At one end 
of the continuum, no programmed consequences 
may be used, as in the A-B EFA. More typically, 
consequences are delivered according to a con-
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tinuous schedule of reinforcement (FR 1) in 
which each response produces the consequence. 
Intermittent schedules may be used to verify the 
reinforcement effects of a particular consequence 
(Lovaas & Simmons, 1969) or to simulate sched-
ules observed in the natural environment; how-
ever, if an intermittent schedule is selected, it 
must be understood that problem behavior may 
occur at increased rates or may escalate in inten-
sity, which could present a substantial safety risk. 
Finally, one must develop specific arrangements 
of antecedent conditions corresponding to each 
test condition. For example, Conners et al. (2000) 
found that the inclusion of distinct discriminative 
stimuli for each condition (e.g., different thera-
pists) facilitated more efficient and clear EFA 
outcomes. The clinician should identify items via 
a preference assessment to incorporate in the 
appropriate conditions (e.g., attention, play, tan-
gible) and the specific tasks, requests, or other 
potentially aversive events to be presented in the 
test for negative reinforcement. Fortunately, these 
considerations should not present a major barrier 
to clinicians – even those with limited expertise – 
because specific procedures for addressing these 
matters are well-represented in the behavior- 
analytic literature and easily replicable. Thus, 
although developing EFAs requires fluency in 
behavior-analytic principles and procedures, 
there are many resources available to guide cre-
dentialed practitioners through the process.

Given these considerations, a potential limita-
tion of EFAs is the level of expertise necessary to 
conduct EFA procedures. Over the past 40 years, 
a variety of individuals have conducted EFAs and 
produced clear outcomes (e.g., Ringdahl & 
Sellers, 2000; Thomason-Sassi et  al., 2013), 
including parents and family members (e.g., 
Reimers et  al., 1993; Umbreit, 1996; Vollmer 
et  al., 1996; Wacker et  al., 2013), teachers or 
trainers (e.g., Bloom et  al., 2011; Kodak et  al., 
2013; Lambert et  al., 2013; Watson & Sterling, 
1998), and even peers (e.g., Broussard & Northup, 
1995; Carr et al., 1996). Thus, there is ample evi-
dence that, although the EFA should be devel-
oped and supervised by a certified or licensed 
behavior analyst, individuals with limited or no 
expertise in behavior analysis can be easily 

trained to implement EFA procedures with high 
levels of fidelity.

Another potential limitation of EFA is that 
the resources needed to implement EFA may 
not be available to practitioners. Beyond disci-
plinary resources to provide guidance on con-
ceptual and  procedural matters, EFA requires 
physical resources, such as space, personnel 
(e.g., therapists, data collectors), protective 
equipment, materials to be integrated into test 
and control conditions (e.g., instructional/train-
ing materials, preferred stimuli, data collection 
supplies), and associated professional supports 
(e.g., medical personnel, client representation). 
In fact, much early EFA research was con-
ducted in well- resourced labs and clinics where 
all relevant expertise and physical resources 
were readily available, which may have sup-
ported the notion that extensive (and expensive) 
resources must be present to successfully com-
plete the EFA process. However, a substantial 
amount of subsequent research has shown that 
it is possible to conduct EFAs in a range of con-
texts, including homes,  offices, schoolrooms, 
and other “natural” environments, using largely 
personnel (see above) and materials 
already  present in those environments (e.g., 
Bloom et  al., 2011; Lambert et  al., 2013). 
Because an EFA is designed to simulate condi-
tions in the natural environment that evoke and 
maintain problem behaviors, it is typically 
unnecessary and even undesirable to integrate a 
large amount of external materials or personnel 
into test or control conditions. In fact, when 
materials, supplies, and persons that are not 
typically found in the natural environment are 
brought into the EFA process, the external 
validity of EFA outcomes may be compro-
mised. That is, because the purpose of EFA is to 
identify the variables associated with problem 
behavior that already occurs in the participant’s 
natural environment, any evidence about the 
effects of stimuli or conditions that cannot be 
found in that environment must be interpreted 
with great caution. Thus, it is usually neither 
necessary nor desirable to incorporate substan-
tial external resources in test or control 
arrangements.
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Resources for data collection will be required 
to successfully implement an EFA; however, 
recent advances in data collection technologies 
have made such resources readily available. In 
recent years, many behavioral data collection 
applications have been developed for use on lap-
tops, cell phones, and tablets. These applications 
are usually inexpensive (or free) and can easily 
be programmed to collect, store, and convert EFA 
data as appropriate for individual cases. The ease 
of use of many apps can permit the therapist to 
simultaneously conduct EFA procedures and col-
lect data (although an independent data collector 
is preferred, if available).

The involvement of other professional person-
nel from within and without behavior analysis in 
the functional assessment process is necessary in 
virtually all cases. When conducting an assess-
ment that is likely to result in the occurrence of 
behaviors that can result in damage to persons or 
property, it will be critical to insure proper 
involvement, consultation, and oversight from a 
number of parties. The functional assessment 
process should involve consultation with medical 
professionals (especially in cases of SIB), peer- 
review from other behavior analysts, and review 
and oversight by a human rights representative or 
committee. Representation from relevant profes-
sional disciplines and other stakeholders is criti-
cal to ensure protections for both the client and 
the behavior analyst and in many cases (e.g, when 
assessing and treating severe behavior disorders) 
is mandated by state or federal policies and stat-
utes. Behavior analysts should be fluent with all 
relevant laws, regulations, and policies surround-
ing the functional assessment process and 
embrace an interdisciplinary process as they 
develop and implement functional assessments. 
These matters are not specific to the functional 
assessment process and thus should not be con-
sidered limitations of functional assessment and 
EFA specifically, per se; rather, collaboration 
among stakeholders is best practice in any situa-
tion in which severe problematic behaviors are 
targeted for change.

In summary, EFA requires few physical 
resources that are not typically present in natural 
or clinical environments. As with any important 

behavioral intervention, appropriate behavior- 
analytic and multi-disciplinary resources will be 
required; however, these resources are necessi-
tated by the nature of the presenting problems 
(e.g., behavioral excesses that are sufficiently 
dangerous, intense, or destructive to require pro-
fessional intervention), rather than the assess-
ment/treatment methodology. That is, the 
involvement of a team of trained professionals 
must be involved in the development, implemen-
tation, and evaluation of any course of assess-
ment and treatment for these sorts of behavioral 
challenges, whether an EFA occurs or not.

An additional concern when conducting EFAs 
is the amount of time required to conduct an 
assessment. For example, using common proce-
dures of three test conditions and one control 
condition, 10-min sessions, and at least three 
cycles of the four conditions, an EFA would take 
a minimum of 120  min. If clear differentiation 
does not occur, the EFA would be continued, 
resulting in potentially multiple hours or even 
days to complete the assessment. Because pro-
longed assessment both delays treatment and 
increases risk, researchers have evaluated a vari-
ety of methods to reduce the duration of time to 
complete an EFA. Two primary approaches have 
emerged – the brief experimental functional anal-
ysis (e.g., Derby et  al., 1992; Northup et  al., 
1991; see Gardner et al., 2012, for a review) and 
the latency experimental functional analysis 
(e.g., Thomason-Sassi et al., 2011; Neidert et al., 
2013).

There are several procedural variations of the 
brief EFA. In one arrangement, an individual is 
exposed to a single instance of each condition, 
and sessions are shorter in duration (e.g., 5 min). 
In another arrangement, a fixed number of ses-
sions per condition is conducted (e.g., two ses-
sions per condition). If differentiation is observed 
between a test and the control condition, one can 
immediately begin treatment. If there is not clear 
differentiation based on overall session values, 
one may also conduct within-session analyses, 
such as analyzing data on a minute-by-minute or 
second-by-second basis (e.g., Henry et al., 2021). 
For example, responding that occurs primarily at 
the beginning of the session and then stops may 
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indicate extinction is occurring. Alternatively, 
responding that persists across the session 
increases following the onset of the EO and tem-
porarily ceases following the onset of the pro-
grammed consequence, which may indicate a 
reinforcement contingency. The benefit of the 
brief EFA is that there is, overall, less exposure to 
environmental events that evoke and maintain 
problem behavior. For example, if only one ses-
sion per condition is conducted, the brief EFA 
would require only 40 min to complete, a three- 
fold decrease compared to a standard EFA with 
three sessions per condition.

Although the brief EFA requires less time 
overall, in each session, problem behavior can 
occur many times, which continues to present 
risk. The latency EFA presents a time-sensitive 
alternative. In a latency EFA, a maximum of one 
instance of problem behavior is “required” per 
session. That is, as in a standard EFA and brief 
EFA, at the beginning of test sessions, pro-
grammed antecedent events are presented. When 
the first instance of problem behavior occurs, the 
programmed consequence is delivered, and the 
session ends. In the latency EFA, then, the rein-
forcing consequence(s) for problem behavior is 
indicated by a lower latency to the first instance 
of problem behavior. There are two main benefits 
of the latency EFA relative to the brief EFA. First, 
the latency EFA could take a similar duration of 
time as the brief EFA. If one conducts only one 
session per condition and problem behavior 
occurs in a test condition in less than the pro-
grammed session time (e.g., latency of 2  min), 
the overall duration of a latency EFA would be 
32  min, whereas the overall duration of a brief 
EFA would be 40  min. In addition to the time 
reduction, the latency EFA would only evoke and 
reinforce one instance of problem behavior, 
whereas the brief EFA would evoke and reinforce 
many more instances of problem behavior. 
Second, latency EFAs most commonly involve 
multiple iterations of each condition. Although 
this increases the time required to complete the 
assessment, it allows for detection of across- 
session patterns and stability of the effects of 
environmental events while only requiring one 
instance of problem behavior per session.

Although the brief EFA and the latency EFA 
are the two primary adaptations of EFA to reduce 
the time required to complete assessment, there 
are two other adaptations worthy of mention. An 
additional method to reduce assessment time is 
the trial-based EFA (e.g., Bloom et  al., 2011; 
Sigafoos & Saggers, 1995). In a trial-based EFA, 
sessions are typically 2–6 min. A matched con-
trol period is presented either before and after the 
test period or after the test period. For example, 
in an attention condition, attention is provided for 
the first 2  min (i.e., control), attention is then 
removed (i.e., test) for a maximum of 2 min, and 
if problem behavior occurs, the test portion stops, 
and attention is provided for 2 min (i.e., control). 
The benefit of the trial-based EFA is a reduction 
in time. With matched controls, only three ses-
sions occur per cycle with a maximum of 4–6 min 
(i.e., depending on arrangement of test-control or 
control-test-control). If three cycles are required 
to obtain differentiation, the total assessment 
time would be, at most, 36–54 min, as compared 
to 120 min for a standard EFA.

A final adaptation to reduce assessment 
duration is a progression through a series of 
analyses (e.g., Tiger et al., 2009; Vollmer et al., 
1995). In this approach, one begins with some 
form of brief assessment (e.g., single-instance, 
short-duration brief EFA). If differentiation 
between a test condition and the control condi-
tion occurs, the assessment is complete. If there 
is no differentiation, one conducts additional 
analyses. For example, one may conduct a sec-
ond cycle of all conditions and examine within-
session patterns of responding. If there 
continues to be no differentiation, one may 
progress to more extended sessions by increas-
ing session duration. If there continues to be no 
differentiation, one could modify the EFA into 
a different format (e.g., a trial-based EFA) or 
conduct a standard EFA. If, at this point, there 
is no differentiation, one may conduct a screen-
ing for automatic reinforcement, such as 
repeated exposure to an alone or no interaction 
condition. If behavior does not persist in these 
contexts, one may then evaluate the social test 
conditions in a different arrangement, such as a 
reversal or pairwise design. This is but one 
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example of a progression from brief to extended 
analyses. The benefit of this approach is the 
potential for a shorter assessment duration. 
Even if a standard EFA produces differentiation 
in three cycles, it is possible that shorter session 
durations, fewer sessions, or both could have 
produced that same differentiation. By starting 
with the brief EFAs, one allows for the shortest 
EFA possible to identify the reinforcement con-
tingency for problem behavior without sacrific-
ing precision by only using a single EFA 
arrangement.

 Unique Considerations for Adults 
with Autism

In each of the sections above, we discussed a 
variety of considerations for conducting EFAs 
with adults. These considerations are general  – 
they have been found to be effective with a wide 
variety of populations, including adults with 
autism. However, there are several unique char-
acteristics of autism that come to bear on the 
assessment of problem behavior. In general, these 
characteristics have taken three forms in the 
assessment of problem behavior of adults with 
autism: differentiation of subtypes of SIB, the 
effects of transitions on problem behavior, and 
the effects of interruptions of ongoing activity on 
problem behavior.

 Subtypes of SIB

SIB has long been a behavior of concern to 
applied behavior analysts (e.g., Carr, 1977; Corte 
et  al., 1971; Ferster, 1961; Iwata et  al., 
1982/1994). Since the development of EFA pro-
cedures, researchers have reliably found that SIB 
is most commonly maintained by some form of 
social reinforcement. However, there remains a 
substantial percentage of SIB cases for which 
there is no discernable socially mediated cause. 
In the assessment of SIB, this most commonly 
appears when either SIB persists regardless of 
what occurs in the social environment or when an 
SIB persists if an individual is left alone. Until 

recently, these patterns resulted in a determina-
tion that SIB was automatically maintained. 
However, the precise controlling relations was 
rarely, if ever, specified. For example, for some 
individuals, SIB may persist due to the sensory 
stimulation it produces. When that sensory stim-
ulation is blocked or an alternative response pro-
duces that sensory stimulation, SIB decreases 
(e.g., Garcia & Smith, 1999; Roscoe et al., 1998; 
see Rooker et  al., 2018, for a review). More 
recently, researchers have focused on assess-
ments designed to better delineate different types 
of automatically reinforced SIB.

In a seminal study, Hagopian et  al. (2015) 
reviewed EFAs conducted with individuals at a 
specialized program affiliated with a medical 
school between 1997 and 2012. During this 
period, they identified 39 individuals with auto-
matically reinforced SIB.  They then analyzed 
each EFA and identified three distinct categories: 
SIB that occurred at the highest rate in the alone 
condition and lowest rate in the play (i.e., con-
trol) condition, SIB that happened across all con-
ditions at either a high or variable rate, and SIB 
that involved self-restraint. Hagopian et al. pro-
vided several reasons for these classifications. 
For Subtype 1, a low rate of SIB in the play (i.e., 
control) condition could indicate that the SIB was 
sensitive, in some way, to changes in the social 
environment. However, for Subtype 2, if SIB 
occurred at a high rate in all conditions and all 
conditions varied in a similar way, it was unlikely 
that changes in the immediate social environment 
could effectively reduce SIB. Finally, for Subtype 
3, because the individual was attempting to stop 
their SIB, a common assumption is that SIB ter-
minates some form of aversive stimulation. In 
this case, then, the maintaining consequence was 
a form of negative reinforcement. Taken together, 
each subtype provided better specificity to the 
likely source of reinforcement, which would 
directly affect treatment selection. In a  subsequent 
analysis of all data sets of automatically rein-
forced SIB published between 1982 and 2015, 
Hagopian et al. (2017) found that the three sub-
types adequately allow for differentiation of 
treatments, leading to more efficient reductions 
in SIB.
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 Interruption of Ongoing Activity 
and Transitions

Among the core features of autism are restricted 
interests and repetitive patterns of behavior 
(American Psychiatric Association, 2013). Often, 
disruption of these interests or repetitive patterns 
can occasion problem behavior; researchers have 
conceptualized this as an issue of transitions 
(e.g., McCord et al., 2001). That is, the transition 
from one activity to another occasions the onset 
of problem behavior. In these situations, research-
ers have sought to determine if environmental 
events or features prior to the transition, after the 
transition, or both produce differential changes in 
problem behavior. The empirical work on the 
relation between transitions and problem behav-
ior can be divided into two broad categories: tran-
sitions that involve the cessation of a specific 
activity and transitions from any given activity to 
another.

Although research on the disruption of ongo-
ing activity has been rather limited, researchers 
have identified two primary factors relevant to 
the assessment and treatment of problem behav-
ior occasioned by transitions. The first factor is 
the direct interruption of ongoing activity. Several 
researchers have evaluated a unique method for 
assessing problem behavior occasioned by inter-
ruption of ongoing activity: an analysis of sym-
metrical “do” and “don’t” requests (e.g., Adelinis 
& Hagopian, 1999; Falcomata et al., 2012; Fisher 
et al., 1998; Hagopian et al., 2007). The purpose 
of this analysis is to determine whether the pri-
mary evocative event is the interruption per se or 
the instruction to complete an alternative activity. 
For example, in a “do” condition, a therapist 
instructs an individual to complete a specific task 
(e.g., clean a table). In a matched “don’t” condi-
tion, the therapist makes the materials related to 
the “do” condition available but only instructs the 
individual to stop whatever they were doing (e.g., 
“Stop touching the door”). A higher rate of prob-
lem behavior in the “do” condition relative to the 
“don’t” condition suggests a typical social nega-
tive reinforcement function  – escape from task 
demands. However, a higher rate of problem 
behavior in the “don’t” condition indicates a dif-

ferent function of problem behavior – continued 
access to the ongoing activity. This analysis could 
be particularly important for adults with ASD 
when designing treatment. Specifically, it would 
be important to determine if any interruption 
(e.g., “stop what you’re doing”) or only specific 
interruptions (e.g., “do this”) occasion problem 
behavior. Because of the core feature of ASD, 
restricted interests or repetitive patterns of behav-
ior, one may expect some difficulty with interrup-
tions of highly preferred tasks in which an 
individual regularly engages. If an interruption 
produces an increase in the likelihood of problem 
behavior only when a specific request is made 
(e.g., to do a specific task), treatment may involve 
common interventions for escape-maintained 
problem behavior, such as altering the request 
requirement or increasing reinforcement for 
adherence to the request. However, there is an 
increase in the likelihood of problem behavior 
anytime a repetitive, highly preferred is inter-
rupted; a subsequent analysis may be necessary, 
to isolate the features of the interruption that 
evoke problem behavior. To address this pattern, 
researchers have focused on an analysis of transi-
tions that precede problem behavior.

The second type of transition analysis is a 
direct assessment of the influence of specific 
transitions on the occurrence of problem behav-
ior. These evaluations have focused on two broad 
categories of transitions: transitions from highly 
preferred contexts to less preferred contexts and 
unpredictable transitions. Several studies have 
evaluated the effects of transitions from one 
activity to another, conceptualized as either tran-
sitions from a highly preferred activity to a less 
preferred activity (high-low) or rich-to-lean 
(schedules of reinforcement) transitions (e.g., 
Castillo et al., 2018; Hagopian et al., 2004; Jessel 
et  al., 2016). Before the EFAs are conducted, 
researchers identify either a hierarchy of pre-
ferred activities (high-low) or relative rates of 
reinforcement across times and activities. To 
begin the EFAs, researchers typically establish a 
pattern of repeated exposure to the highly pre-
ferred activity or a rich schedule of reinforce-
ment. Once low rates of problem behavior are 
established in these contexts, the “test” phase of 
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the EFA begins. During the test phase, an indi-
vidual is initially exposed to either the high- 
preference activity or the rich reinforcement 
schedule. After a fixed period of time, one of two 
types of changes occurs: completion of the high- 
preference activity and an instruction to begin 
low-preference activity or a reduction in the rate 
of reinforcement. If problem behavior occurs, no 
programmed consequences are delivered. That is, 
naturally occurring patterns of reinforcement 
continue to occur, but no differential response is 
made contingent on problem behavior. To estab-
lish the effects of high-low transitions or rich- 
lean transitions on problem behavior, the test 
conditions are compared to control conditions 
that involve either transitions from one high- 
preference activity to another high-preference 
activity or transitions from one rich reinforce-
ment schedule to another rich reinforcement 
schedule. This cycle then repeats until clear pat-
terns emerge, specifically, higher rates of prob-
lem behavior with high-low transitions or 
rich-lean transitions relative to high-high or rich- 
rich transitions.

The second type of direct assessment of tran-
sitions, analysis of unpredictable transitions, is 
an emerging procedural variation of EFA (e.g., 
Brewer et al., 2014; Flannery et al., 1995; Lequia 
et  al., 2012). Similar to the high-low transition 
analysis, before the EFA begins, a hierarchy of 
preferred activities is established. To begin the 
EFA, researchers have then exposed participants 
to a reliable pattern of activities. Once low rates 
of problem behavior are established, the test 
phase of the EFA begins. During the test phase of 
the EFA, unlike the high-low transition analysis, 
after the first activity is completed, one gives 
instructions to start a new activity. These transi-
tions may take several different forms: change 
from a preferred activity to another preferred 
activity, change from a preferred activity to a 
nonpreferred activity, change from a nonpre-
ferred activity to a preferred activity, or change 
from a nonpreferred activity to another nonpre-
ferred activity. The critical feature of the transi-
tion is the absence of a signal  for an upcoming 
transition (e.g., specific period of time elapsing), 
thus making the transition unpredictable. As with 

the high-low or rich-to-lean transition EFA, there 
are no programmed consequences for problem 
behavior. To establish the effects of unpredictable 
transitions on problem behavior, test conditions 
with unpredictable transitions are alternated with 
control conditions with predictable transitions 
(e.g., a fixed sequence of transitions). This cycle 
then repeats until clear patterns emerge, specifi-
cally, higher rates of problem behavior following 
unpredictable transitions relative to predictable 
transitions.

There is at least one important consideration 
for conducting transition EFAs. Specifically, one 
must determine when to conduct a transition EFA 
instead of a  more common EFA with multiple 
test and control conditions. In many cases, this 
could involve a relatively straightforward deter-
mination: whether problem behavior occurs 
across a variety of contexts when events in those 
contexts change. For example, during most days, 
adults experience many transitions, such as from 
leisure activities at home to work, work to meals, 
meals back to work, from work to home, and 
between leisure activities at home. Each of these 
transitions involves changes in a variety of fea-
tures of the environment, often across functional 
categories. For example, transitioning from lei-
sure activities to work may involve the termina-
tion of positive reinforcement from the leisure 
activities to a context with a high rate of demands. 
However, the work context may involve other 
sources of positive reinforcement, such as inter-
action with co-workers and interaction with spe-
cific work tasks. Problem behavior that  occurs 
just before or immediately after the transitions, 
regardless of transition type, could indicate the 
need to directly analyze the effects of transitions 
on problem behavior. However, other patterns of 
problem behavior can  make differentiating the 
effects of a transition more difficult. Problem 
behavior that occurs just before or immediately 
following certain transitions could indicate 
that  specific EOs occasion problem behavior  - 
only certain transitions involving certain environ-
mental events are troublesome. In these cases, the 
most straightforward approach may be to con-
duct a standard EFA to determine if those specific 
environmental events (e.g., termination of positive 

16 Functional Analysis of Behavioral Challenges with Adults with Autism



284

reinforcement from leisure activities or onset of 
demands at work) influence problem behavior. 
Only if clear patterns during the standard EFA do 
not emerge would one then conduct a transition 
EFA. In either case, an empirical analysis would 
be the most effective method to isolate the influ-
ence of specific variables, transition-related or 
otherwise.

There are also two important implications of 
transition EFAs. First, transition EFAs may be 
more frequently necessary for individuals with 
autism  than for other populations. One of the 
core features of autism is a preference for regu-
larity or repetition. Much of everyday life con-
sists of changes from one state of affairs to 
another. For example, in a typical day, one may 
contact various preferred and non-preferred 
activities several times, such as transitioning 
from sleep to breakfast, work to a break, work to 
a meal, and a meal to work. As individuals age, 
these routines may become more established. 
For adults with autism, such routines may be of 
great benefit because they help establish 
orderly  and predictable transition  patterns that 
accommodate their general preference for regu-
larity and repetition. This congruity between 
routines and a sensitivity to regularity or repeti-
tion, however, may then produce a more pro-
nounced effect when disruptions to transitions 
(e.g., unpredictable transitions) occur. That is, 
the strength of the EO may be enhanced because 
there are three disruptions: (1) interruption of 
the routine per se, (2) interruption of the transi-
tions, and (3) interruption of reinforcement 
from those activities. In this context, a typical 
EFA arrangement would isolate only the effects 
of a single disruption – the interruption of some 
ongoing source of  reinforcement. Treatment 
based on such an analysis may not be effective, 
because the EO produced by the disruption may 
remain relatively strong. Therefore, knowing 
that individuals with autism may be more likely 
to have a preference for regularity or repetition, 
it would be important to consider the influence 
of transitions whenever conducting functional 
assessment and EFAs of problem behavior.

A second important implication of transition 
EFAs is that the influence of transitions on prob-
lem behavior is applicable across a variety of EO 
and consequence contexts. In standard EFAs, 
each category of reinforcement is tested in isola-
tion. In each condition, however, there is a pro-
grammed transition from an EO to an abolishing 
operation (AO). That is, an EO is present, and 
contingent on problem behavior, a putative rein-
forcer is delivered, thus momentarily presenting 
an AO. At the end of the presentation, the EO is 
again presented. One may observe responding in 
all test conditions and conclude that problem 
behavior is multiply controlled. However, because 
the EO-AO transition is present in all conditions, 
it may be the transitions themselves, rather than 
the effects of the EOs and AOs that are evoking 
problem behavior. For example, the AO-EO tran-
sition typically involves a change from continu-
ous access to a stimulus to no access to a stimulus. 
Traditionally, the evocative effect is considered to 
be produced by the presentation of the 
EO.  However, it is possible that the evocative 
effect is produced by the transition from a rich 
reinforcement schedule (AO) to a lean reinforce-
ment schedule (EO). In these cases, one may be 
able to determine the evocative source by specifi-
cally conducting a rich-to-lean transition 
EFA. This EFA could involve two conditions. In 
one condition, the standard AO-EO transition 
could occur: continuous access to no access. In a 
second condition, a modified AO-EO transition 
could occur: continuous access to intermittent 
access (e.g., once every 10  s). Higher levels of 
problem behavior observed in the continuous to 
no access condition relative to the continuous to 
intermittent access condition would indicate 
problem behavior is evoked by the rich-to-lean 
transition. Likewise, equal levels of problem 
behavior across both conditions would indicate 
problem behavior is sensitive to simply removal 
of the putative reinforcer. Taken together,  analyses 
of transitions, including unpredictable transitions 
and rich-to-lean transitions, remain an important 
consideration for several forms of problem behav-
ior more prevalent in adults with ASD.
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 Potential Limitations of Functional 
Analysis

Although the EFA methodology described by 
Iwata et al. (1982/1994) has been shown to be a 
remarkably effective to assess the functional 
properties of behavior across a wide variety of 
target behaviors, settings, populations, and even 
species, it is not without limitations. Among 
potential limitations of EFA described in the lit-
erature are risk to participants and others, 
resources needed to conduct EFAs, the time 
required to produce stable outcomes, and the 
expertise needed to conduct procedures and 
interpret outcomes (c.f., Hanley, 2012; Iwata & 
Dozier, 2008). These potential limitations have 
been evaluated in the empirical literature, and 
several extensions and refinements of EFA meth-
odology have been developed in attempts to 
resolve them.

 Risk to Participants and Others

A frequently cited concern with EFA is that the 
process involves ongoing exposure to risk to par-
ticipants and others, especially when the behav-
ior being assessed is severe and dangerous (e.g., 
Deochand et  al., 2020; Kahng et  al., 2015; 
Wiskirchen et al., 2017). The primary concern is 
that, because a central component of EFA meth-
odology is the presentation of antecedent condi-
tions that are likely to increase the likelihood of 
problem behavior, the participant (in cases of 
SIB, elopement, or severe tantrums) and others 
(in cases of aggression or property destruction) 
are at elevated risk during session procedures. A 
related concern is that the consequences arranged 
for target behaviors in the A-B-C EFA model 
may serve to further strengthen existing problem 
behaviors or even condition new operant 
function(s) for those behaviors.

Iwata et al. (1982/1994) EFA model included 
several safeguards to reduce potential risks to 
participants and others. All participants were 
cleared for participation via a multiple- 
component process that included Human Subjects 
Review, medical evaluations and records reviews, 

establishment of session-termination criteria 
(e.g., sessions were terminated contingent on the 
occurrence of a certain number or intensity of 
responses), immediate medical examination 
when termination criteria were met, and weekly 
interdisciplinary team reviews. Reviews of the 
EFA literature indicate that these safeguards, 
along with others such as the use of protective 
equipment (e.g., blocking pads), have been 
widely adopted as standard components of EFA 
methodology. Further, although concerns about 
the safety of EFA seem reasonable, results of an 
empirical review of 99 EFAs of SIB showed that 
although rates of SIB were higher during EFA 
sessions than at other times, both rates and sever-
ity of injuries were quite low both within and out-
side the EFA context (Kahng et al., 2015). Thus, 
it seems that EFA may be, in general, a relatively 
safe method for analyzing operant contingencies; 
however, it remains the case that, when working 
with participants who present with severe and 
dangerous behaviors, measures to ensure the 
safety of all involved in the EFA process should 
be developed and assessed. Several modifications 
and extensions of EFA have been developed to 
address this concern.

Some previously discussed refinements and 
extensions of the EFA format were developed at 
least in part to reduce risks associated with the 
EFA process. For example, A-B manipulations 
avoid presenting potentially reinforcing conse-
quences for challenging behavior and thus reduce 
the likelihood of inadvertently strengthening the 
behavior. As previously described, however, the 
validity of A-B manipulations may be compro-
mised by the absence of programmed conse-
quences, thus offsetting its potential as an 
alternative format for reducing risk (Smith & 
Iwata, 1997). However, refinements designed to 
reduce the amount of time required for the EFA 
process, such as time-limited, trial-based, or test- 
control formats, may reduce risk by minimizing 
the time in EFA and, thus, participants’ exposure 
to events that evoke and/or reinforce problem 
behaviors.

Clinicians and researchers have employed 
protective equipment, including personal 
restraints, body pads, and padded walls and floors 
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to protect participants from harm from SIB dur-
ing EFAs. Unfortunately, research outcomes 
indicate that protective equipment can invalidate 
the outcomes of EFAs for SIB, decreasing or oth-
erwise altering patterns of SIB such that interpre-
tations were not possible (Borrero et al., 2002; Le 
& Smith, 2002). Interestingly, a recent investiga-
tion of the effects of therapist-worn protective 
equipment during EFAs of aggression showed 
that outcomes were identical to EFAs without 
protective equipment (Oropeza et  al., 2018). 
These mixed results across topographies of chal-
lenging behavior suggest that further research 
will be needed to understand when and what 
types of protective equipment can be used with-
out compromising EFA outcomes. Clinicians 
should exercise caution and discretion when inte-
grating protective equipment into plans to reduce 
risk during EFA.

A promising approach to risk reduction during 
EFA is to arrange EFA consequences for precur-
sor behavior, rather than severe challenging 
behavior (Smith & Churchill, 2002). Precursors 
are behaviors that reliably precede episodes of 
challenging behavior and may be benign (e.g., 
manding) or less severe forms of challenging 
behavior (e.g., moaning or screaming). A precur-
sor functional analysis (PFA) involves identify-
ing precursors via direct observation and the 
calculation of conditional probabilities indicating 
a precursor-challenging behavior sequence and 
arranging EFA consequences for the precursor 
behavior. Research has demonstrated that (a) pre-
cursors are quite common and relatively easy to 
identify, (b) the results of PFAs frequently corre-
spond with EFAs of challenging behavior, and (c) 
typically, little or no severe challenging behavior 
occurs during PFA (Heath & Smith, 2019). 
Furthermore, responses that already exist in the 
repertoire and frequently precede more severe 
behaviors and benign forms of precursors (e.g., 
mands) seem ideal for use in differential rein-
forcement of alternative behavior (DRA; 
Zimmerman & Zimmerman, 1962) or functional 
communication (FCT; Carr & Durand, 1985; 
Dracobly & Smith, 2012). Increasingly, research-
ers and practitioners are incorporating PFAs into 
their EFA processes (e.g., Hanley, 2018) as a gen-

eral method for reducing the risks of strengthen-
ing severe challenging behaviors and of incurring 
injury or property damage.

 Summary and Recommendations

EFA represents the state of the science for assess-
ing behavioral challenges with persons with 
autism and intellectual disabilities. The process, 
designed to reveal the environmental events that 
evoke and maintain challenging behaviors, has 
evolved substantially since its inception, with 
innovations that have improved its effectiveness, 
efficiency, and safety. It is recognized as best 
practice by the discipline and has been embraced, 
and even mandated through policy and legisla-
tion, by the larger culture (e.g., IDEA, 1997). 
That said, many practitioners report implement-
ing only anecdotal or descriptive components of 
the process, with few actually conducting EFAs 
(e.g., Oliver et al., 2015; Petursdottir et al., 2010; 
Roscoe et al., 2015). Efforts should be made to 
encourage practicing behavior analysts to con-
duct a comprehensive functional assessment pro-
cess for all individuals whose behavioral 
challenges require systematic and programmatic 
assessment and treatment. As the evidence pre-
sented in this chapter demonstrates, recent inno-
vations can be incorporated into the functional 
assessment process to make it “doable” in virtu-
ally any treatment environment.

Within the literature on functional assessment, 
a trend is emerging in the development of effi-
cient, efficacious, and socially valid EFAs. This 
approach focuses on using the strengths of each 
type of functional assessment rather than focus-
ing on one type of assessment only (e.g., Iwata & 
Dozier, 2008). To begin, we would recommend 
practitioners gather information from caregivers 
about the everyday environment. This may be 
most effectively accomplished by conducting 
either an open-ended anecdotal assessment (e.g., 
Hanley et al., 2014) or multiple-respondent anec-
dotal assessments (e.g., Smith et  al., 2012). 
Starting with anecdotal assessment has two pri-
mary benefits. First, one can develop a clear 
understanding of various parameters of problem 
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behavior, including defining characteristics, rela-
tive severity, and relevant contexts. Second, one 
can assess agreement across caregivers about 
contexts in which problem behavior is more or 
less likely. If there are high levels of agreement 
across caregivers, one may be able to conduct a 
more efficient EFA by including only those con-
ditions identified through anecdotal assess-
ment as relevant. Once anecdotal assessment has 
been completed, practitioners should consider 
conducting some form of descriptive assessment. 
Purposes of the descriptive assessment would be 
to observe and  refine the definition of problem 
behavior and to identify items, forms of attention, 
tasks demands, and the like, for inclusion in an 
EFA.  Finally, once the information from anec-
dotal and descriptive assessments are collected 
and analyzed, one can develop an EFA, to empiri-
cally test the information obtained from the anec-
dotal and descriptive assessments. In selecting an 
EFA, one should consider a variety of factors, 
including the relative risk involved in evoking 
and reinforcing problem behavior (consider pre-
cursor EFA or latency-based EFA), how many 
conditions are necessary (consider a test-control 
EFA), if the EFA must occur in the everyday 
environment (consider trial-based EFA), and 
whether problem behavior occurs in context of 
transitions (consider unpredictable-transition FA 
or rich-lean transition FA). Once a specific for-
mat is selected, practitioners should also consider 
the general condition arrangements, including 
the use of isolated and synthesized contingencies 
and the planned number of sessions (e.g., brief 
EFAs). Once an EFA is started, practitioners 
should consider analyzing various aspects of the 
data in addition to session-summary values, such 
as within-session patterns, which may reveal 
orderly patterns between the onset of the EO and 
problem behavior, or the relation between puta-
tive precursors and problem behavior. Doing 
so may permit practitioners to reduce the overall 
EFA duration and risk of problem behavior.

With the advent of EFAs, major improvements 
in clinical services have been accomplished for 
individuals with ASD.  By precisely identifying 
the variables that influence problem behavior, 
more precise, efficient, and effective interven-

tions have been developed and validated. 
Advances and innovations in functional assess-
ment have led to meaningful improvements in the 
quality of life for adults with ASD (e.g., Alvarez 
et al., 2014; Bird & Luiselli, 2000). By taking a 
comprehensive approach to functional assess-
ment that involves using anecdotal and descrip-
tive assessments to inform the design of EFAs, 
practitioners can improve the likelihood that they 
assess all potentially relevant variables while also 
precisely identifying the influence of those vari-
ables. Not only does this approach help ensure a 
valid assessment outcome, but it also allows the 
EFA-informed treatment to promote meaningful 
and enduring improvements in the quality of life 
for adults with ASD.
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Pharmacological Interventions 
for Adults with Autism Spectrum 
Disorder

Katarina Rotta, Rena VanDerwall, Kristal Ehrhardt, 
and Alan Poling

Autism spectrum disorder (ASD) is a heteroge-
neous neurodevelopmental disorder character-
ized by restrictive, repetitive patterns of behavior 
and deficits in social communication and social 
interaction (American Psychiatric Association, 
2013). ASD is common – data from the Autism 
and Developmental Disabilities Monitoring 
Network indicated that in 2016, 1 in 54 children 
met the criteria for being diagnosed with ASD 
(Maenner et al., 2020). It is also a persistent, life-
long disorder. As with everyone, the behavior of 
people with autism changes over the course of 
their lives, so do the challenges they face.

Physicians often prescribe psychotropic 
drugs – medications intended to improve mood, 
cognitive status, or overt behavior – to help peo-
ple with ASD meet these challenges. Two medi-
cations, the antipsychotics aripiprazole (Abilify) 
and risperidone (Risperdal), are approved by the 
US Food and Drug Administration (FDA) for 
treating “irritability” in young people (6–17 years 
of age) with ASD and are widely used for this 
purpose. Other psychotropic medications are 
also commonly prescribed for members of this 

population. The effectiveness of psychotropic 
medications as a treatment for young people 
with ASD has generated substantial interest 
among researchers and scholars. As an example, 
VanDerwall et  al. (2021) recently reviewed the 
effects of aripiprazole in people with ASD. They 
found 14 relevant studies and 12 review articles 
that summarized the research findings.

Although VanDerwall et  al. (2021) included 
studies regardless of the age of participants, the 
oldest participant in any study was 22  years of 
age, and most involved only children and adoles-
cents. Given the absence of relevant information, 
VanDerwall and colleagues emphasized that it is 
impossible to determine whether age modulates 
the effects of aripiprazole in people with ASD or 
to reach data-based conclusions about the effects 
of the drug in older members of this population.

The tendency of researchers to not include 
adult participants with ASD in drug research is 
not limited to studies of aripiprazole. Poling et al. 
(2017) recently summarized the effects of psy-
chotropic drugs in people with ASD. In describ-
ing the limitations of the published research, they 
wrote: “The effects of psychotropic drugs in peo-
ple [with ASD] past young adulthood remain to 
be determined” (Poling et al., 2017, p. 464). In 
making this point, they referred to a review by 
Dove et al. (2012), who examined eight studies 
that examined the effects of psychotropic medi-
cations in 13- to 30-year-old people with 
ASD. Four of the studies were of fair quality and 

K. Rotta · A. Poling (*) 
Department of Psychology, Western Michigan 
University, Kalamazoo, MI, USA
e-mail: alan.poling@wmich.edu

R. VanDerwall · K. Ehrhardt
Department of Special Education & Literacy Studies, 
Western Michigan University, Kalamazoo, MI, USA

17

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-98507-3_17&domain=pdf
https://doi.org/10.1007/978-3-030-98507-3_17
mailto:alan.poling@wmich.edu


294

four were of low quality. The scarcity of studies 
and the lack of good quality studies indicate a 
clear need for more, and better, drug research 
involving adults with ASD, because members of 
this population often receive psychotropic drugs.

Given the relative scarcity of research examin-
ing the effects of psychotropic drugs in adults 
with ASD, it is no surprise that many reviews of 
the psychopharmacology of ASD pay little or no 
attention to adults. Table  17.1 lists 28 reviews 
published since 2010 with the drug(s), target 
symptoms, and age range considered. Half of 
them considered research involving adults. None 
of their authors, except for VanDerwall et al. 
(2021), suggested that age influences the effects 
of psychotropic drugs in people with ASD.

It may well be that results obtained with chil-
dren and adolescents with ASD generalize to 
older people. Even if this is so, the available 
research has serious limitations. Beginning with 
Greiner’s (1958) plea for good quality studies, 
researchers have pointed out that drug studies 
involving people with developmental disabilities, 
including ASD, often are poorly controlled and 
of limited scope (e.g., Gadow & Poling, 1986; 
Matson et al., 2000; Sprague & Werry, 1971).

In Poling et al.’s (2017) review of psychotro-
pic medications for people with ASD, they 
described several limitations of the available 
research and explained the significance of these 
limitations. Those limitations are relevant to what 
is known about drug effects in all people with 
ASD, including adults. We list them below, with 
occasional comments pointing out particular rel-
evance to adults. Please see Poling et  al. for 
detailed, general discussion.

 1. There are no long-term studies of the value or 
adverse effects of drug treatments. By the time 
a person with ASD is 50  years of age, that 
individual may well have received a psycho-
tropic drug every day for three or four decades, 
but nothing is known about the costs and ben-
efits of such extended exposure.

 2. The probability of gender differences in drug 
effects has been largely ignored. It is interest-
ing that Jobski et al. (2017) found that the sex 
of adults with ASD did not predict overall 

psychotropic drug use, but there was a differ-
ence in the kinds of drugs most often pre-
scribed for men and women. Men more often 
received antipsychotics and medications iden-
tified to treat attention-deficit/hyperactivity 
disorder (ADHD) than women, whereas 
women were more likely to be treated with 
antidepressants and anxiolytics than were 
men. The factors responsible for this differ-
ence merit investigation.

 3. Very little is known about the effects of 
polypharmacy.

 4. Drug treatments are rarely compared to other 
treatments. Few drug versus drug compari-
sons have appeared. Comparisons of drug ver-
sus nondrug treatments are even rarer.

 5. The effects of combinations of psychotropic 
medications and non-pharmacological inter-
ventions are largely unknown.

 6. Measures of desired and side effects are often 
weak. As evidence, Brugha et  al. (2015) 
reviewed studies that supposedly examined 
the effects of various interventions on the core 
symptoms of ASD in adults, including 19 
drug studies. They found that measures were 
inconsistent and often inappropriate, noting: 
“Use of outcome measures varied with fre-
quent use of non-standardized assessment, 
very little use of measures designed specifi-
cally for individuals with ASD or of instru-
ments focusing on core ASD deficits, such as 
communication or social functioning” 
(Brugha et al., 2015, p. 99).

 7. Data analysis is often weak. In many studies 
with adults, the clinical significance of drug- 
induced changes is not considered. Rather, 
statistical significance revealed via an inferen-
tial statistic is the sole evidence of the sup-
posed value of the medication.

 8. The possibility of bias affecting findings is 
high in many studies. Research funded by the 
manufacturers of psychotropic drugs raises 
this possibility.

 9. Predictors of positive responses to drugs have 
not been isolated. When data for individual 
adults with ASD are reported, there are indi-
vidual differences in the effects of a medica-
tion, but the variables responsible for the 
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Table 17.1 Published reviews of drug effects (since 2010)

Published reviews Drug or drug classes Demographica Target symptomsb

Aman et al. (2014) Atomoxetine Children (19 years old or 
younger)

Hyperactivity

Baribeau and Anagnostou 
(2013)

Multiple drug agents Children and adults Social communication

Bartram et al. (2019) Aripiprazole All ages Irritability
Ching and Pringsheim 
(2012)

Aripiprazole Children Behavioral problems

Dove et al. (2012) Multiple drug classes Adolescents and young 
adults (13–30 years old)

Core symptoms of ASD and 
comorbid symptoms

Doyle and McDougle 
(2012)

SRIs and antipsychotics Children and adults Core symptoms of ASD and 
comorbid symptoms

Elbe and Lalani (2012) Antipsychotics and 
miscellaneous drug 
agents

Children and adults Irritability

Farmer and Aman (2011) Aripiprazole Children Irritability
Frye et al. (2013) Multiple drug classes Children Seizures
Fung et al. (2012) Aripiprazole Children (4–18 years old) Sensory abnormalities

Ghanizadeh (2012) Atomoxetine Children and adults ADHD symptoms
Ghanizadeh et al. (2015) Aripiprazole Children and adolescents Irritability

Guenole et al. (2011) Melatonin Children and adolescents Sleep disturbance
Hirsch and Pringsheim 
(2016)

Aripiprazole Children and adults Behavioral problems

Jenabi et al. (2019) Multiple drug classes Children Sleep disorders
Jobski et al. (2017) Multiple drug classes Children and adults Non-core symptoms of 

ASD and psychiatric 
comorbidity

Krishnaswami et al. 
(2011)

Secretin Children (12 years old or 
younger)

Core symptoms of ASD

Maneeton et al. (2018) Aripiprazole Children and adolescents Behavioral disturbances

McPheeters et al. (2011) Multiple drug classes Children (12 years old or 
younger)

Challenging and repetitive 
behaviors

Mohiuddin and 
Ghaziuddin (2013)

Multiple drug classes Children and adults Hyperactivity, irritability, 
and aggression

Preti et al. (2014) Oxytocin Children and adults Emotion recognition and 
eye gaze

Reichow et al. (2013) Methylphenidate, 
atomoxetine, and 
clonidine

Children ADHD symptoms

Rizzo and Pavone (2016) Aripiprazole Children and adolescents Irritability and aggression

Rossignol and Frye (2014) Multiple drug agents 
approved for Alzheimer’s 
disease

Children and adults Core symptoms of ASD and 
comorbid symptoms

Roy et al. (2015) Naltrexone Children Core symptoms of ASD and 
comorbid symptoms

Siegel and Beaulieu 
(2012)

Alpha-2 agonists and 
antipsychotics

Children (18 years old and 
younger)

Core symptoms of ASD and 
comorbid symptoms

Taylor (2016) 

VanDerwall et al. (2021)

Multiple drug classes 

Aripiprazole

Adults 

Children and young adults 

(4-22 years old)

Behavioral disturbances 

Irritability

aDemographics as reported by the authors in the review
bTarget symptoms and/or areas as reported by the authors in the review
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differences are unknown. For example, 
McDougle et al. (1998) examined the effects 
of risperidone on the severe aggression of 14 
adults with ASD.  Eight responded favorably 
to the drug; six did not. The reason for the 
 difference was unclear.

Despite these limitations, Poling et  al. (2017) 
concluded that research supports three conclu-
sions. They are as follows:

 1. A wide range of medications have been evalu-
ated inadequately. Very few drugs have been 
studied in multiple, well-controlled trials 
using valid outcome measures. This poses a 
huge problem for physicians searching for 
evidence-based pharmacological interven-
tions to benefit people with ASD. Huete et al. 
(2014) clearly described the problem they 
face: “…psychiatrists are challenged with 
basing their understanding of medication util-
ity on a less that optimal body of research and 
more often on case study reports, and some-
times must refer to reported results and clini-
cal trials of medications used in the general 
population for similar symptoms to guide 
their decision” (p. 736).

 2. Antipsychotic drugs often reduce challenging 
behaviors in children and adolescents. As 
noted, risperidone and aripiprazole are FDA- 
approved for this purpose (i.e., treating “irrita-
bility”). This is de facto evidence that a panel 
of experts deemed the data providing evidence 
of their value compelling.

 3. No drug significantly improves the core symp-
toms of autism. Although a well-tolerated 
medication that produced such an effect would 
revolutionize the treatment of people with 
ASD, such a drug is yet to appear.

In fairness, we must point out that some experts 
are more optimistic in their appraisal of the 
research literature than are Poling et al. (2017). 
Ethical and practical restrictions, coupled with 
very limited funding, make it difficult to conduct 
well-controlled research involving people with 
ASD.  The results of limited, poorly controlled 
studies are often all that is available for assessing 

the value of pharmacological interventions, and 
experts differ in their willingness to accept the 
results of such studies. They also differ with 
respect to the criteria they apply when evaluating 
whether a study supports meaningful results. 
This is fine. Anyone interested in the psychophar-
macology of ASD should contact multiple 
sources, such as the reviews listed in Table 17.1, 
and view all conclusions – including ours – with 
due skepticism. With that caution in mind, and an 
overview of the psychopharmacology of ASD as 
background, we now turn our attention specifi-
cally to adults.

 Prevalence of Psychotropic Drug 
Use in Adults with Autism

A small number of studies have examined the 
prevalence of psychotropic drug use in adults 
with ASD.  Prevalence rates differ substantially 
across studies, but, overall, their findings suggest 
that more than half of the members of this popu-
lation are prescribed at least one psychotropic 
drug at a given point in time. Jobski et al. (2017) 
provided a systematic review of the use of psy-
chotropic drugs in patients with ASD and reported 
a median prevalence level of 41.9% for 21 sur-
veys that primarily involved children. They 
reported a median prevalence of 61.5% for six 
surveys that primarily involved adults.

We conducted a literature search to find arti-
cles reporting prevalence rates that were pub-
lished after the review by Jobski et al. (2017). We 
searched four databases (i.e., Cochrane Library, 
PubMed, Scopus, and Web of Science) using the 
terms “Autism Spectrum Disorder” AND “Adult” 
AND “Psychotropic drug.” This search produced 
114 results. Two of us perused each article, 
selecting those that reported the prevalence of 
psychotropic drug use among adults with 
ASD. Five articles, listed in Table 17.2, reported 
prevalence. The median prevalence was 59%, 
with a range of 39–90%. These findings are com-
parable to the results of the studies summarized 
by Jobski et al.

In general, the probability that a person with 
ASD will receive at least one psychoactive drug 
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increases with age, the presence of psychiatric 
comorbidity, the presence of concomitant intel-
lectual disability (ID), and the occurrence of 
severe challenging behavior. These factors also 
appear to increase the probability of 
 polypharmacy. Polypharmacy, which we define 
as the concurrent administration of two or more 
psychotropic medications (some researchers 
require three or more medications), is common 
when adults with ASD are considered. Jobski 
et  al. (2017) reported a median polypharmacy 
level of 21.5% in studies primarily including 

children and 40.6% in those focusing on adults. 
We examined the articles revealed by our litera-
ture search to find those that reported the preva-
lence of polypharmacy. Seven, listed in 
Table  17.3, did so. The median prevalence of 
polypharmacy was 33%, slightly lower than that 
reported by Jobski et al. with a range of 19–75%.

 Psychiatric Comorbidity and Autism 
in Adulthood

Many children and adolescents with ASD hurt 
themselves, damage property, have temper tan-
trums, and do other things that reduce the quality 
of their lives, limit their freedom and indepen-
dence, and pose problems for caregivers (Matson 
& Rivet, 2008; Matson et  al., 2011; Minshawi 
et al., 2014; Summers et al., 2017). Medical pro-
fessionals frequently view such responses as 
indications of “irritability,” and both aripiprazole 
and risperidone are FDA-approved for treating 
irritability in children and adolescents with ASD. 
“Irritability” is not a disease, and the responses it 
comprises are often learned operant behavior that 
often can be treated effectively with non- 
pharmacological interventions (Poling et  al., 
2017). Nonetheless, the kinds of behavioral 
excesses comprised by “irritability” often persist 
into and sometimes develop during adulthood 
(Matson & Rivet, 2008).

Studies show that a substantial minority of 
adults with ASD engage in one or more forms of 
challenging behavior, including stereotypies, 
self-injury, temper tantrums, elopement, property 
destruction, and physical aggression (Matson 
et  al., 2011). The likelihood of such behavior 
occurring increases when ID accompanies ASD 
and as ASD severity increases. Psychotropic 
medications are commonly prescribed to reduce 
such behaviors (Matson et al., 2011) in adults, as 
well as in children and adolescents, with ASD.

Psychotropic medications also are widely 
used to treat psychiatric comorbidities that 
accompany ASD. There is a substantial level of 
co-occurring psychiatric disorders in children 
and adolescents with ASD.  It is not clear how 
comorbidities change across the lifetime, but 

Table 17.2 The prevalence of psychotropic drug use in 
adults with autism

Article
Number of 
participants

Prevalence 
(%)

Axmon et al. 
(2017)

180a/7720b 50a/39b

Cvejic et al. 
(2018)c

188 55

Fusar-Poli et al. 
(2019)d

195 59

Nylander et al. 
(2018)

601 90

Vohra et al. (2016) 1772 85
aParticipants had dementia
bParticipants did not have dementia
cData were drawn from a caregiver survey
dEight percent of participants were between 14 and 
17 years old

Table 17.3 The prevalence of psychotropic drug poly-
pharmacy in adults with autism

Article
Number of 
participants

Prevalence 
(%)

Cvejic et al. 
(2018)a

188 22

Espadas et al. 
(2020)

83 57

Fusar-Poli et al. 
(2019)b

195 33

Jobski et al. 
(2017)c

>300,000 23a

Nylander et al. 
(2018)

601 75

Taylor (2016)d 347 41
Vohra et al. (2016) 1772 19

aMedian, with range of 5–54%
bData were drawn from a caregiver survey
cEight percent of participants were between 14 and 
17 years old
dReview article
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psychiatric comorbidities are common in adults 
with ASD (Buck et al., 2014; Esler et al., 2019). 
Conditions that often occur in combination with 
ASD in adults are ADHD, mood disorders, and 
anxiety disorders (e.g., Hofvander et  al., 2009; 
Joshi et al., 2013).

Psychiatric diagnosis is fraught with difficulty 
regardless of the population being diagnosed, but 
it is especially hard in people with ASD. This is 
because symptoms of ASD may overlap with 
symptoms of other disorders (e.g., ADHD, obses-
sive compulsive disorder [OCD]) and the com-
munication impairments characteristic of ASD 
may limit the information (e.g., about thoughts 
and feelings) available to diagnosticians (Esler 
et al., 2019). The presence of ID can further chal-
lenge diagnosticians. Nonetheless, as noted, 
when adults with ASD experience problems 
involving their mood, cognitive status, or overt 
behavior, those problems often lead to a psychiat-
ric diagnosis.

Psychotropic medications are the primary tool 
that psychiatrists and other physicians have avail-
able for helping people who have problems 
involving their mood, cognitive status, or overt 
behavior. Psychiatric diagnosis helps them to 
choose appropriate medications. If, for example, 
someone is diagnosed with major depressive dis-
order (American Psychiatric Association, 2013), 
a physician is almost certain to prescribe a drug 
that is FDA-approved for treating depression. 
More than 20 such medications are available. The 
choice of a medication is based upon an individ-
ual physician’s knowledge of and experience 
with individual drugs, including their side effects 
and specific indications and contraindications for 
their use.

Once a drug is selected, the physician selects a 
starting dose, which is often at the bottom of the 
suggested therapeutic range. The patient takes 
the drug for a sufficient period for it to have an 
effect, and then the severity of depression is 
assessed and compared to the level evident before 
treatment started. Standardized measures of 
severity, such as the Beck’s Depression Inventory 
(Bech et al., 1996), should be used, but clinical 
judgment and patient self-report are also impor-
tant and in some cases are used alone. If no sig-

nificant improvement is evident, the physician is 
likely to adjust the dose upward. If, again, no 
gain is evident, the physician is likely to try 
another antidepressant. This process is typically 
continued until, ideally, an effective medication 
is found or it becomes clear that the patient is not 
going to benefit from a single FDA-approved 
antidepressant. At that point, some physicians 
will try a drug that is not FDA-approved, which is 
an off-label application. Off-label prescribing is 
an accepted medical practice and is justified 
when there is sound evidence that the drug is 
likely to be beneficial.

As examples of an off-label application of a 
psychotropic drug, both aripiprazole and risperi-
done are approved to treat irritability in young 
people (6–17 years of age) with ASD. If a physi-
cian sees evidence of irritability in a 20-year-old 
person with ASD – and the evidence would be the 
occurrence of challenging behavior – it would be 
reasonable for the physician to prescribe one of 
these drugs off-label.

When no single drug produces the desired 
effect, some physicians will add a second drug to 
the treatment regimen, so the patient is simulta-
neously prescribed two psychotropic medica-
tions to treat the same condition, depression in 
our example, which is one form of polypharmacy. 
Simultaneously prescribing two or more drugs to 
treat two or more psychiatric conditions, such as 
a tricyclic antidepressant to treat depression and 
an antipsychotic to treat schizophrenia, is another 
form. Decisions regarding the continuation or 
modification of multi-drug regimens, like those 
concerning single drugs, should be made based 
on valid and reliable measures of the conditions 
being treated. Given the time and resource con-
straints faced by most practicing physicians, this 
is easier said than done.

People who come to physicians having prob-
lems with mood, cognitive status, or overt behav-
ior, and their advocates when present, want and 
need help. Drugs are the main tools that physi-
cians can use to help these people. Given this 
dynamic, patients and advocates are apt to 
encourage physicians to prescribe drugs, to keep 
searching for effective medications when initial 
attempts fail, and to not throw in the towel. 
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Persistence is a virtue, and there is no doubt that 
psychotropic drugs benefit many patients, includ-
ing adults with ASD.  But with any treatment 
modality, it is all too easy to be convinced that an 
intervention, such as an antidepressant drug, is 
beneficial, when it is not actually changing the 
patient in the desired way.

Thompson (2007) provides an insightful dis-
cussion of why parents of children with ASD 
often persist with useless treatments. He notes 
that the absence of viable alternative treatments, 
the failure of prior treatments, the presence of 
small treatment effects, and the failure to system-
atically measure the problem the treatment is 
intended to solve are contributing factors. These 
same factors can influence the decisions that 
adults with ASD make about the treatments they 
receive. In many cases, however, such decisions 
will not be made by the adult with ASD but rather 
by legal guardians. They, too, are apt to be influ-
enced by factors other than the actual effects of 
the intervention.

In some cases, there is compelling evidence 
that a given drug is widely effective in treating a 
diagnosed condition, so that a physician can treat 
the disorder with substantial confidence that the 
treatment will be effective. When drugs are FDA- 
approved for a particular indication, a panel of 
experts at the Center for Drug Evaluation and 
Research agrees that there is sufficient scientific 
evidence to conclude that the drug is safe and 
effective for a given use. This is not to say that 
everyone treated with the drug will derive signifi-
cant benefits or that the drug is free of adverse 
effects, but only that the drug’s health benefits 
outweigh its known risks in a given population 
(US Food and Drug Administration, 2019).

Many drugs currently are FDA-approved for 
treating named psychiatric disorders in adults, 
and it is reasonable to assume that they are appro-
priate for treating adults with ASD diagnosed 
with these disorders. But two considerations call 
this assumption into question. One is the impreci-
sion of psychiatric diagnosis, especially when 
applied to people with ASD. Obsessive- 
compulsive disorder (OCD) diagnosed in an 
adult with ASD is not necessarily the same condi-
tion as OCD in another adult with respect to man-

ifestations and underlying cause. The other is that 
the presence of ASD might alter sensitivity to 
pharmacological interventions. The drug trials 
upon which FDA approval is based typically do 
not include people with ASD, and it is not given 
that the effects observed in other people will gen-
eralize to people with ASD. Of course, it is pos-
sible that the effects of psychotropic drugs do not 
differ as a function of the presence or absence of 
ASD and that psychiatric diagnosis in adults with 
ASD is accurate enough to not constitute a chal-
lenge. The only way to evaluate these possibili-
ties is to consult the research literature and 
determine what is known about the effects of psy-
chotropic drugs in adults with ASD.

 Research Findings

Taylor (2016) provided an exhaustive review of 
studies examining the effects of psychotropic 
medications in adults with ASD that were pub-
lished in the English language between 1985 and 
2015. Taylor found and summarized 43 studies. 
As she classified the drugs, 13 studies examined 
selective serotonin reuptake inhibitors (i.e., 
fluoxetine 4, fluvoxamine 2, sertraline 2), two 
examined the tricyclic antidepressant clomip-
ramine, two examined the serotonin norepineph-
rine inhibitor venlafaxine, one examined the 
norepinephrine reuptake inhibitor atomoxetine, 
one examined the benzodiazepine lorazepam, 
one examined the azapirone buspirone, one 
examined the anticonvulsant divalproex sodium, 
and one examined the psychostimulant methyl-
phenidate. Miscellaneous agents were examined 
in six studies (i.e., naltrexone 3, clonidine 2, pro-
pranolol 1). Antipsychotic drugs were examined 
in 14 studies (i.e., aripiprazole 5, risperidone 4, 
clozapine 2, haloperidol 1, lithium 1, paliperi-
done 1, quetiapine 1).

Taylor (2016) provided information about the 
research designs of all studies she examined. 
Randomized between-groups, placebo-controlled 
studies enrolling a large number of participants, 
often termed “clinical trials,” are typically con-
sidered to be the “gold standard” in clinical psy-
chopharmacology, with a pharmacological 
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intervention considered as “evidence-based” 
when two (or more) such studies demonstrated its 
value (Reichow et al., 2008). The faith placed in 
such studies is so great, in fact, that some reviews 
of drug effects in people with ASD only consider 
them and exclude other research designs (e.g., 
Hirsch & Pringsheim, 2016; Maneeton et  al., 
2018).

There are good reasons for the scarcity of 
large-N, well-controlled studies of drug effects in 
adults with autism. Such studies are expensive 
and there is no ready source of funding. Practical 
and ethical considerations make such studies dif-
ficult to conduct and limit the range of tenable 
outcome measures. It is hard to access large num-
bers of adults with ASD, for (unlike, for instance, 
young people with ASD in school settings) they 
do not necessarily meet in sizeable groups. They 
are a protected group, which rightly causes 
Human Subjects Review Boards to look very 
carefully at research protocols involving them. 
Many adults with ASD receive one or more psy-
chotropic medication, which may confound 
research involving other medications. Finally, 
limited access to and limited human resources for 
data collection prevent collecting detailed behav-
ior data for large numbers of participants, espe-
cially over long periods of time.

Although not widely accepted in medicine, 
well-controlled small-N within-subject experi-
ments can yield meaningful information about 
drug effects. Recognizing this, Reichow et  al. 
(2008) developed a rubric that allows within- 
subject (which they term “single subject”) 
research designs to be considered in evaluating 
the evidence base for a particular application of 
an intervention. Applying the rubric categorizes 
an intervention as an established evidenced- 
based practice (EBP), a promising EBP, or not an 
EBP.

Taylor (2016) applied the rubric developed by 
Reichou et al. (2008) to determine the status of 
various psychotropic drugs as EBPs for targeted 
outcomes in adults with ASD. She concluded that 
two drugs, risperidone and fluoxetine, are prom-
ising EBPs in this population. To be considered a 
promising EBP as defined by Reichou et  al., a 
drug can be shown to be effective in at least three 

single-subject studies of at least adequate 
research report strength meeting the following 
criteria: (1) conducted by at least two different 
research teams, (2) conducted in at least two dif-
ferent locations, and (3) total sample size of at 
least nine different participants across studies. A 
drug can also be deemed a promising EBP if it is 
shown to be effective in at least two group experi-
mental design studies of at least adequate research 
report strength (the studies can be conducted by 
the same research team in the same location). 
More rigorous criteria must be met for a drug to 
be considered as an EBP.

With respect to specific applications for adults 
with ASD, Taylor (2016) concluded that “only 
two medications, risperidone and fluoxetine, met 
Reichow et al.’s (2008) criteria for promising evi-
dence based interventions for reducing irritability 
and repetitive behaviour associated with ASD in 
adults” (p. 71). To examine whether studies pub-
lished after her review elevate any drugs as an 
established EBP for adults with ASD, we exam-
ined all of the articles revealed by our literature 
search, described previously, and by a search of 
Google Scholar. Although research examining 
several drugs appeared, they were not sufficient 
to elevate any medication to the status of an 
established EBP. Published studies varied greatly 
in several respects, and we saw no evidence of a 
consistent and concerted effort to examine the 
effects of a particular medication on a significant 
outcome measure. To provide evidence of the 
broad and varied range of studies we examined, 
overviews of nine of them follow.

In 2016, Carminati et al. conducted a random-
ized, double-blind, placebo-controlled study to 
investigate the effectiveness of venlafaxine in 
treating behavioral disorders (i.e., irritability, 
hyperactivity/noncompliance, overall clinical 
performance) in 13 adults with ASD. Scores on 
the Aberrant Behavior Checklist and the Behavior 
Problems Inventory were the primary dependent 
variables. This study failed to provide clear evi-
dence of a beneficial effect of venlafaxine, 
although the authors worked hard to find, via sta-
tistical analysis, a beneficial effect of the drug.

Joshi et  al. (2016) evaluated memantine 
hydrochloride for the treatment of core social and 
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cognitive deficits in 18 adults with high- 
functioning ASD using a prospective, 12-week, 
open-label trial. They found that memantine 
treatment significantly reduced scores on the 
Social Responsiveness Scale-Adult Research 
Version and Clinical Global Impression- 
Improvement subscale measures of autism sever-
ity. Moreover, the treatment led to significant 
improvement in ADHD and anxiety symptom 
severity, nonverbal communication, executive 
function, and neuropsychological assessment 
scores. The drug was well-tolerated by partici-
pants and was not associated with any serious 
adverse events. However, the design of the study 
is inadequate to support strong conclusions.

In a brief report, Olincy et al. (2016) utilized 
a double-blind placebo-controlled cross-over 
study to examine the effects of an investiga-
tional receptor- specific partial agonist drug 
(DMXB-A) on the inhibitory functions of the 
alpha7- nicotinic receptor gene (CHRNA7), in 
two adults with ASD. Abnormalities in this gene 
(i.e., CHRNA7) are common among individuals 
with ASD.  They found that DMXB-A altered 
the biomarker for receptor activity and increased 
attention, as evidenced by self-reports and 
scores on the Attention Scale on the Repeatable 
Battery for the Assessment of Neuropsychological 
Status.

Umbricht et  al. (2017) conducted a random-
ized, double-blind, placebo-controlled cross-over 
study, assessing the effects of a single dose of 
arginine vasopressin receptor 1A antagonist 
(RG7713) on eye tracking, behavioral and clini-
cal measures of social cognition and communica-
tion, and safety and tolerability, in 19 adult males 
with ASD.  Statistically significant effects were 
limited to improved eye tracking, providing pre-
liminary evidence of a positive effect of RG7713 
on social cognition.

In 2017, Quintana and colleagues conducted a 
randomized controlled trial that examined the 
effects of two doses of oxytocin administered 
using a novel Breath Powered intranasal delivery 
device. Seventeen male adults with ASD partici-
pated in the study. They received a randomized 
sequence of single-dose sessions which consisted 
of eight international units (IU) oxytocin, 24 IU 

oxytocin, or placebo, before completing four 
social-cognitive tasks. The primary outcome 
measure of “overt emotion salience” found a sig-
nificant effect, with eight IU of oxytocin increas-
ing overt emotion salience compared to placebo. 
However, there was no significant increase after 
24  IU of oxytocin treatment. No significant 
effects were found in the remaining measures 
(reading the mind in the eyes task performance, 
emotional dot probe, and face morphing). It is not 
clear how overt emotion salience relates to the 
core symptoms of ASD, to challenging behavior, 
or to any psychiatric disorder.

Yamasue et al. (2018) examined the effects of 
intranasal oxytocin on the core social symptoms 
of ASD using a randomized clinical trial. One 
hundred and six adult males with ASD were 
assigned to either a placebo group or a treatment 
group. The treatment group received 481  units 
per day of intranasal oxytocin for a total of 
6  weeks. No between-group differences were 
found on the Autism Diagnostic Observation 
Schedule reciprocity measure, as both the treat-
ment and placebo groups saw a reduction in 
scores. Some secondary measures such as the 
Autism Diagnostic Observation Schedule repeti-
tive behavior measure and the duration of gaze 
fixation on socially relevant regions were better 
in the treatment group, but others were not. The 
frequency of adverse events did not differ 
between groups. Yamasue et  al. concluded that 
continuous intranasal oxytocin treatment, as 
administered in the study, could not be recom-
mended as a treatment for the core social symp-
toms of high-functioning ASD in adult men. 
However, they did add that there was some evi-
dence that oxytocin could be useful in treating 
repetitive behavior.

In 2018, Danforth et al. examined the feasibil-
ity and safety of 3,4- methylenedioxymethamphet
amine (MDMA)-assisted psychotherapy on 
reduction of social fear and avoidance, character-
istics that are common among people with 
ASD.  They conducted a blinded, placebo- 
controlled pilot study, with 12 adults with ASD 
who displayed a marked to severe level of anxi-
ety. Danforth et al. found statistical improvement 
in Liebowitz Social Anxiety Scale scores from 
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baseline to 1  month post-intervention, for the 
MDMA group, as well as from baseline to the 
6-month follow-up.

In 2019, Ballester and colleagues assessed the 
effectiveness and tolerability of agomelatine as a 
treatment for sleep problems in adults with both 
ASD and ID. They conducted a randomized con-
trolled trial with 23 individuals between the ages 
of 23 and 47 years old, 87% of which were male 
and all presenting with insomnia symptoms prior 
to the start of the study. The primary measure was 
total sleep time, as measured by ambulatory cir-
cadian monitoring. Agomelatine treatment was 
effective in treating insomnia and circadian 
rhythm sleep problems in the targeted partici-
pants, with only mild and transient adverse 
events. Although not a core symptom of ASD, a 
challenging behavior, or a psychiatric disorder, 
sleep disturbance is common in people with ASD 
and can contribute to other problems, making the 
results of this study noteworthy.

Bolognani et  al. (2019) also used a random-
ized, double-blind, placebo-controlled study to 
investigate the effects of balovaptan on the core 
symptoms of ASD (i.e., socialization and com-
munication deficits), in 223 adult males with 
ASD. They observed no significant difference in 
the primary efficacy measure (i.e., Social 
Responsiveness Scale, second edition). However, 
balovaptan was associated with improvement in 
scores on the Vineland-II Adaptive Behavior 
Scale. Balovaptan is of particular interest because 
it was developed by Roche specifically as a treat-
ment for ASD.  As reported by Fierce Biotech 
(n.d.-b), animal research suggested that balovap-
tan, a vasopressin 1a receptor antagonist, could 
help neurons communicate, an action that might 
target the core symptoms of ASD. Initial results 
were promising, but that promise was not real-
ized in a phase 3 clinical trial, which was aban-
doned early, along with the drug. This pattern of 
results resembles that observed previously with 
oxytocin, another neuropeptide.

Finally, Joshi et  al. (2020) assessed the 
short- term tolerability and efficacy of liquid 
formulation extended-release methylphenidate 
(MPH-ER) for the treatment of adults with comor-

bid ADHD and high-functioning ASD. During a 
6-week, open-label trial with 15 adults between 
the ages of 20 and 29  years old (80% male), 
MPH-ER was administered using a flexible titra-
tion schedule. Results indicated that short-term 
MPH-ER treatment was effective, with a signifi-
cant improvement in ADHD severity. MPH-ER 
was also described as well- tolerated, although 
adverse effects of headache, insomnia, anxiety, 
and decreased appetite were experienced by 13 
of 15 participants. Methylphenidate has been 
repeatedly shown to be effective in reducing 
indications of ADHD in other populations, and 
this study suggests that its values extend to adults 
with ASD. Unfortunately, the design of the study 
does not support strong conclusions.

 Conclusions

More than four dozen studies of the effects of 
psychotropic drugs in people with ASD have 
included adult participants. These studies have 
examined several different drugs, representing all 
of the major classes of psychotropic medications 
and experimental compounds. Unfortunately, the 
design of most studies renders their results sug-
gestive, but not compelling. There are, however, 
some points that the research supports. After 
examining what is known regarding the use of 
psychotropic drugs to benefit adults with ASD, 
we reached seven conclusions.

 Many Adults with ASD Are Prescribed 
One or More Psychotropic Drugs

Prevalence values differ substantially across 
studies, but it is clear that many, perhaps most, 
adults with ASD receive at least one psychotropic 
medication and a substantial proportion of medi-
cated individuals receive two or more drugs. The 
widespread use of such medications suggests that 
they produce substantial benefits. Critics of psy-
chopharmacology point out that those benefits 
could take the form of profits for the people who 
manage or invest in big pharma, the representa-
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tives who market psychotropic drugs to physi-
cians, and the physicians who prescribe them.

There is no doubt that the pharmacological 
industry markets drugs aggressively, sometimes 
inappropriately, and generates enormous profits. 
It is not uncommon for new drugs to be intro-
duced with enormous fanfare only to  subsequently 
fall from grace. Aripiprazole is a case in point 
(VanDerwall et al., 2021). There is reason to be 
skeptical of big pharma, but we are convinced 
that the vast majority of physicians are commit-
ted to the well-being of their patients and would 
not consistently prescribe drugs they knew to be 
useless, let alone harmful. Moreover, research 
supports the value of some such drugs.

 Beneficial Effects Are Reported 
in Most Studies

In most, but not all, of the drug studies involving 
adult participants with ASD reviewed by Taylor 
(2016), and in the subsequent studies we ana-
lyzed, some evidence of benefit was provided. 
This held, regardless of the drug class or specific 
drug evaluated, the design of the experiment or 
the outcome measure used. It is fair to state that, 
at present, there is insufficient evidence to sup-
port the use of any drug for any indication in an 
adult with ASD as an established EBP. But it is 
unfair to claim that there is no evidence that med-
ications produce beneficial effects; there is such 
evidence. Moreover, many drugs are FDA- 
approved for specific indications in the adult 
population at large. If these indications, namely, 
psychiatric comorbidities, are present in adults 
with ASD, their use with these adults is appropri-
ate. But, as noted previously, accurately diagnos-
ing psychiatric disorders in adults with ASD is 
difficult, especially in individuals with comorbid 
ID. In addition, it is unclear whether the presence 
of ASD modulates the effects of psychotropic 
medications. Given this state of affairs, one can 
never be confident that a given medication will 
benefit an adult with ASD who receives it. Careful 
monitoring of desired and adverse drug effects is 
the quintessence of appropriate psychotropic 

drug treatments. This is an important point to 
which we will return.

 There Is No Evidence That Age 
Influences Drug Effects in People 
with ASD

Most reviews of the pharmacological treatment 
of people with ASD emphasize findings with 
children and adolescents, although some of them 
include studies with adults. Table  17.1 lists 28 
reviews published since 2010. Readers seeking 
detailed information about the pharmacological 
treatment of people with ASD should consult 
these reviews. Given the focus of the present 
chapter, it is interesting that their authors do not 
indicate that age modulates the clinical value of 
psychotropic medications. Although they vary in 
how strongly they endorse the use of pharmaco-
logical interventions for people with ASD, these 
authors generally agree that there are substantial 
limitations in the research base, that aripiprazole 
and risperidone are often useful for reducing 
challenging behavior, and that medications 
should be used with caution because of their 
potential side effects.

As we noted in another review (Poling et al., 
2017), however, there are no systematic com-
parisons of the effects of psychotropic drugs 
across age groups. Many studies that include 
adults also include younger people but fail to 
disaggregate the data as a function of age. Had 
such disaggregation occurred and a large 
enough number of patients of different ages 
been studied, an effect of age might have been 
revealed. The effects of age also could be exam-
ined by comparing drug effects in similar stud-
ies that used different age groups, but such 
studies do not exist. The limited information 
that is available suggests that age does not 
strongly influence how people with ASD 
respond to psychotropic medications, but sup-
port for this proposition is decidedly weak. 
Almost nothing is known about the effects of 
psychotropic medication in elderly people with 
ASD. Given the issues associated with geriatric 
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psychopharmacology in the general population 
(Meyers & Jeste, 2010), this is unfortunate.

 It Is Not Clear Whether ASD Modulates 
the Effects of Psychotropic Drugs

It is not clear because compelling comparisons of 
the effects of the same doses of drugs on the same 
outcome measures in similar-aged adults with 
and without ASD have not appeared. Functional 
and structural brain characteristics that differ 
between people who are and who are not diag-
nosed with ASD underpin the behavioral differ-
ences responsible for the diagnosis. As Thompson 
(2007) points out, “Collectively, the available 
evidence suggests that the symptoms of ASDs 
can be traced to dysfunctions in specific brain 
areas, primarily the amygdala, prefrontal and 
parietal motor areas (minor neurons), orbitofron-
tal cortex, fusiform face area, cingulate, basal 
ganglia, and the two primary speech areas” 
(p. 37). It is logical to expect these dysfunctions 
to qualitatively or quantitatively alter the effects 
of psychotropic drugs and research examining 
this possibility is merited.

Researchers have made significant progress in 
determining the genetic and neurochemical 
mechanisms responsible for ASD (see Crespi, 
2019; Marotta et  al., 2020). Knowledge of the 
biological mechanisms responsible for the core 
symptoms of ASD, as well as the psychiatric dis-
orders and challenging behavior that frequently 
accompany ASD, might well provide a logical 
rational basis for pharmacological interventions. 
Work in this direction is ongoing (Crespi, 2019).

It is noteworthy that two companies, Novartis 
and Sangamo, recently inked a $75,000,000 deal 
to work jointly to develop targeted drugs for 
treating ASD, with up to an additional 
$720,000,000 available to Sangamo across 
3  years if milestones are met (Fierce Biotech, 
n.d.-a). The two companies will partner to use 
Sanomo’s proprietary genome regulation tech-
nology to alter activity in three genes believed to 
be involved in ASD and ID. Success is far from a 
given, but, should it occur, it would fundamen-

tally alter the way medications for ASD are 
designed, their mechanism of action, and, ideally, 
their benefits for recipients.

All psychotropic drugs can produce side 
effects, although the nature, likelihood, potential 
severity, and reversibility of these untoward 
effects differ across medications. It is possible 
that the neurological dysfunctions responsible for 
ASD alter the likelihood and the severity of some 
medications, although whether this occurs has 
not been determined.

 More, and Better, Research Is Needed

There is much of importance regarding the effects 
of psychotropic drugs in people with ASD, 
regardless of their age, that has not been ade-
quately examined. Additional, well-controlled 
research in several areas is obviously needed. 
But, as we have also noted, conducting research 
involving participants with ASD is difficult, and 
there is little funding to support it. Small-N 
repeated measures experimental designs, 
although not generally accepted in medicine, can 
yield valuable important information about the 
effects of psychotropic medications (Poling et al., 
2010; Weeden et  al., 2010). Adopting this 
approach to research would make it easier to con-
duct drug studies involving adults with ASD. But 
it is essential that small-N studies, like traditional 
clinical trials, be well-controlled, with sound 
experimental designs, double-blinds, placebo 
controls, and appropriate outcome measures. 
Few such studies have occurred and this approach 
does not appear to be gaining favor.

For the foreseeable future, people with ASD and 
their caregivers who are seeking benefit from psy-
chotropic drugs can know all there is to know about 
these medications and still lack important informa-
tion regarding risks and benefits. The same is true 
of the physicians who prescribe such medications. 
Nonetheless, it is clearly evident that, when used 
appropriately, psychotropic medications signifi-
cantly benefit many adults with ASD.  The key 
phrase here is “when used appropriately.”
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 EBP for an Individual Constitutes 
Appropriate Drug Use

We have suggested elsewhere (e.g., Poling, 1994; 
Poling & Ehrhardt, 1999; Weeden et  al., 2010) 
that the essence of appropriate use of psychotro-
pic drugs entails the following:

 1. Ensuring that the goals of treatment are clear 
and in the client’s best interest.

 2. Ensuring that treatment decisions are made on 
the basis of real drug effects.

 3. Ensuring that drug therapy is flexible and inte-
grated with non-pharmacological 
interventions.

In pursuing these objectives, practitioners are 
behaving in a manner consistent with best prac-
tice guidelines. Table 17.4 provides a list of such 
guidelines, slightly modified from the recom-
mendations of the American Academy of Child 
and Adolescent Psychiatry (Walkup et al., 2009) 
for the appropriate use of psychotropic medica-
tions in children. Age and the presence of ASD 
do not alter the fundamentals of appropriate 
medication use. Following the guidelines listed 
in Table 17.4 goes far in ensuring that psychotro-
pic medications are used appropriately in adults 
with ASD.

These guidelines are based on the use of EBPs. 
Appropriate use of EBPs involves three steps for 
each individual to be treated. First, the condition 
to be treated is quantified, which may, but need 
not, involve assigning a diagnostic label. Second, 
an intervention, such as a psychotropic medica-
tion, for which there is good scientific evidence 
to support its value in treating that condition, is 
selected. Third, the effects of that intervention, 
both desired and adverse, are evaluated in the 
treated individual, and decisions about subse-
quent treatment are based on the results of this 
evaluation.

The third step is the most important one. If it 
can be shown that receiving a psychotropic medi-
cation clearly improves the quality of life of an 
adult with ASD, then that medication is, for that 
person, an EBP and, put simply, a good thing. 
Unfortunately, in everyday situations, it is often 
hard to adequately determine whether a drug is 
producing either desired or significant adverse 
effects. It is generally assumed that neurotypical 
adults can, in consultation with their physicians, 
make sound judgments about how a psychotropic 
medication is affecting them and rationally 

Table 17.4 Principles of best practice in psychotropic 
drug usea

1. Before initiating pharmacotherapy, a psychiatric 
evaluation is completed
2. Before initiating pharmacotherapy, a medical 
history is obtained, and a medical evaluation is 
considered when appropriate
3. The prescriber is advised to communicate with 
other professionals involved with the patient to obtain 
collateral history and set the stage for monitoring 
outcomes and side effects during the medication trial
4. The prescriber develops a psychosocial and 
psychopharmacological treatment plan based on the 
best available evidence
5. The prescriber develops a plan to monitor the 
patient, short and long term
6. Prescribers should be cautious when implementing 
a treatment plan that cannot be appropriately 
monitored
7. The prescriber provides feedback about the 
diagnosis and educates the patient and family 
regarding the patient’s diagnosis and the treatment and 
monitoring plan
8. Complete and document the consent of the parent, 
or assent of the patient and consent of the parent or 
other caregiver, before initiating medication treatment 
and at important points during treatment
9. The assent and consent discussion focuses on the 
risks and benefits of the proposed and alternative 
treatments
10. Implement medication trials using an adequate 
dose and for an adequate duration of treatment
11. The prescriber reassesses the patient if the patient 
does not respond to the initial medication trial as 
expected
12. The prescriber needs a clear rationale for using 
medication combinations
13. Discontinuing medication in children requires a 
specific plan

aThese general practices are recommended by the 
American Academy of Child and Adolescent Psychiatry 
and reproduced with minor modification from Walkup 
et al. (2009). Reproduced with permission
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choose whether to continue, alter, or terminate 
treatment. Some adults with ASD have the capac-
ity to do likewise, but others do not. In the latter 
case, special care should be taken to ensure that 
decisions are based on actual, rather than hoped- 
for, beneficial effects, a point Thomas Greiner 
(1958) made more than 40  years ago, when he 
noted that, when it came to psychotropic medica-
tion, children and developmentally disabled peo-
ple require special protections. Physicians alone 
are rarely in a position to collect the data needed 
to fully profile the effects of a psychotropic medi-
cation, and it is wise to enlist members of other 
professions, such as behavior analysts, to assist 
(see Weeden et al., 2010).

Of course, non-pharmacological alternatives 
have been shown to be of value for treating chal-
lenging behaviors and psychiatric comorbidities, 
and the doctrine of least restrictive alternatives 
suggests that they deserve consideration prior to 
drug treatment. But in many cases, such treat-
ments are not available or have been tried and 
failed. Psychotropic medications can play a valu-
able role in the lives of adults with ASD. Because 
of the risks they pose, they are best used at the 
lowest dose and for the shortest time possible, but 
that by no means makes them bad. To borrow a 
metaphor from Travis Thompson (2007) catego-
rizing psychotropic drugs as “bad” or “good” is 
as foolish as doing the same for rain. Clearly, 
both depend on the situation. Rain is bad in the 
midst of a flood, a blessing in a drought. A psy-
chotropic drug that causes tardive dyskinesia and 
changes nothing for the better is bad; a drug that 
relieves suffering is good. Psychotropic drugs are 
powerful tools that need to be used with care and 
caution. When they are, they can greatly benefit 
adults with ASD.  Providing psychiatrists and 
other physicians with appropriate training regard-
ing ASD and the effects of psychotropic drugs in 
this population, including strategies for evaluat-
ing drug effects, would go far in making this hap-
pen. Fostering in caregivers and advocates a 
skeptical, but not cynical, perspective on the use 
of psychotropic drugs would do the same. If this 
chapter has helped to foster such an attitude in 
you, the reader, then our goal in writing is met, 
and we are pleased.
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Overall, individuals with autism spectrum disor-
der (ASD) have poor outcomes in adulthood 
when compared to same-aged peers in every area 
that is typically evaluated, including post- 
secondary education, employment, living 
arrangements, social and community participa-
tion, access to services, physical and/or mental 
health, and safety (Roux et al., 2015). Such out-
comes have shown little improvement over time 
(Newman et al., 2010) and are worse than those 
of adults with other disability labels (e.g., learn-
ing disability, speech-language impairment, 
intellectual disability, and emotional disturbance) 
(Roux et  al., 2015). Every year, approximately 
70,000+ teens diagnosed with ASD become 
adults (Autism Speaks, n.d.) and, in general, are 
not provided the skills necessary to successfully 
make this transition to an independent life after 
high school (Gerhardt & Lainer, 2011). These 
outcomes pose challenges to individual quality of 

life, as well as financial and social costs to the 
family and society at large (Dell’Armo & Tassé, 
2018; Farley et  al., 2018; Howlin & Magiati, 
2017).

Despite the fact that ASD is a lifelong neuro-
developmental disorder that often necessitates 
supports and services across the lifespan, indi-
viduals on the spectrum are typically met with a 
dramatic drop in available supports upon reach-
ing adulthood, often referred to as falling off a 
service cliff (Roux et  al., 2015). While federal 
laws require special education and transition ser-
vices, post-high school, no such mandates cur-
rently exist, leaving families to fend for 
themselves in seeking out appropriate support 
(Roux et al., 2015). The needs of adult individu-
als on the spectrum in terms of employment, day, 
community, and residential services far exceed 
the resources currently available (Gerhardt & 
Lainer, 2011). Over the next decade, it is esti-
mated that an additional 707,000–1,116,000 
teens will enter the world of adulthood (Autism 
Speaks, n.d.), only further exacerbating this 
problem.

Given the current limitations in funding and 
resources allocated to adult supports (Cimera & 
Cowan, 2009; US Department of Health and 
Human Services, 2017), it becomes critical that 
educational services leading up to, and during, 
the transition to adulthood focus on the applica-
tion of meaningful curriculum and use of func-
tional intervention in order to best position each 
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individual for success in the rest of their lives. 
This success may be thought of in terms of three 
major life goals that neurotypical individuals 
often have: (a) get a good job, (b) live away from 
home (even with necessary supports), and (c) be 
reasonably happy (Ticani & Bondy, 2014). 
Unfortunately, it seems that a combination of 
poor preparation leading up to adulthood and the 
limited access to effective, individualized adult 
services means that only rarely are these goals a 
reality. This is true, despite the fact that individu-
als on the spectrum can and often do make valu-
able contributions to the communities in which 
they live and should be afforded access to this 
opportunity.

 What Makes a Curriculum 
Meaningful?

A meaningful curriculum is one that is individu-
alized, inclusive of the individual’s unique needs 
and interests, and is focused on building indepen-
dence in current and future environments (Ayres 
et  al., 2011). A meaningful curriculum also 
assesses an individual’s needs and prioritizes 
programs based on what is most important to 
their lives. Because outcomes can partially be 
predicted based on the adaptive behavior reper-
toires of an individual (Ayres et  al., 2011; 
Dell’Armo & Tassé, 2018; Mazefsky et al., 2008; 
Mazzotti et al., 2016), a focus on such skills con-
stitutes a potentially meaningful curriculum for 
many individuals on the spectrum. Adaptive 
behavior is, essentially, all skills and abilities that 
allow independent functioning in their day-to- 
day life (Heward, 2005). According to Tassé et al. 
(2012), these skills may be thought of in terms of 
three broad domains including (a) conceptual 
skills (e.g., language, reading/writing, number, 
time, money concepts), (b) social skills (e.g., 
interpersonal skills, friendship, social problem 
solving, social participation), and (c) practical 
skills (e.g., self-care skills, daily living skills, 
health and safety skills). Adaptive skills are “so 
central to adult life that it would not be an under-
statement to say that good adaptive behavior 
skills will get a person through times of no aca-

demic skills better than good academic skills will 
get a person through times of no adaptive behav-
ior” (Gerhardt et  al., 2013, p.  167). Adaptive 
behavior should therefore be a priority in pro-
gramming starting at a young age and increase in 
focus as individuals get closer to adulthood.

Obviously, what is meaningful for some is not 
meaningful for all; as such, practitioners need to 
take the unique needs of each individual into con-
sideration when confronted with general educa-
tion standards and medical necessity restrictions. 
Adherence to the general education curriculum 
may call practitioners to prioritize goals that have 
little to no impact on the future lives of individu-
als; for example, acquiring the ability to identify 
Saturn when you cannot brush your teeth is not a 
meaningful outcome (Ayres et al., 2011). While 
academic skills may be part of a meaningful cur-
riculum for some individuals, others may need to 
focus more on adaptive behavior competencies 
instead (although even the more “academic” stu-
dent still needs to acquire meaningful adaptive 
skills). A truly individualized curriculum fulfills 
each individual’s right to an appropriate educa-
tion (Ayres et al., 2011, 2012).

Additionally, insurance companies who fund 
applied behavior analysis (ABA) services often 
require that goals meet a standard of “medical 
necessity,” which seemingly limits goal selection 
to those that address the core deficits of ASD, as 
defined in DSM-V (i.e., social impairment, lan-
guage/communication impairment, and respec-
tive/restrictive behaviors; American Psychiatric 
Association, 2013). While these are important 
targets of intervention, limiting programming to 
these skills may omit targeting other vital adap-
tive behavior skills (Gerhardt et al., 2013); this is 
especially important when considering that indi-
viduals with ASD often have greater deficits in 
adaptive behavior in comparison to the general 
population (Matthews et al., 2015).

Skill areas in addition to academic skills and 
those skills specific to the ASD diagnostic crite-
ria that can be considered meaningful include, 
but are not limited to, self-care/hygiene, dressing, 
health/safety, cleaning/care of the home, clean-
ing/care of clothing, mealtime skills, community 
engagement, self-management, and  leisure/recre-

S. N. Bahry et al.



315

ation. Such inherently complicated skills require 
intervention that is effective, potentially com-
plex, and socially valid. Interventions based on 
the principles of ABA (Baer et al., 1968) repre-
sent a set of evidence-based strategies that have 
been demonstrated to increase adaptive behavior 
skills for older individuals with ASD.  This 
includes, but is not limited to, interventions such 
as modeling, chaining, shaping, differential rein-
forcement, token economies, behavioral momen-
tum, self-management, and functional 
communication training (FCT; Gerhardt & 
Lainer, 2011).

 How to Teach: Effective Interventions 
for Meaningful Goals

Effective intervention to teach adaptive skills 
requires considerations in several areas such as 
(a) the context in which the skill is taught, (b) the 
intensity with which it is taught, (c) the effi-
ciency of the skill, and (d) its inherent value to 
the individual learning the skill (Gerhardt et al., 
2013). First, because individuals with autism 
have been shown to have difficulty generalizing 
skills and maintaining them over time (Arnold-
Saritepe et al., 2009; de Marchena et al., 2015; 
Lovaas et  al., 1973), a meaningful curriculum 
provides intervention in the environment where 
the skill is most likely to take place (Gerhardt 
et al., 2013). Skills targeted for acquisition that, 
on first glance, appear to be meaningful lose that 
designation when only taught out of the appro-
priate context (Brown et  al., 1976). As such, 
practitioners cannot solely teach skills in class-
rooms or clinics and hope for the best. For exam-
ple, an individual who is taught a purchasing 
routine to mastery in the classroom will be 
unlikely to do so in the community, absent any 
instruction in the community. As individuals get 
older, the proportion of teaching that should 
occur in contrived environments (e.g., class-
rooms, clinics) versus natural environments (i.e., 
where the skill will ultimately occur) should 
decrease (Gerhardt et al., 2013). Thinking long 
term is crucial, as individuals will only be in the 
classroom or clinic for a finite number of years 

but will be out in the real world the rest of their 
lives.

Second, skills must be taught with sufficient 
intensity to facilitate skill acquisition. As previ-
ously stated, many of the adaptive behavior skills 
that are critical for life outside of the classroom 
and matter most in adulthood are complicated. 
Practitioners must ensure that adequate instruc-
tional time is provided so sufficient practice 
opportunities are offered. This is especially 
important, given that individuals on the spectrum 
often require repeated opportunities to respond in 
order to acquire skills (Green, 2001; Lovaas 
et  al., 1973). While simple academic tasks that 
are taught in the classroom easily allow for many 
teaching opportunities, this is generally not the 
case for complex, community-based skills in 
many programs. Practitioners cannot expect an 
individual to acquire such complex skills if 
instruction in the natural learning environment is 
provided just once a week. Complex, meaningful 
community-based adaptive behavior skills are 
attainable, but only if taught with sufficient 
instruction intensity (i.e., repeated opportunities 
to respond; Gerhardt et al., 2013).

Third, efficiency, which can be defined as the 
effort required for a task to be completed 
(Gerhardt et  al., 2013), should be prioritized 
when developing a meaningful curriculum. 
Decreasing the response effort necessary to 
achieve the desired end may increase the likeli-
hood of mastery, especially given that our society 
is constantly developing new ways to do this for 
typically developing individuals. For example, it 
may be much more efficient to teach an individ-
ual to use a smartphone application to track a 
train or subway route and purchase their ticket 
than to teach memorization of complicated pub-
lic transportation routes and complex behavior 
chains required to purchase this ticket in person. 
Alternatively, it also may be even more efficient 
to teach the skill of using a rideshare application 
(e.g., Uber) to get to a desired destination.

Further, it is important to regularly assess indi-
vidual progress in skill acquisition and make the 
necessary adaptations to, ideally, increase effi-
ciency and more quickly facilitate mastery of the 
skill. For example, if an individual is struggling 

18 Meaningful Curriculum and Functional Intervention for Adults with Autism



316

with measuring and pouring in laundry detergent 
and this is inhibiting full independence, an effi-
cient adaptation would be to use Tide PODS™ 
instead. Other examples would include using 
Apple or Google Pay instead of a debit or credit 
card for purchases in the community, using the 
“send my location” function on a smart phone 
when asked, “Where are you?,” or microwaving a 
healthy meal for lunch instead of cooking one 
from scratch. More efficient alternatives are 
abundantly available, so given that practitioners 
have limited time to teach complex adaptive 
behavior, instructional time should always be 
maximized.

Finally, a meaningful curriculum allows for 
balance between teaching high- and low-value 
skills, in terms of how much these skills matter to 
the individual learning them or how relevant they 
are in their everyday lives. A skill that is highly 
valued is more likely to be maintained over time, 
so should be prioritized in a meaningful curricu-
lum (Gerhardt et al., 2013). However, low-value 
skills might also be important if they promote 
engagement, safety, or enjoyment in an indirect 
way. For example, showering may be a low-value 
skill to an individual, but mastery of the skill may 
lead to decreased body odor/increased neat 
appearance, which may help promote engage-
ment in social situations or the ability to get and 
retain a job (which both may be of high value).

 What to Teach: Socially Significant 
Goal Selection

While the procedures used are important, 
“Despite how evidence-based your interventions 
are, teaching inconsequential skills well is really 
no better than teaching essential skills poorly. 
What we teach needs to be as important as how 
we teach” (Gerhardt, 2008, p. #, emphasis added). 
Critical skills may be defined as the most impact-
ful intervention targets and generally meet the 
following criteria: (a) once acquired, they enable 
the individual to complete a variety of relevant 
tasks independently and engage in desired activi-
ties, (b) they are used with sufficient frequency to 
remain in the repertoire once they are acquired, 

and (c) they can be acquired in a reasonable 
amount of time (Gerhardt & Rodriguez, 2018). 
McGreevy et  al. (2014) outlined what they 
referred to as “The Essential Eight” (p. 2) which 
are prime examples of critical skills; these 
included making requests, waiting, accepting 
removals, completing required tasks, accepting 
“no,” following directions, completing daily liv-
ing skills related to health and safety, and tolerat-
ing situations related to health and safety. Another 
critical skill related to safety is the ability to say 
“No” in the context of an inappropriate request 
being made (Gerhardt & Rodriguez, 2018).

Critical skills can be identified by their con-
gruence with what is known as the Criterion of 
Ultimate Functioning (Brown et al., 1976), which 
is essentially any skill that if the individual does 
not learn to do for themselves, someone will have 
to do it for them. Decision-making when choos-
ing which skills to target for an individual on the 
spectrum should always be done with this crite-
rion in mind. Ideally, a meaningful curriculum 
will begin targeting critical skills at a young age 
and increase in complexity across the lifespan. 
For example, if a terminal goal is to engage in the 
critical skill of dressing, this would entail closing 
the door for privacy, independently selecting 
clothing that is appropriate and preferred, putting 
on that clothing, and checking their appearance 
to confirm they look presentable before leaving. 
Building up to this skill, individuals as young as 
preschool or elementary age can begin working 
on tolerating wearing different types of clothing, 
work on zippering, snapping, buttoning, orient-
ing clothing, or putting on various types of cloth-
ing. Upon getting to middle school age, they 
could begin selecting weather-appropriate cloth-
ing, getting dressed with absent supervision from 
others, doing components of their laundry, or put-
ting clothing away. Upon reaching transition age, 
the individual may begin working on shopping 
for their own clothing and independently recog-
nizing when their clothes are dirty and need to be 
changed (Gerhardt & Rodriguez, 2018). Of 
course, as previously stated, a meaningful cur-
riculum is highly individualized, and these are 
only brief examples. However, practitioners 
should consider creating long-term goals and 
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 setting short-term objectives across various 
stages of the lifespan to ensure that programming 
is setting the individual up for meaningful out-
comes (Bannerman et  al., 1990; LaRue et  al., 
2016).

Choosing the right skills to teach in order to 
best promote more positive outcomes in adult-
hood is crucial, and such decisions should always 
be made with regard to social validity. Social 
validity, which is defined within the field of ABA 
as being “judged by someone as having value to 
society” (Wolf, 1978, p.  11), needs to be inte-
grated into the goals we write, the procedures we 
use, and the degree of impact our treatments have 
(Wolf, 1978). Ensuring social validity requires 
that we seek the input of the individual whenever 
possible, the family, and society at large. When 
identifying which skills to target, practitioners 
are encouraged to take many social validity con-
siderations into account before making any final 
decisions. For example, Bahry and Gerhardt 
(2021) identified 20 questions to ask when iden-
tifying meaningful goals; these questions span 
seven instructional considerations, including 
functionality and independence, long-term con-
siderations, level of risk, enjoyment/community 
access, practical considerations, social consider-
ations, and family/team considerations. Questions 
such as these can be asked as a self-assessment 
tool by the practitioner writing the goals or as 
part of larger conversation with a team including 
other practitioners and family members when 
discussing goal selection. Such questions are also 
encouraged to be asked by the individual them-
selves as a self-advocate in contributing to what 
their curriculum entails.

 Intersection of the Individual

A central feature of a meaningful goal or objec-
tive is that it presents as meaningful to the person 
for whom it was written. In other words, mean-
ingful goals require a significantly greater degree 
of individualization than do non-meaningful 
goals. This individualization requires a continual 
assessment of the intersection of the person with 
their environment along with their preferences, 

dislikes, and personal idiosyncrasies. For exam-
ple, a goal for a person to respond with their loca-
tion to a text sent to their smartphone by a known 
sender has value as a safety goal but, initially, 
may have limited meaningfulness. But, if we 
know that a student loves chocolate cake, begin-
ning instruction by sending them texts telling 
them where to find a piece of chocolate cake will 
begin to make the goal more meaningful. Once 
they consistently respond to those texts, non- 
cake- related texts would be systematically intro-
duced shifting from a fixed ratio (FR) 1 schedule 
of reinforcement (meaning reinforcement is pro-
vided on a fixed ratio of one, so after every cor-
rect response) to an intermittent schedule (Cooper 
et al., 2020; Ferster & Skinner, 1957). Ultimately, 
text requests to “tell me where you are” are con-
sistently responded to by the student, as the over-
all skill is meaningful. Note that in this scenario, 
the student is not presented with a piece of cake 
as a potential reinforcer for responding to the text 
alarm. Instead, the text alarm works to signal the 
availability of reinforcement contingent on com-
pleting the text direction.

Admittedly, that is a fairly simple example of 
how intersectionality can be used to make goals 
meaningful. In many cases, particularly with 
adolescents and adults, the relevant “intersec-
tions” may be significantly complex. For exam-
ple, sticking with the chocolate cake example, it 
may still be preferred, but it may only be a highly 
preferred stimulus if (a) mom made the cake, (b) 
it is eaten with a glass of milk, (c) it is eaten while 
watching music videos, and (d) it is eaten in the 
afternoon before going home. The intersection of 
the individual may be difficult to identify, but by 
initially isolating potential intersections and col-
lecting data alone and in combination, the chal-
lenge is not insurmountable.

 Commercially Available Assessments 
and Curricula: Guides, Not Roadmaps

There are numerous commercially available 
assessments and curricula that specifically aim to 
increase adaptive behavior skills that are impor-
tant to daily life. Some of these available tools 
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include only an assessment component and allow 
the user to assess a finite number of skills for 
their presence in the repertoire of the individual. 
The Assessment of Functional Living Skills 
(AFLS; Partington & Mueller, 2016) and the 
Community-Based Skills Assessment (CSA; 
Autism Speaks, 2014) are good examples of this 
type of assessment. Other tools contain both an 
assessment of a set number of functional skills 
and suggested methods by which to teach these 
skills such as lesson plans, task analyses, or a 
guided order in which skills should be priori-
tized. Some of these include the Functional 
Independent Skills Handbook (FISH; Killion, 
2003), the Eden Autism Assessment and 
Curriculum School Series (Holmes et al., 1990), 
or Essential for Living: A Communication, 
Behavior, and Functional Skills Curriculum, 
Assessment and Professional Practitioner’s 
Handbook (EFL; McGreevy et al., 2014).

These tools are beneficial for a number of rea-
sons. Assessments allow the practitioner to deter-
mine a baseline level of a set number of skills and 
use that as a point to measure progress over a 
treatment period. This is generally necessary, and 
various funding sources may require a skills 
assessment during a certain time frame (e.g., 
annually, bi-annually) in order to demonstrate 
that the treatment being provided is effective. 
These tools may also be useful in generating 
ideas for meaningful goals; the inclusion of a cer-
tain skill within a tool may spark an idea for a 
target that may be very useful to an individual’s 
life that they may not have thought of otherwise. 
Additionally, methods of teaching included in 
these tools may be helpful in deciding how a 
practitioner may teach the skill to the individual 
they are serving. While these tools can be very 
useful, simply because a skill is included on the 
assessment’s desirable skills may falsely lead 
practitioners to assume that all skills included are 
necessary for all individuals. However, it is 
important to again remember that what is mean-
ingful for some is not meaningful for all. A truly 
meaningful program is highly individualized. A 
practitioner should therefore not choose a skill to 
target simply because of its presence within a 
functional skills assessment or curriculum but 

should instead use clinical judgment to make 
these decisions on a case-by-case basis (Leaf 
et al., 2016).

To this end, there are also tools available that 
do not contain assessment components that sur-
vey for the presence or absence of specific skills, 
but instead provide guidance in how to create a 
meaningful curriculum for an individual, stress-
ing the importance of individualization. Good 
examples of this include, but are not limited to, 
The Syracuse Community-Referenced Curriculum 
Guide for Students with Moderate and Severe 
Disabilities (Ford et al., 2005) and the Functional 
Curriculum for Elementary and Secondary 
Students with Special Needs (fourth Edition) 
(Wehman & Kregel, 2019). These curricula con-
tain components such as decision-making tools 
to guide individualized goal selection, guidance 
on objective writing, scope and sequence charts 
to guide progressive goal writing over time, guid-
ance on logistics of goal selection (e.g., when, 
where, with whom goals will be targeted), home- 
school collaboration strategies, decision points 
for departing from the general curriculum, as 
well as how to embed adaptive behavior targets 
into the general curriculum, amongst other idio-
syncratic features. Again, the emphasis of such 
curricula is on the individual, and the purpose is 
to guide the practitioner to develop programming 
that is tailored to that specific individual. Such 
tools, coupled with social validity measures pre-
viously discussed, would appear to be particu-
larly useful when developing a meaningful 
curriculum.

 Respectful Intervention

“The more functional skills individuals with dis-
abilities have in their repertoires, the more they 
can do for themselves, the more privacy, choice 
and dignity they have and the fewer social, emo-
tional, financially and other pressures they place 
upon others” (Brown et al., 1979, p. 4). Meaningful 
curriculum, therefore, lends itself to respectful 
intervention. Integrating respect into program-
ming involves ensuring that individual rights are 
not violated. These rights include those that allow 
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for a preferred quality of life and, yes, happiness. 
This is of particular importance, given that indi-
viduals with ASD routinely report lower quality 
of life than same age, typically developing indi-
viduals (Ayres et al., 2018). Targeting goals that 
matter to the individual and that will play an inte-
gral role in their lives as adults promote the poten-
tial for improved quality of life. Additionally, 
much of the outcome data reported at the start of 
this chapter refer to quality-of-life indicators (e.g., 
social relationships, employment, integration into 
the community). Techniques rooted in ABA have 
demonstrated the ability to operationally define 
and systematically increase indices of happiness 
even in individuals with profound multiple dis-
abilities with limited to no communication abili-
ties (Dillon & Carr, 2007; Green et  al., 1997; 
Green & Reid, 1996; Ivancic et al., 1997; Lancioni 
et al., 2002). On both practical and professionally 
ethical bases, the fact that tools exist to help iden-
tify and promote the acquisition of behaviors 
associated with improved quality of life supports 
an argument in favor of meaningful curriculum 
and intervention.

Respectful intervention promotes dignity and 
personal liberties for those it serves, imposing the 
fewest restrictions necessary to maintain safety 
and facilitate the development of skills (Van 
Houten et al., 1988). Winett and Winkler (1972) 
warned against “a rigid preoccupation with order 
and control and where children are required to be 
still, to be silent, and to obey” (p. 499); this is of 
increased importance as individuals age along 
the lifespan. While individuals have a right to 
effective treatment targeting the skills necessary 
to live as independently as possible, this may 
require instruction and support in exercising 
these freedoms responsibly (Bannerman et  al., 
1990). Personal liberties such as the right to 
choose and refuse and to make decisions about 
their programming should be afforded to all indi-
viduals, starting at a young age and increasing as 
they get closer to adulthood. These decisions can 
start out simply, such as what they will have for 
snack or which task they will work on first, and 
increase in complexity such as choosing clothing 
to purchase or which job or volunteer opportuni-
ties they will sample.

Embedding the instruction in self- 
determination skills is an important component 
of respectful intervention, especially because 
these skills often do not develop naturally indi-
viduals with disabilities (Stancliffe et al., 2000; 
Wehmeyer et al., 1996). As Wehmeyer and Abery 
(2013) stated, “Self-determined people are, in 
essence, actors in their own lives, rather than 
being acted upon” (p.  399). Such individuals 
make their own decisions, set their own goals, 
and create plans to meet these goals (Martin 
et al., 2019). This critical skill has been shown to 
improve the likelihood of meaningful outcomes 
in adulthood, specifically in the areas of employ-
ment, postsecondary education, and independent 
living (Field et al., 1998; Lachapelle et al., 2005; 
Powers et  al., 2012; Wehmeyer & Schwartz, 
1997). Self-determined behavior, including 
choice making, has also been identified as a core 
dimension of quality of life (Shalock & Verdugo, 
2012; Wehmeyer & Abery, 2013). Happiness 
and, therefore, quality of life are often improved 
by simply stating what one wants and having that 
request honored; those able to make choices 
therefore have the ability to gain access to what 
they want and avoid what they do not want (Green 
& Reid, 1996). As such, those with well- 
established verbal repertoires may be at an advan-
tage to those unable to communicate preferences 
(either vocally or by way of augmentative or 
alternative communication modalities). 
Meaningful curricula should therefore prioritize 
teaching these skills and, in the meantime, assess 
various indices of happiness (e.g., smiling, laugh-
ing, yelling while smiling) as well as unhappi-
ness (e.g., frowning, crying, yelling without 
smiling) to determine and honor preferences 
(Dillon & Carr, 2007; Green & Reid, 1996).

For adults with autism, practitioners need to 
ensure that the language and behavior used dur-
ing intervention promote dignity. How practitio-
ners speak to, and about, the individual is central 
to this process. Minimally, this could involve 
using language that the individual and/or their 
family prefers (e.g., person-first vs. diagnosis- 
first language), refraining from speaking about 
the individual in front of them, avoiding poten-
tially pejorative language such as “low- 
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functioning,” and speaking about people in a 
normative way (e.g., using respectful language 
like Ms./Mr. if it is customary in a given context; 
Reid et al., 2017). Behaving in a way that reflects 
dignity may involve traveling in a manner that 
does not suggest superiority (e.g., walking next 
to opposed to in front of the individual, intermix-
ing staff and individuals with disabilities’ seating 
in a van), avoiding segregating individuals with 
disabilities from the staff who are supporting 
them in the community (e.g., staff at one table, 
individuals with disabilities at another), and sup-
porting a dignified appearance such that it would 
not reflect poorly on that individual (e.g., cloth-
ing that is dirty, private body parts exposed acci-
dentally; Reid et al., 2017).

Similarly, individuals on the spectrum are 
entitled to the dignity of risk. Appropriate and 
reasonable risk-taking can, and should be, incor-
porated into a meaningful curriculum (Perske, 
1972). For example, an individual will never be 
able to acquire the skills necessary to indepen-
dently navigate throughout the mall if that oppor-
tunity is never provided to them under the guise 
of personal safety. Similarly, not providing 
instruction in the benefits of cooking healthy 
meals because the support staff are afraid that 
they might burn their hand fails to reference the 
frequency with which typical peers burn them-
selves during cooking.

Withholding access to risk is a way of infan-
tilizing individuals. As clients grow older and 
enter adulthood, practitioners need to include 
instruction in the competencies associated with 
managing the dignity of risk to whatever extent 
possible while minimizing the possibility of harm 
or trauma. Clinical judgment, including an in- 
depth understanding of the individual’s learning 
history, family concerns and preferences, and indi-
vidual preferences, should be used to guide these 
decisions, with input from all team members.

 Safety Skills

There are unintended consequences with a more 
paternalistic versus egalitarian model of support-
ing adults with disabilities. As previously stated, 

in the name of safety, caretakers including direct 
support staff, funding agencies, and guardians 
often protect the individual on the autism spec-
trum beyond the point of mitigating risk to nearly 
eliminating the possibility of risk altogether. The 
notion that individuals on the autism spectrum 
require close support, high levels of skill mastery, 
and demonstration of generalization across sev-
eral, often arbitrary, environments before being 
allowed to venture out in the real world may con-
stitute a barrier to respectful intervention. This 
may place restrictions on basic human rights, 
which includes the right to reasonable risk. 
Encountering risk through appropriate assess-
ment is not only a human right but also a useful 
tool in intervention planning (Perske, 1972).

Ensuring the right to reasonable risk is 
afforded within a meaningful curriculum and 
often begins with allowing exposure. An individ-
ual cannot be expected to respond safely under 
novel conditions; however, lack of exposure 
should not be an excuse to prevent the individual 
from accessing those conditions. For example, 
we cannot assume every individual on the autism 
spectrum would be unsafe using a knife; there-
fore, preventing knife use based on merely a 
diagnosis is incredibly restrictive with a weak 
and inappropriate rationale. Allowing unre-
stricted access to many potentially dangerous 
items is not suggested either. Assessment and 
teaching of the desired skill in some form are 
necessary (of course, while always ultimately 
ensuring safety).

In addition to promoting dignity, reasonable 
risk supports error-based learning, which is an 
approach to teaching in which the learner has the 
opportunity to attempt the response, and in the 
event of an error, the practitioner immediately 
corrects that error (Ownsworth et  al., 2013). 
Error-based learning can aid in generalization for 
acquired skills (Ownsworth et al., 2013) and is a 
fundamental way in which motor skills are 
acquired (Seidler et  al., 2013). For example, 
drinking from a cup that is too full may result in 
the error of spilling that drink, but it is a valuable 
way to learn to adjust that behavior the next time 
a full cup is encountered. Error-based learning is 
in contrast to errorless learning, wherein the 
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learner is provided opportunities to engage in cor-
rect responding with scaffolding so that they are 
highly unlikely to make an error (Cooper et  al., 
2020; Ownsworth et  al., 2013). While there are 
notable outcomes resulting from errorless learn-
ing, criticism of the approach includes the lack of 
generalization of learned skills (Ownsworth et al., 
2013, 2017). As such, practitioners should con-
sider the use of error-based learning as an optional 
approach to teaching safety skills within a mean-
ingful curriculum, as always, using clinical judg-
ment to make such decisions.

If the individual is allowed to explore the con-
tingencies of the environment, they may acquire 
valuable skills that cannot be taught in a class-
room. In situ experiences where safety skills are 
required can allow the individual to access natu-
ral contingencies of reinforcement and punish-
ment and promote generalization. Dixon et  al. 
(2010) conducted a literature review and found 
that most training methods for teaching safety 
skills to individuals with developmental disabili-
ties incorporated in situ procedures. However, 
not all teaching and learning environments are 
conducive to in situ training for every safety skill, 
so it may be important to mimic key attributes of 
the natural environment in order to increase 
acquisition of the skill with much less risk. This 
is exemplified in the work of Khan et al. (2021) 
teaching road safety to children using virtual 
reality and gamification. As the individual makes 
reasonable progress, safeguards can be strategi-
cally removed so that the individual can access 
the natural context for the skill increasingly inde-
pendently. With all safety skill instruction, there 
may be a need for supervision to control for any 
significant safety errors. In all cases, the balance 
between safety and dignity is critical.

While some safety concerns will naturally 
resolve due to the changing physical characteris-
tics of an aging individual (e.g., a person who 
does not meet the height requirement for an 
amusement park ride may reach a safe height to 
ride the following year), in general, safety skills 
should be taught as early as possible. This is 
especially important given the creativity often 
required to teach these skills and the need to stra-
tegically plan for their maintenance and general-

ization. Additionally, safety skills should be 
taught at a young age due to the previously men-
tioned lack of supports and services available in 
adulthood.

 Identifying Safety Goals

Behavior analytic literature provides support for 
the identification and training of important safety 
skills such as poison prevention, abduction pre-
vention, and firearm safety (Johnson et al., 2005; 
Miltenberger, 2008; Morosohk & Miltenberger, 
2021; Petit-Frere & Miltenberger, 2021). Thus, 
safety skills can and should be targeted as part of 
a truly meaningful curriculum. In identifying 
safety goals, it is recommended to first consider 
the safety skills the individual currently exhibits 
and under what conditions. Decision-making 
regarding selection of safety skills goals should 
be made with consideration given to both the 
probability of the individual needing the skill and 
the level of risk to the individual if the skill is not 
in the repertoire. Safety skills that are high prob-
ability and high risk should be addressed with 
urgency, while low-probability, low-risk skills 
may be less of a priority. For example, pedestrian 
safety is likely to be a very important skill in 
urban areas with many crosswalks and sidewalks 
(i.e., high probability), whereas it may be less rel-
evant in rural areas with less traffic flow (i.e., low 
probability). In order to determine which safety 
skills to target for intervention, the practitioner 
should gather information about the environ-
ments the individual frequently contacts or is 
likely to contact in the future. Assessments and 
curricula can serve as a guide for selecting skills; 
however, these skills should be relevant to the 
goals, common environments, and current sup-
ports in place specifically for the individual.

Generally, safety skills are targeted in either a 
reactive or proactive manner. For example, 
 targeting safe street crossing after an individual 
attempts to cross the street when the “Don’t 
Walk” sign is lit would constitute a reactive inter-
vention. The same skill targeted proactively 
could include instruction in recognizing and dif-
ferentially responding to “Walk/Don’t Walk” 
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signs before approaching an actual intersection. 
Neither way is intrinsically better than the other, 
and it can often be difficult to predict which 
safety skills are necessary as a function of the 
context in which the skill is needed. However, not 
targeting either strategy should be considered 
unacceptable; the inclusion of such skills is a cru-
cial component of a meaningful curriculum.

As previously mentioned, social validity must 
be taken into account at all stages of meaningful 
curriculum development, including consideration 
of long-term outcomes. Targeting relevant safety 
skills is often necessary to achieve these outcomes. 
For example, if it is determined that the individual 
enjoys cooking meals and would like to cook for 
other people, a job description of a chef, identify-
ing the prerequisite skills for culinary classes or 
speaking with someone who already works in the 
field may be helpful in identifying meaningful 
goals. It may also be helpful to explore multiple 
avenues for this interest; in addition to becoming a 
chef, an individual who enjoys cooking for others 
could become a caretaker, volunteer for a meal 
program, and/or prepare meals for friends and 
family. Each of these long-term goals will require 
multiple safety skills to be targeted for acquisition, 
with some being more important depending on the 
intended outcome and future responsibilities. It is 
helpful to work backward from the long-term goal 
and ask the question, “What is preventing the indi-
vidual from doing this now?” The answer to this 
question will dictate the ways in which safety con-
cerns are addressed.

 Addressing Safety Concerns

Regarding safety concerns resulting from physi-
cal limitations, collaboration with other disci-
plines is critical to the success of the individual. 
For example, a person with a physical limitation 
involving the use of their legs may have difficulty 
accessing a building where stairs pose both a bar-
rier to the individual and a safety concern to their 
support team. By seeking consultation from an 
appropriate specialist, the individual could work 
to develop the strength and skills necessary to 
climb the stairs, use assistive technology to climb 

the stairs, or access accommodations or alterna-
tives for entering the building. For a person with 
difficulty using a knife due to decreased mobility 
in their hands, there may be some safety concerns 
regarding the safe preparation of their meals. 
Seeking consultation could help to increase 
mobility in their hands, make modifications to 
the conditions under which knives are used (e.g., 
knives are used for slicing medium and large 
food items that are flat but are not used for dic-
ing), and/or use alternative devices to accomplish 
the same task (e.g., using a kitchen appliance to 
chop or dice vegetables instead of a knife).

 Additional Considerations

Safety skills are not only about physical preserva-
tion of the individual. Safety skills also encompass 
avoiding financial and/or sexual exploitation as 
well as knowledge of state and federal laws and 
human rights. Financial safety skills that may 
guard against financial exploitation (to the extent 
possible) may include using a credit card, handling 
money, as well as being able to sign one’s own 
name, recognize their signature, and differentiate 
when to sign a document. The process of receiving 
a document, reviewing the document for under-
standing, seeking clarification and/or consultation 
from a trusted advisor if necessary, and then sign-
ing the document may be a manageable and attain-
able skill when task analyzed. Another important 
safety skill in the prevention of abuse and exploita-
tion is personal/physical resistance, often called 
noncompliance. Reinforcing “over-compliance” 
can put individuals with different disability labels 
at significantly increased risk for abuse and exploi-
tation (Muccigrosso, 1991). Teaching and honor-
ing consent, assent, and resistance are necessary 
safety skills for all individuals.

 Meaningful Intervention 
and Challenging Behavior

A high prevalence of challenging behavior exists 
within the ASD population, specifically with 
such dangerous behavior as self-injury and 
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aggression. Often these behaviors develop as a 
result of skill deficits in other areas, such as com-
munication. In a large population-based sample 
in the United States, self-injurious behavior (SIB) 
was reported to occur in more than 30% of chil-
dren with ASD (Soke et al., 2016). Another large 
sample study found aggression to be reported in 
approximately one in four individuals with ASD, 
with a significant association found between 
aggression and overall cognitive level (IQ; Hill 
et al., 2014). The display of challenging behavior 
can, and often does, restrict the activity of adoles-
cents and adults on the spectrum. Community- 
based instruction (CBI) often gets put on hold, as 
do job training opportunities because of the pres-
ence of challenging behavior. As such, a mean-
ingful curriculum should adequately address 
these challenges in order to allow for increased 
skills in other important areas.

Despite having over 60 years of behavior ana-
lytic research focusing on the assessment and 
intervention of challenging behavior (Ala’i- 
Rosales et  al., 2018), the vast majority of this 
research has been conducted in well-controlled 
environments with little attention paid to general-
ization and long-term maintenance. Part of the 
problem is that research-based approaches to 
autism in less controlled environments are not 
accepted as a worthy endeavor within the general 
research community. The complexity of autism 
beyond the clinic or classroom (i.e., the real 
world) does not lend itself well to constrained 
laboratory investigation. However, research 
attempting to address this complexity outside the 
laboratory is often viewed as being of poorer 
quality and often not published (Singh & 
Elsabbagh, 2014). This means, unfortunately, 
that the research base for assessment and inter-
vention in less well-controlled environments 
such as the individual’s home or in the commu-
nity is lacking.

Further complicating the issue is that there 
seems to be no agreed upon definition of “in the 
community.” In much of the research on func-
tional behavior assessment (e.g., Dunlap & Kern, 
2018), the phrase in the community refers to 
intervention in the classroom, as opposed to in 
the clinic or other research setting. As such, there 

exists a significant gap in our understanding as to 
how to best determine the function of a behavior 
in less structured environments (e.g., in the com-
munity, meaning parks, grocery stores, movie 
theaters). Research conducted in such real-world 
environments are needed in order to progress our 
understanding and ability to intervene effectively 
in these contexts.

None of this, however, should be understood 
as being outside the scope of practice of a knowl-
edgeable and skilled behavior analyst. To the 
contrary, behavior analysis is the only science, 
and practice, with the potential to effectively and 
efficiently address this challenge. So, with regard 
to meaningful intervention with challenging 
behaviors displayed by adolescents and adults 
with ASD, a few suggestions/recommendations 
are offered. Meaningful intervention with chal-
lenging behavior:

 1. Requires that the observed behavior change 
results in positive changes to the individual’s 
life. Reductions in the frequency of aggres-
sion that does not increase community access 
or employment opportunities, while impor-
tant, may not constitute meaningful behavior 
change.

 2. Should, ideally, result in a set of skills that 
enable the individual to manage their own 
behavior. This includes, but is not limited to, 
antecedent strategies such as behavioral relax-
ation/self-calming, functional communication 
competencies, context-appropriate refusal 
skills, the ability to accept delayed reinforce-
ment, curricular modifications congruent with 
the individual’s preferences, and environmen-
tal modifications that support greater access to 
positive reinforcement.

 3. Targets only those behaviors that are docu-
mented to have a negative impact on the indi-
vidual’s quality of life. All of us engage in 
stereotypic behavior. The difference lies in 
our understanding of the social contingencies 
that govern behavior and our ability to then 
learn to differentiate between the conditions 
when we can and cannot engage in stereotypy. 
Any stereotypy intervention, therefore, should 
be instructional in nature.
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 4. Acknowledges each individual’s right to be 
angry, irritated, or annoyed. It is only a prob-
lem when anger, irritation, or annoyance pres-
ents as aggression or self-injury. What 
happens before that, however, is potentially 
reinforceable as behaviors that are, often, low 
effort and, potentially, incompatible with the 
display of aggression or self-injury.

Meaningful intervention with challenging 
behavior is, like meaningful intervention in gen-
eral, highly individualized and focused on sus-
tainable behavior change in the absence of paid 
support. While this may present even the most 
skilled behavior analyst with a significant chal-
lenge, not doing so presents the individual in 
question, with a challenge of greater significance, 
that is, how to attain a positive quality of life in 
adulthood.

 Future Planning

Long-term planning can be overwhelming and 
confusing. It is difficult to prioritize goals and 
challenging to conceptualize big picture goals as 
manageable skills that can be successfully taught. 
Adulthood is difficult and complicated, and the 
skills required to be successful as an adult often 
include multiple components; any one skill may 
include social skills, multitasking, communica-
tion, and self-help. Additionally, many skills are 
context-dependent; they require certain behav-
iors in some settings, but different behaviors in 
others. Fortunately, there are some strategies to 
implement in long-term planning that help make 
these easier.

 Plan Ahead

Skills that are complicated and variable do not 
necessarily take longer to learn than those that 
are simple and straightforward. Skills that are 
simple (e.g., putting on a shirt, microwaving a 
bag of popcorn, checking your email) are usually 
similarly implemented in a variety of settings, 
and fairly straightforward to teach. The good 

news is that bigger, complex skills (e.g., getting 
ready to leave the house in the morning, making 
your own meals, applying for a job) are really 
just made up of several of these smaller skills. 
Getting ready to leave the house in the morning 
includes the skill of putting on a shirt indepen-
dently, microwaving a bag of popcorn for a snack 
is a steppingstone to microwaving a frozen din-
ner for a meal, and checking your email is a com-
ponent of completing an online job application. 
This makes it important to consider whether the 
short-term goals that are being taught to the indi-
vidual are going to contribute to the acquisition 
of a longer-term goal. If this path is not readily 
apparent, it may mean that further consideration 
of the utility of that short-term goal is required. A 
more proactive approach is to work backward. 
Consider the best outcome for the individual. 
Once that has been decided, look at what goals 
will help the individual achieve those outcomes, 
and then further break those goals into compo-
nent skills. Continuing to break skills down into 
smaller components will eventually bring you to 
a starting point. That starting point is a meaning-
ful goal.

In further consideration of planning ahead, 
this process should begin early in the individual’s 
life. It is unclear exactly what the ideal point to 
begin planning meaningful goals is, but it is 
likely much earlier than most people think. While 
many jurisdictions have legislation that outlines 
when it needs to begin in school, some experts 
argue that transitioning planning should begin as 
young as preschool (Gerhardt & Rodriguez, 
2018). In some cases, a consideration of where 
the skill being taught would fit into a bigger goal 
is a good way to do this.

Using data from the National Longitudinal 
Transition Study 2 (NLTS-2), Shogren and 
Plotner (2012) found that the average age that 
transition planning began in schools for students 
with autism was 14.4  years. Additionally, 
Shogren and Plotner found that the goal “maxi-
mize functional independence” (p.  19) was 
found to be cited in the goals of 57.9% of stu-
dents with ASD.  For 57.1% of students with 
ASD, a goal of “enhance social/interpersonal 
relationships and satisfaction” (Shogren & 
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Plotner, 2012, p. 19) was included in their plans, 
and only 22.9% had a goal of attend a 2- or 
4-year college. Unfortunately, one third of stu-
dents had an Individualized Education Plan 
(IEP) that did not link the course of study for the 
student with their transition goals. Given that 
meaningful life goals are time- consuming and 
difficult to attain, it is imperative that all educa-
tional and teaching opportunities are maximized 
by effectively planning ahead.

 Person-Centered

As stated earlier in this chapter, integral to suc-
cessful future planning is the inclusion of the per-
son whose life is being planned. Person-centered 
planning includes the person’s opinion of the life 
they see as meaningful based on their individual 
strengths, abilities, aspirations, and preferences 
(Collings et  al., 2019). It has been found that 
person- centered planning can result in positive 
outcomes for people with various disabilities 
(Robertson et  al., 2007) and, thus, should be 
included in long-term planning. Since the active 
engagement of the individual in person-centered 
planning generally requires having the ability to 
make and communicate decisions (Grove & 
McIntosh, 2005), it is important to target those 
skills early in an individual’s life and to provide 
many opportunities to practice. Even then, how-
ever, alternative methods of determining a stu-
dent’s likes, dislikes, and plans for the future will 
need to somehow be included.

 Flexibility

The last pillar to long-term planning is flexibility. 
Long-term plans change. It is estimated that 
young employed individuals (i.e., ages 
18–24 years) change jobs an average of 5.7 times 
in the early stages of their career (US Department 
of Labor Bureau of Labor Statistics, 2019). 
According to the Centers for Disease Control and 
Prevention (CDC), as of 2020, the divorce rate in 
the United States was almost 50% (CDC, 2021). 
This means that for a very large proportion of the 

population, at some point in life, long-term plans 
changed. People’s interests change, they are 
exposed to new experiences, they meet new peo-
ple, and so on. While it is important to begin 
long-term planning early, it is also important to 
remember that those plans may need some adjust-
ing over time.

 Generalization and Maintenance

The last phase in planning meaningful goals and 
creating a functional intervention is ensuring 
generalization and maintenance of the skills 
taught. Generalization occurs when “a broad 
range of stimuli ‘set the occasion for’ or evoke a 
particular behavior” (Mayer et al., 2012, p. 416). 
This means that a variety of stimuli need to evoke 
the same response. Consider the example of an 
individual returning a greeting from another per-
son. The goal is that the individual is able to 
respond “hi” when a friend says “hi,” but also 
when the friend says, “hey,” “what’s up,” “hi 
there,” “hello,” and so on. A similar type of gen-
eralization occurs as response generalization, in 
which case the goal is that in response to a friend 
saying “hi,” the individual can respond with 
“hey,” “hi,” “what’s up,” “hello,” etc. Both types 
of generalization are integral to learning. With all 
the time and effort that can go into teaching 
meaningful goals, the utility of these goals is 
severely limited if they cannot be applied to a 
broad range of stimuli or responses.

In a pivotal article in 1977, Stokes and Baer 
outlined strategies to promote generalization. 
Until this point, generalization was considered to 
be a largely passive process, one that just hap-
pened after a skill was taught. Stokes and Baer 
outlined nine strategies for generalization that 
could be utilized including:

 1. Train and hope: Do nothing beyond regular 
teaching to promote generalization. This strat-
egy does not often result in practical general-
ization (e.g., teach the skill of ordering food in 
a fast-food restaurant and then go to new fast- 
food restaurants and hope to see demonstra-
tion of the skill there too).
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 2. Sequential modification: Teach a specific 
behavior and then assess for generalization. If 
it does not occur, then teach for generalization 
(e.g., teach the skill of ordering food in a fast- 
food restaurant and then go to new fast-food 
restaurants and hope to see demonstration of 
the skill there too. If generalization is not 
seen, then program for the skill in the new 
fast-food location).

 3. Introduce to natural maintaining contingen-
cies: Teach the skill to be maintained by using 
the items that will occur in the natural envi-
ronment as reinforcement as opposed to artifi-
cial reinforcers (e.g., ordering a treat at a 
fast-food restaurant as the reinforcer while 
teaching the skill).

 4. Train sufficient exemplars: Use a variety of 
stimuli in initial teaching (e.g., teach ordering 
in a variety of fast-food restaurants at the 
same time).

 5. Train loosely: Use loose stimulus control in 
initial teaching (e.g., teach to order food in 
variable order, using different methods of 
payment, etc.).

 6. Use indiscriminable contingencies: Use inter-
mittent schedules of reinforcement through-
out teaching (e.g., sometimes ordering an ice 
cream after successful trials, sometimes not 
ordering an ice cream).

 7. Program common stimuli: Look for the com-
monalities across stimuli and teach those. 
(e.g., line up to order at the counter, wait for 
food at the other end of the counter).

 8. Mediate generalization: Establish a new 
response that is likely to be used in other set-
tings as well (e.g., waiting in line to order is 
likely to be used similarly in other fast-food 
restaurants, not just the one taught).

 9. Train to generalize: Instruct and reinforce 
instances of demonstrated generalization 
(e.g., in a new fast-food restaurant reinforcing 
recognizing where to line up).

Not every strategy will be feasible or effective 
in each situation, and the most effective method 
may be a combination of several strategies. When 
considering the complexity of teaching meaning-
ful skills, as well as the ever-challenging aspect 

of having enough time to teach everything that is 
needed, it is extremely important that generaliza-
tion be targeted appropriately and consistently.

The final factor to consider is maintenance of 
skill, which can be defined as “a lasting change in 
behavior” (Cooper et  al., 2020, p.  302). This 
seems to be an obvious concern; skills that do not 
maintain are no longer of use to the individual. In 
general, if a skill is programmed so that the dem-
onstration of the skill is maintained by contin-
gencies that are naturally reinforcing in the 
environment within which the skill will be used, 
it is likely that that skill will be well maintained 
(Kohler & Greenwood, 1986; Leaf & McEachin, 
1999). Fortunately, meaningful goals often 
include reinforcement that is likely to occur in 
the natural environment. Consider the acquisition 
of a second language. If an individual is taught 
the language in a contrived environment like a 
classroom and never has opportunity to use the 
language outside of that setting, it is likely that, 
over time, their fluency and accuracy when using 
language will worsen. Compare that to a situation 
wherein the individual acquires a new language 
in an immersive community such as a community 
where that language is regularly spoken. The lack 
of opportunity to practice and be naturally rein-
forced for the use of that language contributes to 
poor maintenance of the skill. This is important 
in the selection of meaningful goals as discussed 
earlier in the chapter; choosing skills that the 
individual is likely to need often in their environ-
ment will help those skills be naturally main-
tained, and, as such, they are likely to be retained 
in the individual’s repertoire.

 Summary

Personal independence is, for all intents and pur-
poses, the degree of congruence between the 
skills an individual has acquired over time and 
those required to navigate the social, communi-
cation, safety, and mobility demands of the envi-
ronment in which they live, work, or play. Most 
typically developing individuals acquire a major-
ity of these skills through a combination of 
in  vivo modeling, shaping, chaining, trial and 
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error, generalization, and long-term maintenance 
(among others). Some more “specialized” skills 
(e.g., riding a bike, playing an instrument, doing 
the backstroke) may require a degree of formal-
ized instruction, particularly if the goal is for the 
skill to be displayed at a more proficient level 
than one’s peers. For people with autism, how-
ever, that naturalistic combination of processes in 
a naturalistic context is generally insufficient to 
acquire even basic skills.

Instruction in skills collectively referred to as 
adaptive behavior is associated with more posi-
tive outcomes in adulthood (Dell’Armo & Tassé, 
2018). Adaptive behavior, however, represents an 
incredibly complex and diverse collection of 
skills and behavioral competencies, the boundar-
ies of which are defined by the intersection of age 
in years and the physical, geographic, socio- 
cultural, economic, personal preferences, and 
health-related demands of the environment. This 
is at the core of meaningful curriculum and func-
tional intervention.

Various aspects of meaningful curriculum and 
functional intervention have been laid out in 
some detail earlier in the chapter. However, there 
is a meaningful curriculum “hack” that has not 
been discussed, and that is the use of the phrase 
“in order to.” When writing instructional goals as 
part of a school-based IEP, an insurance-funded 
treatment plan, or a Medicaid-funded adult pro-
gram, end the goal with “in order to…” and then 
complete the sentence.

For example, Bill is a fictional 13-year-old 
who lives in a rural community. Bill has coexist-
ing diagnoses of autism and an intellectual dis-
ability. An instructional goal for Bill may be “Bill 
will learn to independently ride a 2-wheeled 
bicycle for a minimum of 60-minutes.” Absent 
additional information, this would appear to be a 
very time-intensive instructional goal. However, 
if we add a completed “in order to,” we end up 
with, “Bill will learn to independently ride a 
2-wheeled bicycle for a minimum of 60-minutes 
in order to join his family on long bike rides and 
promote a healthy lifestyle as he ages.” This addi-
tion explains in plain language why this goal 
could be considered meaningful to Bill. On the 

other hand, if Bill had a goal such as “Bill will 
learn to balance his checkbook using the bank 
provided ledger and a calculator in order to…” In 
order to what? In order to do something in the 
most difficult way possible when using an app or 
downloading an account statement online would 
provide the same outcome much more quickly 
and easily. Perhaps more importantly, assume 
Bill masters the calculator goal, where does he go 
with that skill next? Does he report a negative 
balance to a parent? Does he advocate at the bank 
to correct their error? Or, maybe, he then trans-
fers money from one account to another to cover 
the deficit? In any case, the addition of “in order 
to” allows this helpful thought process to begin, 
the outcome of which may be to further refine 
goals to make them more meaningful. It is of 
course not suggested that this is a fool-proof 
method, neither should it be considered a substi-
tute to the recommendations provided earlier in 
this chapter. At best, “in order to” is simply a 
potentially useful goal hack that may be 
considered.

Effective intervention requires the merge of 
evidence-based intervention with individualized, 
meaningful curriculum applied in the context of 
the complexities in the lives of students and/or 
clients. While the concept of meaningful curricu-
lum has significant face validity (i.e., it makes 
sense), the research base in support of this 
approach can be described as limited. However, 
until that research is available, it is probably 
worth repeating that “teaching the wrong skills 
well is no better than teaching the right skills 
poorly.” As a field, we are proficient at evidence- 
based skills acquisition. Now we need to be pro-
ficient with targeting the right skills.Compliance 
with Ethical StandardsNo funding was received 
for this manuscript. There were no human par-
ticipants in this manuscript, and therefore we did 
not need to receive informed consent obtained 
from the parents of all individual participants 
included in the study. We were in accordance 
with ethical standards of the Institutional 
Research Committee and with 1964 Helsinki 
decoration and its later amendments or compara-
ble ethical standards.
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 Overview

Autism spectrum disorder (ASD) is a complex 
neurodevelopmental condition that includes per-
sistent deficits in social and communicative func-
tioning and patterns of behavior that are repetitive, 
circumscribed, and restricted in ways that can 
significantly undermine overall quality of life for 
individuals with ASD and their caregivers 
throughout the lifespan (American Psychiatric 
Association, 2013). Without access to highly 
individualized and effective supports, these core 
deficits inherent with a diagnosis of ASD can 
diminish the extent to which individuals with 
ASD ultimately achieve independence across a 
wide range of contexts (e.g., home, work, trans-
portation, leisure) in adulthood.

The term “adaptive behavior,” as it relates to 
people with disabilities, refers to a multidimen-
sional construct corresponding to the degree to 
which a person demonstrates the capacity to 
independently succeed within their environment 
(Tassé et al., 2012). Adaptive behavior is a central 
focus of many standardized norm-referenced 
evaluations used to assess the existence, extent, 

and nature of individual impairment and/or intel-
lectual/developmental disability. Forms of adap-
tive behavior can include a person’s ability to 
engage in a wide range of activities of daily liv-
ing (ADLs; e.g., cooking, personal hygiene, 
household chores), social and communication 
skills (receptive and expressive), and many other 
tasks, activities, and aptitudes considered essen-
tial behaviors for handling one’s own life 
(Freeman et  al., 1999; Kenworthy et  al., 2010; 
Chang et  al., 2013). Other forms of adaptive 
functioning commonly regarded as essential for 
living a meaningful adult life include maintain-
ing employment, managing time and money, and 
engaging in recreational/leisure activities (Bal 
et al., 2015; Cordier et al., 2017; Dawson et al., 
1998).

An individual’s overall level of adaptive func-
tioning is typically determined by evaluating the 
extent that a person performs a variety of ADLs 
across settings and contexts and is not based on 
that person’s expected and/or unrealized poten-
tial to engage in adaptive behavior. While it has 
been established that the presence or absence of 
adaptive behavior is generally correlated with 
cognitive ability among individuals with intellec-
tual disabilities (i.e., higher cognitive ability is 
often equated with higher levels of adaptive 
behavior), the connection between cognitive abil-
ity and adaptive functioning is often more com-
plicated for individuals with ASD (Farmer et al., 
2018). Specifically, individuals with ASD can 
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often have substantial gaps in the existence of a 
variety of adaptive skills even in cases when an 
individual demonstrates average or above aver-
age performance on evaluations of cognitive 
potential (Bal et al., 2015).

Over the past decade, several studies have 
documented the pervasive existence of poor out-
comes related to overall quality of life resulting 
from a lack of independent adaptive functioning 
among adults with ASD.  The National 
Longitudinal Transition Study (2012), which 
examined outcomes for middle school and high 
school students with ASD compared to youth 
with other disabilities, found that only 17% of 
school-age students with ASD could indepen-
dently manage activities of daily living compared 
to 47% of students in all other disability catego-
ries (Lipscomb et al., 2017). Similarly, Bal et al. 
(2015) conducted a multiyear longitudinal exam-
ination of the predictors, trajectories, and overall 
attainment of ADLs for individuals diagnosed 
with autism between the ages of 2 and 21 years. 
They found that many younger adults with ASD 
performed ADLs at a level approximately 
5–6 years behind their same-age typically devel-
oping peers.

Taheri et al. (2016) compared the social/rec-
reational engagement of three groups of chil-
dren, adolescents, and young adults aging 
3–19  years. They had three groups of partici-
pants: (a) ASD with intellectual disability (ID), 
(b) ID without ASD, and (c) peers without a 
developmental disability. Taheri et al. found that 
individuals with developmental disabilities (i.e., 
ASD with ID and ID without ASD groups) 
engaged in fewer social activities including 
social gatherings, participation on sports teams, 
and other communal activities as compared to 
their typically developing peers. The ASD with 
ID group engaged in the lowest number of social 
events and recreational activities. Additionally, 
they reported to have fewer friends than all the 
other participants in the study. These findings are 
important in highlighting that individuals with 
ASD often have gaps in adaptive functioning 
pertaining to leisure time activities in addition to 
other areas of daily living. Without access to 
effective evidence-based intervention targeting 

the development of adaptive skills, many indi-
viduals with ASD are at high risk for poor out-
comes throughout adulthood. This may result in 
an overreliance on family and caregivers to pro-
vide support for their daily living needs, which 
may undermine the quality of life for all involved 
(Howlin, 2000; Roux et al., 2015; Seltzer et al., 
2004).

The prioritization of specific adaptive behav-
iors for skill acquisition programming for adults 
with ASD can be challenging, given the poten-
tial for there to be substantial gaps across many 
domains of present adaptive functioning (e.g., 
self-care, communication, employment, leisure) 
as well as the wide range and variability of spe-
cific adaptive skills/behaviors within each 
domain. There are several factors that practitio-
ners can consider when identifying adaptive 
skills deficits to target for intervention and the 
order in which to target those skills. While many 
of these factors may be specific to the existing 
skill deficits, preferences, and support needs of 
an individual, practitioners should seek to eval-
uate the potential magnitude of benefit that 
results from the acquisition of a particular adap-
tive skill in achieving desirable outcomes for the 
client (i.e., practitioners should target skills that 
provide the “biggest bang for the buck”). The 
acquisition of certain adaptive skills can play a 
pivotal role in opening access to a variety of 
subsequent desirable opportunities and out-
comes. An example of pivotal adaptive skills 
could include learning to cook independently, 
which can increase access and consumption of 
healthy food and improve overall health, be a 
critical component of independent living, func-
tion as a potential job skill, and be a preferred 
leisure time activity. Another example is learn-
ing independent personal hygiene, which may 
increase the likelihood of opportunities for 
social engagement, employment, community 
inclusion, and improved physical health as well 
as eliminate the need for caregiver support. A 
final example is learning to use public transpor-
tation or Uber/Lyft, which can increase commu-
nity accessibility for employment and a variety 
of leisure activities such as shopping, dining, 
and fitness.
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 Leisure Skills as a Crucial 
Component of Adaptive 
Functioning

When designing assessments and interventions 
aimed at encouraging individuals with ASD to 
establish a solid repertoire of adaptive behavior, 
it is critical for skill acquisition programming to 
include a focus on the identification of, and expo-
sure to, preferred activities that an individual can 
reliably engage in during periods of leisure. 
Leisure time activities can include anything 
related to the way that a person chooses to spend 
their “free time” or periods of time where there is 
no required behavior (e.g., no one is telling you 
what you “have to do” or there is no school, 
work, chores). Leisure behavior can take many 
forms and can be derived from an almost unlim-
ited offering of interests (e.g., animals, outer 
space, Disney, trains, superheroes, history, archi-
tecture), hobbies (e.g., puzzles, scuba diving, 
playing an instrument, crafts, gardening, travel, 
painting), relaxation strategies (e.g., reading, tak-
ing a bath, listening to music, meditation, yoga), 
recreation (e.g., sports, dining, amusement parks, 
video games, dancing, ingestion of drugs and 
alcohol), exercise (e.g., running, weight lifting, 
swimming, splitting wood with an axe), and 
vocal/motor stereotypy (e.g., twiddling thumbs, 
humming, foot tapping, whistling, crossing and 
uncrossing legs). Leisure time behavior can be 
social or solitary, productive or unproductive, 
physically/cognitively rigorous or restful, healthy 
or unhealthy, exciting or passive. Furthermore, it 
can require a high degree of skill or be accessible 
to all regardless of prior experience. Finally, it 
can be dangerous/risky or without risk and in 
some cases can even transition to being a source 
of income.

Engagement in adaptive leisure time activities 
can have numerous benefits, including stress 
reduction (Bishop-Fitzpatrick et  al., 2018), 
increased inclusion and opportunities for social 
interaction (Buttimer & Tierney, 2005; Rao et al., 
2008), lower likelihood of challenging behavior 
(Bremer et al., 2016; Matson et al., 2010), and a 
greater overall quality of life (Rimmer et  al., 
2007). Participation in leisure activities can pro-

vide occasions to interact with others who share 
common interests and increase access to a variety 
of opportunities for social engagement. For 
example, reading can lead to joining a book club, 
or playing video games can lead to attending dif-
ferent conventions or tournaments providing 
opportunities for inclusion and social engage-
ment. Whatever the interest, hobby, or activity 
may be, having established adaptive leisure skills 
can increase the likelihood of finding opportuni-
ties to interact with a compatible group of like- 
minded individuals who share the same 
interests.

Current research suggests that participation in 
social and recreational activities has numerous 
psychological benefits, such as increased self- 
esteem when developing meaningful friendships 
(Rao et  al., 2008; Patterson & Pegg, 2009) and 
decreased social anxiety (Bellini, 2004; 
Bauminger & Kasari, 2000), and provides an 
escape from repetitive routines (Caldwell & 
Gilbert, 1990). Furthermore, studies found that 
engagement in leisure activities encourages 
inclusion into the community and decreases over-
all social isolation and poor physical and psycho-
logical health (Buttimer & Tierney, 2005; Eldeniz 
Cetin & Cay, 2020; Rimmer et al., 2007).

 Barriers to the Development 
of Adaptive Leisure Skills for Adults 
with ASD

While it has been widely established that the 
development of adaptive leisure skills can have 
numerous benefits resulting in a higher quality of 
life, current research indicates that many autistic 
adults do not participate in adaptive leisure activ-
ities to the same extent as their neurotypical peers 
(Stacey et al., 2019). Research also demonstrates 
that as individuals with ASD age into adoles-
cence, participation in physically active forms of 
recreation and leisure activities (e.g., exercise, 
sports) decreases and risk of obesity increases 
(McCoy et al., 2016; Sorenson & Zarrett, 2014). 
Adolescents with autism are about two times 
more likely to be obese than adolescents without 
developmental disabilities (Phillips et al., 2017). 
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Obesity as a condition by itself has been well 
established to lead to a range of significant health 
risks such as physical diseases (e.g., certain can-
cers, diabetes, hypertension, heart disease, 
stroke) and a variety of psychological health 
complications (da Luz et al., 2018).

There are several characteristics related to 
autism that can contribute to the lack of established 
adaptive leisure time behavior. These include defi-
cits in communication and social skills (Goldman 
et al., 2009), difficulty learning through imitation 
(Williams et al., 2004), a lack of motor develop-
ment/coordination (Hilton et al., 2012), restricted/
circumscribed interests (Turnbull & Turnbull, 
1985), and the existence of challenging behavior 
(Jones et al., 1990). In addition to the characteris-
tics of autism that may impede the acquisition of 
leisure skills, research also shows that individuals 
with ASD often have far fewer opportunities to 
engage in leisure activities as compared to their 
same-age peers beginning in early childhood and 
continuing into adulthood (Taheri et  al., 2016). 
Restrictions in access to opportunities to partici-
pate in adaptive leisure time activities that exist 
throughout childhood result in fewer occasions to 
learn and practice related skills, which can ulti-
mately produce a gradual widening of the gap in 
adaptive functioning between individuals with 
autism and their typically developing same-age 
peers, which persists throughout adulthood.

 Deficits in Communication and Social 
Skills

Communication deficits can create challenges for 
individuals with ASD who have difficulty under-
standing vocal and written instructions, have dif-
ficulty learning through imitation, and are unable 
to effectively express their needs and/or advocate 
for alternate options for communication 
(Goldman et  al., 2009; Williams et  al., 2004). 
These deficits, which are common among people 
with ASD, result in a greater propensity toward 
sedentary activities (e.g., watching television or 
movies, playing video games) as compared to 
their typically developing peers (Chonchaiya 
et al., 2011; Must et al., 2015). In particular, the 

inability to read or comprehend written or spoken 
rules, guidelines, and messages that are created 
for the collective safety of people participating in 
community events may impede an individual’s 
ability to safely participate and potentially lead to 
dangerous consequences when out in the 
community.

 Deficits in Motor Development

Research suggests that underdeveloped motor 
skills (i.e., physical strength, agility, balance, 
coordination) among people with autism may be 
a primary contributor to a lack of access to and 
participation in sports and other physical activi-
ties (Hilton et al., 2012). Specifically, individuals 
with ASD can demonstrate challenges with the 
imitation and performance of gross motor move-
ments involved in running, jumping, and swing-
ing a bat as well as fine motor tasks, such as 
throwing a ball or darts. Hilton et al. (2012) com-
pared the motor development of individuals on 
the autism spectrum and their typically develop-
ing siblings between the ages of 4 and 21 years 
from 67 families to evaluate the impact of autism 
on motor performance. All participants were 
observed performing various motor skills such as 
cutting with scissors, imitating movements, run-
ning, and throwing a ball. Findings indicated that 
83% of the participants with ASD demonstrated 
below average ability in motor skills, while only 
6% of their neurotypical siblings demonstrated 
below average motor skills. Based on these find-
ings, Hilton et al. concluded that motor impair-
ments may be a core symptom of autism. The 
potential for a variety of existing deficits in motor 
development and the need for explicit training to 
build these skills should be a key consideration 
for practitioners designing programming to 
encourage adults with ASD to engage in active 
forms of leisure time behavior.

 Restricted and Repetitive Interests

Restricted interests refer to an abnormal level of 
intensity of focus corresponding to a specific 
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behavior, topic, or activity. Restricted or circum-
scribed interests can significantly limit the extent 
to which individuals with ASD engage in a vari-
ety of adaptive leisure activities (Smerbeck, 
2019; Turnbull & Turnbull, 1985). Some com-
mon concerns related to restricted interests 
among adults with ASD are that interests may not 
be “age appropriate” (i.e., an adult frequently 
engaging in activities typically viewed as only 
appropriate for young children), that a focus on 
restrictive interests can take up too much of an 
individual’s time or money, that restricted inter-
ests can become perseverative or obsessive, that 
restricted access to intense interests can increase 
anxiety and even evoke challenging behavior, or 
that intense/repetitive engagement in some 
restricted interests can be socially stigmatizing, 
ultimately resulting in even fewer opportunities 
for social engagement.

Although restricted interests have been viewed 
as creating a barrier to adaptive functioning to be 
addressed through intervention, there are many 
practitioners and adults with ASD who advocate 
that in some cases an intense focus in a single 
area or activity can result in a high degree of 
expertise and subsequent potential social benefit 
(i.e., connection with others that share the same 
interest; Smerbeck, 2019). Furthermore, an indi-
vidual’s interests can often be deeply associated 
with their personal identity, and practitioners’ 
attempts to design intervention to diminish some-
one’s focus on interests that they are passionate 
about can sometimes be viewed as an attempt to 
fundamentally change who that person is. For 
some adults with ASD, the idea of implementing 
a therapeutic intervention to influence or alter 
their interests can be equated to an attempt to 
fundamentally change their personal identity to 
make them appear more typical (Parsloe, 2015). 
Consequently, practitioners should always have a 
commitment to achieving a balance between 
respecting the interests, preferences, and per-
sonal liberties of the clients they are supporting 
with the need to achieve goals toward greater 
adaptive functioning and overall quality of life 
(Bannerman et  al., 1990). Practitioners should 
avoid justifying interventions to address the 
restrictive interests/behavior of adults with ASD 

based on what they subjectively or arbitrarily 
conceive as being typical or appropriate and 
instead focus on intervening only when there is a 
clear functional benefit associated with the 
intended outcome of treatment and/or if the 
restricted interests result in concerns related to 
general safety and well-being.

 Challenging Behavior

Challenging behavior can refer to any behavior 
that undermines adaptive functioning regardless 
of the specific topography of the behavior. While 
the existence of challenging behavior is not a 
diagnostic component of autism, the prevalence 
of problem behavior among individuals with 
ASD is higher relative to other populations 
(Didden et al., 2012; Lowe et al., 2007). Common 
topographies of challenging behavior can include 
vocal and motor stereotypies, self-injurious 
behavior (SIB), aggression, property destruction, 
and elopement. Challenging behavior can repre-
sent a physical and/or a social barrier to engage-
ment in adaptive leisure activities and can be 
cause for concerns about the safety of the indi-
vidual engaging in problem behavior and those 
around them, which can then in turn be used as 
justification for proactively restricting access to 
future leisure opportunities. Challenging behav-
ior can represent a physical barrier when the 
behavior is topographically incompatible with 
the physical requirements for participation in lei-
sure activities (e.g., an individual that engages in 
high rates of intense motor stereotypy is unable 
to simultaneously participate in a competitive 
soccer game). In addition, challenging behavior 
can be socially stigmatizing and can undermine 
motivation for individual interest in engagement 
in leisure activities out of concern that other par-
ticipants or event organizers may not be accept-
ing and/or supportive when problem behavior 
occurs.

Some forms of potentially dangerous high- 
intensity and/or severe challenging behavior can 
result in event organizers and practitioners choosing 
to restrict access to opportunities for participation in 
inclusive leisure activities even when the current 
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rates of responding in problem behavior are consis-
tently near zero levels (e.g., high- intensity/low-fre-
quency SIB, aggression, property destruction). This 
can result in a complex situation for practitioners 
attempting to balance the need to maintain overall 
safety of all community members during inclusive 
leisure activities, while not infringing upon the 
rights of individuals with ASD to freely access their 
communities despite the existence of symptoms of 
their disability (i.e., challenging behavior).

The recent emergence of advocacy efforts for 
greater inclusion and acceptance for all people on 
the spectrum have highlighted the lack of qualified 
professionals capable of supporting access to 
inclusive leisure activities for individuals with sig-
nificant behavioral support needs (Anderson & 
Butt, 2018). These advocacy efforts have also 
brought to light the existence of a range of dis-
criminatory practices in restricting access to a 
variety of community-based opportunities based 
on the existence of challenging behavior (Jones 
et al., 2021). In the majority of cases, the existence 
of challenging behavior among adults with ASD 
should be viewed as a manifestation of an indi-
vidual’s condition and/or disability. From this per-
spective, an individual does not make a “choice” to 
engage in challenging behavior and thus should 
not be subjected to punitive consequences (i.e., 
restricted access) merely in response to the per-
ceived potential for the future occurrence of the 
behavior. Ideally, adults with ASD that engage in 
challenging behavior should be afforded the same 
access to inclusive community- based opportuni-
ties for leisure as their neurotypical peers as long 
as resources (e.g., effective behavior intervention 
plan, proper ratio of highly trained support staff, 
protective equipment, supportive community) 
allow for this to be accomplished in a way in which 
the risk of injury to the individual and other com-
munity members can be minimized.

 Stereotypy: A Barrier to Leisure 
Activities or a Form of Adaptive 
Behavior?

Stereotypy refers to behavior that is repetitive 
and non-contextual, which can be exhibited in 
the form of motor movement or vocal expression. 

While previous research has demonstrated that it 
is possible for stereotypies to be maintained by a 
variety of consequences, including access to tan-
gible reinforcement (Ahearn et al., 2003), social 
reinforcement (Durand & Carr, 1987), and forms 
of negative reinforcement (Ahearn et  al., 2003; 
Kennedy et al., 2000; Repp et al., 1988), there is 
evidence to suggest that stereotypy frequently 
occurs to fulfill an underlying need for automatic 
reinforcement and/or self-stimulation (Lovaas 
et  al. 1987; Rapp & Vollmer, 2005; Rogers & 
Ozonoff, 2005). This has resulted in this class of 
behavior being casually referred to as “stim-
ming.” However, the use of this terminology (i.e., 
“stimming”) should be avoided unless the func-
tion of stereotypy has been empirically deter-
mined to be access to automatic reinforcement 
(Cunningham & Schreibman, 2008).

The majority of humans engage in some form 
of stereotypy (e.g., twiddling thumbs, humming, 
foot tapping, whistling, hair twirling) at varying 
degrees of frequency/intensity at some point in 
their lifetime without the need for intervention or 
having any risk of undermining access to partici-
pation in any aspect of their community or their 
overall quality of life (Cunningham & 
Schreibman, 2008; Shafer et al., 2017). In con-
trast, the prevailing trend among practitioners 
working to support individuals with ASD who 
exhibit stereotypic behavior has been to generally 
categorize this behavior as maladaptive and to 
design therapeutic interventions to reduce and/or 
eliminate this behavior. While research has grad-
ually recognized limitations in understanding ste-
reotypic behavior (Harrop, 2015), therapeutic 
interventions remain in demand as many parents 
and caretakers view stereotypies as visibly stig-
matizing (Kinnear et al., 2016; Kapp et al., 2019).

Autism rights activists have increasingly advo-
cated against therapeutic interventions to decrease 
stereotypies and have defended the rights of adults 
with autism to engage in stereotypies due to the 
potential for this behavior to fulfill an underlying 
need for self-stimulation and/or lead to the relief of 
internal aversive states such as stress and/or anxiety 
(Orsini & Smith, 2010; Kapp et  al., 2019). An 
online survey of 100 adults with ASD that exam-
ined various reasons for engaging in stereotypies 
found that 72% of respondents reported that stereo-
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typy was a coping tool to reduce stress, 69% 
reported that stereotypy helped them to relax, and 
57% reported that they needed stereotypy when 
they were overstimulated. Additionally, about 91% 
of participants reported that they found stereotypy 
to be “satisfying,” with 72% reporting they had 
been encouraged to stop engaging in stereotypy 
through the use of reprimands (Steward, 2015). 
While these findings make an important contribu-
tion to the limited understanding surrounding the 
potential role and function of stereotypy for adults 
with ASD, it should be noted that the results of this 
study should be interpreted with caution as respon-
dents were limited to individuals that had the ability 
to participate in interviews and focus groups and 
may not be representative of the views and perspec-
tives of the broader population of adults with ASD.

This raises the following question: Should ste-
reotypy be considered a class of maladaptive 
behavior in need of therapeutic intervention or an 
adaptive leisure skill that can provide a variety of 
benefits? The realization that stereotypy can be 
beneficial for some individuals has encouraged 
many practitioners to shift from a perspective 
that all stereotypy should be completely elimi-
nated to an approach focused on working with 
adults with ASD to learn to discriminate between 
situations in which stereotypy might be stigma-
tizing and problematic and private settings/con-
texts where engagement in stereotypy is 
acceptable as a form of adaptive leisure behavior 
(Crutchfiled et  al., 2015; Haley et  al., 2010; 
Shabani et  al., 2001). As is the case with any 
other form of leisure behavior, stereotypy should 
only be considered adaptive if it is not pervasive 
across settings and contexts occurring at rates 
and/or intensity that undermines engagement in 
other forms of critical adaptive functioning 
(Gross & Jazaieri, 2014; Jones et al., 1990).

 The Consumption of Alcohol 
and Controlled Substances 
for Leisure

Various forms of adaptive leisure activities have 
shown to positively impact the lives of individu-
als with autism; however, there are many 

unhealthy or dangerous leisure activities which 
can become more accessible as individuals enter 
adulthood. There are a variety of reasons an indi-
vidual may turn to substance use, such as short- 
term solutions to common difficulties associated 
with getting through the day, attainment of peace 
of mind, daily frustrations, and, more commonly, 
social engagement (Kronenberg et  al., 2014). 
Although substance use may be viewed as a 
short-term solution to common difficulties such 
as physical or psychological well-being 
(Helverschou et al., 2018), there are many other 
long-term consequences associated with sub-
stance use that can have impactful undesirable 
outcomes including reduced quality of life, men-
tal health disorders, and premature death result-
ing from overdoses, accidents, violence, and 
suicide (Arnevik & Helverschou, 2016).

There are a limited number of studies examin-
ing the prevalence of substance use among indi-
viduals with ASD, and the findings are equivocal. 
Arnevik and Helverschou (2016) estimated that 
0.7–36% of adults with ASD have a co-occurring 
substance use disorder. Butwicka et  al. (2017) 
suggested that the overall risk of substance use- 
related problems for individuals with autism is 
close to double the risk identified in the neuro-
typical population, while other studies suggest 
that substance use may be uncommon and less 
prevalent among individuals with ASD compared 
to individuals with other disorders (Arnevik & 
Helverschou, 2016; Lugo-Marín et  al., 2019; 
Ramos et al., 2013; Sizoo et al., 2010; Santosh & 
Mijovic, 2006).

Kaltenegger et  al. (2021) found that alcohol 
consumption was lower among individuals with 
ASD. They evaluated the prevalence of drinking 
among individuals with and without ASD across 
three age groups (i.e., ages 15, 18, and 24 years) 
and found that the risk of adverse outcomes 
resulting from alcohol consumption was lower 
for individuals with ASD compared to individu-
als without ASD.  However, Kaltenegger et  al. 
also found that this risk increased with age. 
Santosh and Mijovic (2006) evaluated substance 
use in adolescents with ASD ages 12–18 years. 
They found lower rates of drug and alcohol use in 
individuals with ASD compared to the control 

19 Leisure and Adaptive Behavior for Individuals with Autism



340

group. While researchers have found that indi-
viduals with ASD were less likely to engage in 
alcohol consumption initially, other findings have 
suggested that there was a higher risk for acceler-
ated alcohol dependence among adults with ASD 
if/when they did consume alcohol (De Alwis 
et al., 2014; Huang et al., 2021). These inconsis-
tent findings may be due in part to limited sam-
ples and/or the participants’ limited access to/
engagement in social opportunities where drink-
ing and substance use are widespread.

Experimentation with alcohol use may first 
develop in social contexts during adolescence 
among peers (Chartier et al., 2011) and continue 
into adulthood. There are certain periods of time 
in an adult’s life in which substance use among 
peers in social situations might be more common, 
such as enrollment in postsecondary education. 
Although it is typical to think of this time as one 
associated with substance experimentation, many 
studies that evaluated substance use in adults 
with ASD did not report education level of the 
participants (Ressel et al., 2020). Attending uni-
versity may be a difficult transition for many stu-
dents, and related challenges may increase the 
likelihood that these students consume alcohol 
and other substances to cope.

While universities are mandated to have 
some type of support for students with disabili-
ties related to the provision of accommodations 
for accessibility, specific programming and sup-
ports for autistic adults in a university setting 
are often limited. Many universities have ongo-
ing research to evaluate the prevalence of drug 
and alcohol use among students (Cohn et  al., 
2011; Neal et  al., 2006; Shono et  al., 2018; 
White & Labouvie, 1989), but there is little 
existing research evaluating these issues specifi-
cally relating to adolescents or adults with ASD 
within the university setting. Although research 
suggests that there may be an increased risk 
with this population, there is a critical lack of 
data on the actual rates of substance use among 
autistic adults. Without adequate proactive 
resources to support students with ASD in this 
highly dynamic and social period of their lives, 
students may turn to substance use (Adhia et al., 
2020).

It is important to consider the risk factors 
associated with substance use when practitioners 
are designing programming to support autistic 
adults in the development of social repertoires. 
Although alcohol consumption may be a right for 
many individuals above the local legal age for 
consumption, an abundance of caution should be 
exercised in encouraging anyone to adopt the use 
of alcohol or other substances as a means of 
socialization. The impairments in functioning 
and decision-making, resulting from the con-
sumption of alcohol and other controlled sub-
stances, can result in a wide range of undesirable 
legal/punitive consequences that can have serious 
long-term impacts on the overall success of 
adults with ASD throughout their lifetime 
(Helverschou et al., 2018).

 Designing High-Quality 
Programming for Adaptive Leisure 
Skill Development

 Identifying Specific Goals 
and Objectives for Adaptive Leisure 
Programming

The existing literature related to the design of 
effective instructional methods for teaching 
adaptive leisure skills for people on the spectrum 
is largely confined to school-age children with 
ASD (Matson et  al., 2012). Additionally, the 
development of effective adaptive leisure pro-
gramming for adults with ASD can sometimes be 
perceived as something that is desirable but not 
critical or required (i.e., peripheral and/or sec-
ondary to other goals related to communication, 
employment, self-care). This perception can 
result in a diminished commitment to rigor 
related to the planning, implementation, and 
evaluation of programming focused on the devel-
opment of adaptive leisure skills on behalf of 
practitioners supporting adults with 
ASD. Systematic assessment procedures that can 
be used to reliably identify existing leisure skill 
deficits, to match an individual’s interests/prefer-
ences with meaningful leisure activities, and to 
evaluate social validity, levels of engagement, 
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and indicators of successful outcomes during and 
following intervention are valuable tools in 
designing effective programming to encourage 
the acquisition of adaptive leisure skills. 
Unfortunately, appropriate assessment tools spe-
cific to the needs of adults with ASD are gener-
ally lacking as well as core indicators of success 
that can also contribute to the program develop-
ment, leading to improved outcomes (Brugha 
et al., 2015).

The Vineland Adaptive Behavior Scales- 
Interview Edition (VABS; Sparrow et al., 1984) 
is a standardized measure that is widely used to 
evaluate domains such as communication, daily 
living, and socialization through a semistructured 
interview with a primary caregiver. The VABS 
has been used to evaluate the existence of adap-
tive skills before and after a 12-month leisure 
program for adults with ASD (Garcia-Villamisar 
& Dattilo, 2011). The program was designed to 
identify the strengths and interests of the 20 par-
ticipants with ASD and support their engagement 
in a variety of corresponding leisure activities for 
2 h per day, 5 days a week. At the conclusion of 
the study, Garcia-Villamisar and Dattilo (2011) 
demonstrated a significant improvement in the 
VABS composite score that focused on measur-
ing the social behavior. They concluded that par-
ticipation in a program of structured leisure and 
recreation can have a positive influence on social 
and communication skill development for adults 
with autism.

Few existing studies focusing on the acquisi-
tion of leisure skills evaluate whether the skills 
and activities that are taught are actually enjoy-
able or preferred by the individuals participating 
in the research. This has resulted in some 
researchers highlighting the importance of differ-
entiating between the constructs of enjoyment 
and participation in leisure activities (Eversole 
et al., 2016). While exposure to a variety of activ-
ities can often result in the development of a pref-
erence or enjoyment for a particular activity over 
time, it is important for practitioners to remember 
that providing opportunities for adults with ASD 
to exercise their right to personal liberty and have 
input and choice related to how their time is spent 
is equally as important to learning a new leisure 

skill (Bannerman et  al., 1990). According to 
Bannerman et al. (1990):

Clients at every functioning level should be given 
opportunities to make choices in their residential 
and work settings, within and between scheduled 
activities. Some clients might only be able to make 
simple choices initially (e.g., what dessert to eat, 
when to go to bed). Other clients might learn to 
make more complicated decisions (e.g., how to 
spend a workshop paycheck, how to handle a prob-
lem with another client). Staff members must be 
motivated to provide these opportunities for 
choice. (p. 86)

Generally speaking, increased engagement in 
an activity occurs when programming prioritizes 
preference and choice, potentially creating a 
higher level of self-determination (Kreiner & 
Flexer, 2009). While there are not established 
models for the assessment and identification of 
leisure preferences specifically for adults with 
ASD, there are several strategies that have been 
demonstrated to be effective with children that 
practitioners can adapt for use with adults. 
Interviews, surveys, and checklists conducted 
with an individual person about their preferred 
interests and items/activities that they value, 
while also soliciting input from family members, 
teachers, and others who know the individual 
well, can provide valuable information in the 
identification of potential adaptive leisure activi-
ties and contingencies that can be implemented 
to increase motivation.

Systematically identifying many potential 
preferred interests/activities may encourage 
increased engagement in adaptive leisure skills. 
Free operant preference assessments, which 
involve providing free access to potentially pre-
ferred items/activities without delivering a 
demand, providing time limitations, or any other 
restrictions when engaging in the activity, can be 
useful for identifying preferred activities or pref-
erences and can be conducted in natural or con-
trived environments (Toner, 2014). Another 
approach to systematically identifying leisure 
preferences can include the implementation of a 
multiple stimulus without replacement prefer-
ence assessment (DeLeon & Iwata, 1996). While 
preference assessments exist to aid in identifying 
specific preferred items and activities, they pro-
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vide relatively little information about the design 
of leisure activities and related instructional strat-
egies that are likely to result in the best 
outcomes.

 The Importance of Prioritizing 
Physical Activity as a Goal for Adults 
with ASD

Physical activity (PA; e.g., exercise, sports) is an 
important part of healthy living and a leisure skill 
for many people. Engagement in moderate-to- 
vigorous PA has beneficial effects on cardiovas-
cular health, weight, and cognition (Sorenson & 
Zarrett, 2014). Additionally, PA has been shown 
to reduce problem behavior (Bremer et al., 2016) 
and increase on-task behavior (Reid et al., 1988) 
for individuals with ASD.  Research has shown 
desirable outcomes for individuals with ASD 
from engagement in physical activities such as 
soccer (Cei et al., 2017; Hayward et al., 2016), 
basketball (Tse & Masters, 2019), aquatic activi-
ties (Alaniz et  al., 2017; Caputo et  al., 2018), 
martial arts (Bahrami et  al., 2012), aerobics 
(Brand et  al., 2015), exergaming (Dickinson & 
Place, 2014; Hilton et al., 2014), and numerous 
other activities (Huang et  al., 2020). While 
research clearly supports increased participation 
in PA for individuals with ASD, the existing stud-
ies in this area almost exclusively evaluated the 
benefits of PA for children.

Research has demonstrated that PA may have 
positive effects on problem behaviors exhibited 
by individuals with ASD. The effects of PA have 
been evaluated on stereotypy (Celiberti et  al., 
1997; Kern et al., 1984; Prupas & Reid, 2001), 
aggression (Allison et al., 1991), and SIB (Elliot 
et al., 1994), making PA an emerging evidence- 
based practice for addressing challenging behav-
ior (Wong et  al., 2015). While this subject has 
been extensively studied among neurotypical 
individuals, research related to outcomes result-
ing from PA for individuals with ASD is sparse 
(Sowa & Meulenbroek, 2012). Furthermore, the 
research that does exist related to the outcomes of 
PA for autistic people overwhelmingly includes 
studies conducted with children under the age of 

16  years, and research evaluating the outcomes 
for adults with ASD resulting from regular physi-
cal activity is generally scarce (Croen et  al., 
2015).

 Evaluating Outcomes 
from Participation in Leisure 
and Recreation

When evaluating the outcomes of participation in 
adaptive leisure and recreation in a meaningful 
way, measures should include both objective and 
subjective indicators of success (Lloyd & Auld, 
2002). Objective measures assess the quantitative 
aspects of involvement, such as the frequency, 
intensity, and number of activities in which an 
individual participates. Subjective measures 
assess the qualitative aspects, such as individual 
satisfaction, enjoyment, and perceived value 
derived from engagement in adaptive leisure 
activities. A better understanding of both objec-
tive and subjective indicators of leisure and recre-
ation would arm practitioners, caretakers, and 
adults with ASD with the necessary knowledge to 
improve upon an often overlooked area.

Indirect assessments, such as questionnaires 
or structured interviews, are the most utilized lei-
sure and recreation research tools. The Leisure 
Satisfaction Scale (LSS; Ragheb & Beard, 1980) 
examines the experiences of adults with ASD 
across six subscales (i.e., psychological, educa-
tional, social, relaxation, physiological, aes-
thetic). Stacey et  al. (2019) used the LSS to 
evaluate if 249 adults with ASD were satisfied 
with their leisure experiences in comparison to 
their neurotypical counterparts. Findings showed 
lower satisfaction among adults with ASD, 
 indicating a greater need for the assessment of 
leisure- specific variables that increase 
enjoyment.

 Quality of Life

Participation in leisure and recreation is often 
used as an indicator of success when measuring 
quality of life (QoL; Verdugo et al., 2005). QoL is 
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a multidimensional construct defined as an “indi-
vidual’s perception of their position in life in the 
context of the culture and value systems in which 
they live and, in their goals, expectations, stan-
dards and concerns” (World Health Organization 
QOL Group, 1995, p. 1405). To our knowledge, 
no instrument currently exists that has been spe-
cifically designed to comprehensively measure 
QoL of adults with ASD. However, recent research 
has focused on adapting evaluation tools estab-
lished for use in evaluating QoL with other dis-
ability populations and has demonstrated validity 
in evaluating QoL among adults with ASD.

The abbreviated version of the World Health 
Organization’s Quality of Life assessment 
(WHOQoL-BREF; World Health Organization 
QOL Group, 1998) scores participation in recre-
ation and leisure as a subdomain of environment. 
This assessment has been used in a wide range of 
groups including adults on the autism spectrum 
with adequate validity (Lloyd & Auld, 2002; 
Moss et al., 2017; Mason et al., 2019). One of the 
benefits of the WHOQoL-BREF is that it targets 
an individual’s satisfaction rather than making 
normative assumptions on how the various 
domains are valued. McConachie et  al. (2018) 
expanded the WHOQoL-BREF to include nine 
autism-specific questions in an effort to make this 
evaluation more useful for practitioners support-
ing people with ASD. The additional items were 
developed from themes that emerged from a sur-
vey of the autism community and included topics 
related to sensory issues, healthcare access barri-
ers, financial security, and autistic identity (e.g., 
“Do sensory issues in the environment make it 
difficult to do things you want to do?”). 
McConachie et  al. (2018) established the ratio-
nale for developing systematic approaches for 
evaluating and addressing the unique needs of 
people with autism related to outcomes pertain-
ing to QoL.

While there continues to be growing interest 
in evaluating the QoL of individuals with ASD 
throughout the lifespan, there is still much to be 
accomplished in accurately measuring and inter-
preting indicators of QoL in a meaningful way 
across the multidimensional needs of adults with 
ASD (Bal et al., 2018).

 Literature Review of Existing 
Examples of Programming 
for Leisure Skills Development

There are numerous potential strategies for inter-
vention once targets for instructional program-
ming focused on the development of adaptive 
leisure skills have been identified. The following 
section provides an introduction to the existing 
literature documenting specific approaches to 
encouraging adults with ASD to engage in a vari-
ety of adaptive leisure activities. It is our hope 
that this review of the existing literature provides 
a starting point for practitioners looking to 
develop effective programming for adaptive lei-
sure skill development while also directly high-
lighting the desperate need for more research 
related to the identification of effective evidence- 
based strategies for assessment, intervention, and 
program evaluation specific to supporting adults 
on the autism spectrum in this area.

Initially, the term “autism” combined with 
“adults,” “leisure,” or “leisure activities” was 
used to conduct keyword searches of abstracts 
available in the PsycINFO, EBSCOhost 
(Academic Search Premier), and Medline data-
bases published between 2010 and 2020. 
However, this search only yielded a combined 
total of 33 published studies among the 3 data-
bases, and these studies were not specific to the 
assessment, intervention, or evaluation of any 
particular leisure skill area (e.g., exercise, the 
arts). Rather, articles yielded were primarily case 
studies, survey studies, or studies focused on the 
perspectives of parents of individuals with autism 
and other disabilities.

Following this initial search, we determined 
that it was necessary to widen our search field to 
ensure that our search results were representative 
of the field of existing literature by including 
search terms representing specific categories of 
leisure skills. Specifically, we conducted this 
subsequent review of the existing literature using 
the search term “autism” combined with “adults,” 
combined with specific terms related to specific 
leisure activities.

Table 19.1 breaks down the search terms 
related to each leisure category, subcategories 
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searched, and the total number of articles that 
were found.

In total, 345 articles were identified as being 
relevant to the topic of leisure skills/activities for 
adults with autism based on the updated search 
parameters. Once identified, abstracts of the 345 
studies were retrieved and reviewed to evaluate if 
they met the following criteria for inclusion:

 1. A majority of the participants (50% ≥) 
included must have been at least 18 years old 
at the time of the study.

 2. Participants must have had a primary diagno-
sis of ASD.

 3. The study employed an experimental design 
which evaluated the intervention and/or lei-
sure activity/activities effects on an observ-
able dependent variable (e.g., problem 
behavior).

 4. Results of studies were quantitative.
 5. The study was published in a peer-reviewed 

journal.

After evaluating the abstracts of the 345 stud-
ies, 16 of the studies met criteria for inclusion in 
this review. Of the 329 excluded studies, 93 stud-
ies did not meet the age requirement (i.e., they 
did not include enough adult participants), 85 did 
not meet the diagnosis requirement, 314 did not 
meet the experimental design requirement, 9 did 
not meet the requirement of quantitative results, 
and 54 did not meet the requirement of being 
peer-reviewed (e.g., conference papers, disserta-
tions, magazine/newspaper articles). The 16 arti-
cles that were identified as meeting the criteria 
for inclusion were evaluated to discern the 
 relative effects of the given intervention/leisure 
skill for improving outcomes of the adult partici-
pants. In some instances, existing research in a 
particular area of leisure (e.g., aerobics, aquatics, 
horseback riding) only included studies that did 
not yield results within the parameters of the 
inclusion criteria (e.g., did not demonstrate how 
the intervention influenced desired outcomes, did 
not include adults); in these cases, one to two 
sample studies for each area are still offered with 
an asterisk (*) to at least provide some informa-
tion for approaches to instruction/intervention 
within these leisure skill areas that have been 
reviewed. Table 19.2 summarizes the findings of 

Table 19.1 Literature review search terms and results

Leisure 
activity topic

Terms searched with 
“autism” and “adults”

Total references 
yield (before 
evaluated for 
inclusion)

Physical activity
Aerobics “Aerobics,” “aerobic 

exercise”
2

Aquatics “Aquatic,” “aquatic 
exercise,” “aquatic 
therapy,” 
“swimming,” “swim”

11

Sports “Sports,” “soccer,” 
“tennis,” “basketball”

34

Exercise “Exercise,” “fitness,” 
“physical activity”

75

Horseback 
riding

“Horseback riding,” 
“equine,” “equine 
therapy”

6

Martial arts “Martial arts,” 
“karate,” “MMA”

4

Exergaming “Exergaming,” 
“interactive fitness”

2

Visual arts
Painting “Painting” and “art” 1
Drawing “Drawing” and “art” 7
Sculpture “Sculpture” or 

“sculpting” and “art”
0

Performing arts
Dance “Dance,” “dance 

movement therapy”
17

Music “Music,” “music 
therapy”

48

Internet/online activities
Social media “Social media,” 

“Facebook,” “twitter,” 
“Instagram”

39

Online 
dating

“Online dating,” 
“online relationship,” 
“internet dating”

3

Gaming “Gaming,” “video 
games,” “online 
gaming”

34

Hobbies
Cooking/
culinary

“Cooking,” 
“culinary”

2

Knitting/
sewing

“Knit,” “knitting,” 
“sew,” “sewing”

0

Beekeeping “Beekeeping” 1
Movies/
television

“Movies,” “film,” 
“television,” “TV,” 
“motion picture”

62
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the literature review to provide a representative 
sample of existing research related to strategies 
for designing effective interventions for the 
development of leisure skills for adults with 
ASD.

 Summary/Discussion of Literature 
Review

It is important to note that, while thorough, this 
was not intended to be a wide-sweeping review 
of all existing literature that could be related to 
the topic of leisure for adults with autism. One of 
the primary challenges in conducting a compre-
hensive review of the existing literature related to 
the topic of adaptive leisure skills and activities is 
due to a lack of a universal definition and agree-
ment on the appropriate usage of the term “lei-
sure.” As previously discussed, leisure time 
activities can include anything related to the way 
that a person chooses to spend their “free time,” 
which results in numerous examples of published 
research that are relevant to the development, 
implementation, and evaluation of programming 
designed to support the acquisition of adaptive 
leisure behavior even if the authors of the research 
never explicitly use the term “leisure” to refer to 
the skills and/or activities that are the targets of 
intervention/evaluation.

Given that delving deeply into the existing 
literature related to every possible leisure cate-
gory/activity was beyond the scope of this 
chapter, we chose to provide a representative 
sample of the literature that was discovered. 
Our findings demonstrate the complexity of 
conducting a comprehensive review of the lit-
erature on this topic and the significant lack of 
existing literature related to strategies for the 
development of adaptive leisure skills specific 
to adults with ASD.  Even when using search 
terms explicitly including the term “adult,” 
26.96% of the resulting studies were subse-
quently excluded due to the primary participant 
group being children. This is further evidence 
of the great disparity in the number of studies 
focused on children compared to adults with 
ASD in this area of research.

 Future Directions and Areas in Need 
of Research

As noted at many points in the current chapter, 
the literature regarding the assessment and teach-
ing of leisure skills in ASD populations is sparse. 
Further, what little research that does exist 
focuses almost exclusively on young children. As 
such, there are many avenues for research in 
adults with ASD.

 Assessment of Leisure Skills

The route to sound intervention begins with 
evidence- based assessment procedures. While 
thinking of the term assessment, many of us 
immediately think of assessments for academic 
skill deficits or functional assessments for chal-
lenging behavior. However, the use of systematic 
assessments to guide the development of leisure 
skills is equally important. Despite the impor-
tance of these assessments, the literature outlin-
ing leisure skill assessments is lacking.

One important area in need of investigation is 
related to the predictive validity of indirect lei-
sure skill assessments. Most existing leisure skill 
assessments are indirect in nature. Given the 
nature of indirect assessment, they generally 
involve a verbal report of preference, based on 
the report of the individual or their caregivers. 
While this may represent a good starting point in 
the assessment process, these indirect measures 
may not be a reliable measure of the actual desire 
to participate in an activity. In addition, indirect 
assessments have limited utility in individuals 
with significant communication deficits. As such, 
there is a clear need for evaluations of the extent 
to which any of these indirect assessments pre-
dict independent engagement in leisure 
activities.

While direct leisure skill assessments could 
have utility, relatively few procedures have been 
investigated for this purpose. While preference 
assessment procedures have been well- 
established for identifying potential reinforcers/
enjoyable activities, they are not sufficient for 
identifying activities that individuals will engage 
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with independently and spontaneously. The 
development of direct leisure skill assessments is 
of utmost importance. Avenues of research could 
investigate different classes of leisure activities 
(e.g., outdoor/physical activities, art, computer- 
based activities) to determine preference for 
activities and, perhaps most importantly, evaluate 
motivation to engage in the activities spontane-
ously (without prompting from others).

Another deficit in the assessment literature is 
the limited scope of the existing assessments. As 
noted above, a simple preference for an activity is 
not the sole indicator of whether a leisure skill is 
appropriate. There are a number of key compo-
nent skills that influence preference for and 
appropriateness of leisure activities. Skills such 
as motor skills, social skills, communicative abil-
ity, or the presence of challenging behavior can 
all influence the appropriateness of leisure activi-
ties. When these factors are taken into account, it 
may be possible to “fine-tune” leisure activities 
and adapt them to the needs of individuals. To 
this point, there has been little or no research 
evaluating the impact of these component skills 
on the success of leisure skill interventions.

 Effective Strategies for Teaching 
Leisure Skills to Adults

While assessment represents a critical area in 
need of research, the identification of strategies 
to teach leisure skills to adults with ASD is 
another area that warrants attention. As noted 
previously, almost all of the leisure skill research 
has focused on assessment and intervention for 
young children with ASD. While training strate-
gies, such as behavioral skills training (BST), 
have obvious value, adaptations for adults should 
be outlined as well.

Identifying strategies that minimize the need 
for intensive staffing and prompting must be a 
priority. As individuals move beyond the age of 
educational entitlements, the availability of 
trained staff to teach important skills (e.g., leisure 
skills) is usually limited. With fewer resources 
and a lack of well-trained staff, there is a need for 
teaching strategies that do not require intensive 

resources. While it may be possible to use inten-
sive prompting procedures to teach young chil-
dren how to participate in leisure activities, such 
as playing a computer game, playing Uno with a 
peer, or playing basketball, using such prompting 
procedures may be impractical and/or inappro-
priate while working with adults.

Related to the above points, there is a need for 
social validity measures to determine if the skills 
taught are actually leisure skills. A leisure skill is 
a skill that should be spontaneously exhibited 
with no prompting or coercion from another per-
son. In other words, it should be a voluntary 
choice rather than a task. In many cases, the very 
skills taught for the purpose of developing a lei-
sure repertoire are indistinguishable from any 
academic or functional skill that is taught. The 
true measure of whether a skill is truly a leisure 
skill is whether an individual chooses to partici-
pate in the activity and do so independently. 
Ideally, studies would incorporate a leisure skill 
test to determine if the activity would be sponta-
neously chosen.

 Effective Intervention for Severely 
Impacted Populations with ASD

The support needs of individuals with profound 
intellectual and multiple disabilities also repre-
sent an area in need of sound research. To this 
point, the existing literature has largely neglected 
the needs of people who are severely impacted 
(i.e., severe intellectual disabilities, physical dis-
abilities). This population presents a unique chal-
lenge, especially since they often present with 
motor deficits, social/communicative deficits, 
and challenging behavior. The presence of these 
issues should not preclude the assessment and 
teaching of leisure skills. In fact, they highlight 
the need for them. The development of leisure 
skills can compete with the occurrence of rituals 
and challenging behavior. While leisure skills 
may look different for this population (activities 
may need to be brief; they may need to be adapted 
to meet their physical/communicative needs), 
they are no less important than with other 
populations.

19 Leisure and Adaptive Behavior for Individuals with Autism
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 Improving Lifespan Outcomes 
for Adults with ASD Through 
Adaptive Leisure

The absence of a universal definition for “lei-
sure” and the enormous variability that exists 
among humans in terms of their leisure time 
interests and activities presents a significant chal-
lenge for the creation of a unified and clear 
understanding of what should be considered 
“typical” in terms of outcomes when evaluating 
adaptive leisure behavior throughout the lifespan 
and “best practice” in designing programming to 
support adults with ASD in achieving these out-
comes. This chapter has sought to highlight many 
of the key issues concerning the lack of access 
and opportunity for individuals with ASD to par-
ticipate in meaningful and beneficial adaptive 
leisure time activities. It is well documented that 
engagement in adaptive leisure behavior has a 
wide range of benefits in many aspects of an indi-
vidual’s overall quality of life. As such, providing 
individuals with ASD the resources and opportu-
nities they require to have the chance to partici-
pate in the adaptive leisure activities of their 
choosing should be considered to be an irrevo-
cable personal liberty and a matter of basic 
human rights to which all should be entitled.

An individual’s interests can often be deeply 
associated with their personal identity, and criti-
cism and/or attempts to design intervention to 
diminish someone’s focus on interests that they 
are passionate about can sometimes be viewed as 
an attempt to fundamentally change who that 
person is. Aside from extreme examples of lei-
sure behavior that undermines engagement in 
other forms of adaptive behavior, no one (e.g., 
practitioners, family, caregivers, friends) should 
be empowered to determine whether an adult 
with autism’s preferred leisure time behavior is 
too restrictive, not age-appropriate, too stigma-
tizing, unimportant, or unavailable. Respecting 
someone for who they are while also encourag-
ing that person to become aware that in some 
situations and contexts, some of the traits/behav-
ior that they associate with their identity may not 
result in their being able to achieve all of their 
individualized lifetime goals is a delicate bal-

ance. Practitioners should always have an equal 
commitment to respecting the interests, prefer-
ences, identities, and personal liberties of the cli-
ents they are supporting with the need to achieve 
goals toward greater adaptive functioning and 
overall quality of life (Bannerman et al., 1990).
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Social Behavior and Social 
Interventions 
for Adults on the Autism Spectrum 

Christine T. Moody  and Elizabeth A. Laugeson

Autism spectrum disorder (ASD) is a neurode-
velopmental disorder characterized by two clus-
ters of symptoms: deficits in social communication 
and restricted, repetitive behaviors or interests 
(APA, 2013). Though onset of symptoms must be 
present early in development, autism is generally 
considered a lifelong disorder, with support 
needs present even in those who achieve more 
positive outcomes (Fombonne, 2003). Autism is 
also  known for its  significant heterogeneity in 
clinical presentation (Masi et al., 2017), as repre-
sented by the oft-quoted statement: “if you’ve 
met one person with autism, then you’ve met one 
person with autism.” Despite the wide spectrum 
of profiles, some have considered autism to be 
defined by core disruptions in social information 
processing, which results in differences in recip-
rocal social interaction (Pelphrey et  al., 2011). 
Other commonalities within the diversity of 
autism spectrum may exist as well, all of which 
are centered around social behaviors. For exam-
ple, challenges with pragmatic language, or the 
social use of language (e.g., adjusting conversa-
tion to context or person, responding contin-
gently, spontaneously providing information for 
social purposes), are considered universally pres-
ent in ASD (Tager-Flusberg et al., 2005). These 

features may relate to the other diagnostic char-
acteristics and social communication differences, 
such as difficulties understanding and utilizing 
nonverbal communication, and struggles devel-
oping, maintaining, and understanding relation-
ships (APA, 2013). Finally, although other forms 
of psychopathology impact some social behav-
iors, such as flat affect or diminished eye contact 
(e.g., depression, anxiety, schizophrenia), 
reduced social reciprocity and interactive behav-
iors are most distinctive to the social profile of 
individuals on the autism spectrum (Morrison 
et al., 2017) and are more impaired than would be 
expected given the individual’s  cognitive level 
(APA, 2013). Ultimately, the importance of social 
behavior in ASD cannot be understated.

Although much is known about children diag-
nosed with ASD, including strong empirical sup-
port for numerous evidence-based practices and 
interventions (Odom et al., 2010), research into 
the development and treatment of ASD across the 
lifespan into adulthood is much more limited 
(Howlin & Moss, 2012; Shattuck et al., 2020). In 
recent years, such research involving autis-
tic adults has garnered increased attention, espe-
cially as large cohorts of autistic  children are 
aging into adulthood with significant service 
needs (Gerhardt & Lainer, 2011). However, there 
are still extensive and serious gaps in the field, 
given the historical focus of research and funding 
on youth populations (Baker-Ericzén et  al., 
2018a). In particular, development of evidence- 
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based treatments for autistic adults continues to 
be identified as lacking and an ongoing urgent 
area of need (Lorenc et al., 2018), even though 
current research has clearly demonstrated that 
autistic adults exhibit poor outcomes, across mul-
tiple domains, including vocational, educational, 
independence, social functioning (Eaves & Ho, 
2008). In understanding these pervasively poor 
outcomes, social functioning has emerged as an 
important predictor and mechanism of prognosis. 
For example, early childhood language skills and 
joint attention have been identified as specific 
predictors of adult social functioning (Gillespie- 
Lynch et al., 2012). In another study, social reci-
procity emerged as the strongest predictor of 
adult outcome (Howlin et al., 2013).

In a review of studies examining outcomes in 
adulthood for those diagnosed with ASD, Magiati 
et al. (2014) found that although measures of cog-
nition, language, and autism features remained 
stable or improved from childhood to adulthood, 
social functioning in autistic adults was generally 
very poor. The majority of studies reviewed 
reported high rates of social isolation and very 
few friendships or romantic relationships among 
adults on the autism spectrum, with some evi-
dence indicating that social outcomes worsen 
across development (Howlin et  al., 2013). In a 
comparison by age, autistic  adults were signifi-
cantly less likely to have a single high-quality 
friendship than autistic  adolescents (Orsmond 
et  al., 2004). Furthermore, autistic  adults are at 
even higher risk than other neurodevelopmental 
disorder populations for poor social outcomes, 
such that autistic  adults report lower perceived 
social support than both neurotypical peers and 
peers with ADHD, especially in relation to sup-
port derived from friends (Alvarez-Fernandez 
et al., 2017). Not surprisingly, this lack of social 
connection has been connected with high levels 
of loneliness and depressive symptoms reported 
by adults on the spectrum (Mazurek, 2014).

Overall, the social outcomes of adults diag-
nosed  with ASD are unfortunately bleak. As 
youth enter young adulthood, there are signifi-
cant changes that may contribute to the process 
of increasing isolation. Specifically, the transition 
out of high school represents a stark loss in struc-

tured opportunities for social interactions, 
whether through daily interaction with peers in 
classrooms or the presence of easily accessible 
extracurricular activities and school community 
events. Following high school, autistic individu-
als are more likely than their peers to struggle 
with maintaining contact with friends as well as 
seeking out and forming connections to new peer 
social groups in employment and higher educa-
tion settings. This net loss of social opportunities 
has been confirmed through research, with autis-
tic youth showing a significant decline in struc-
tured social opportunities immediately after 
graduating high school but showing no changes 
in participation in unstructured social activities 
(Lounds Taylor et al., 2017). Compounding these 
difficulties in the transition to adulthood, indi-
viduals on the autism spectrum also experience 
what has been deemed the “services cliff” fol-
lowing high school. The services cliff is charac-
terized by a significant decline in access to and 
use of services, resulting in a rise in unmet ser-
vice needs across the autism spectrum in young 
adulthood (Laxman et al., 2019; Shattuck et al., 
2011). Further, documented disproportionality 
has shown that autistic young adults of color and/
or from low-income backgrounds are even less 
likely to successfully access services after the 
educational entitlement system ends (Shattuck 
et al., 2011). This loss of supportive services is 
exacerbated by demands related to novel tasks 
and roles within adult contexts, such as employ-
ment, and increased expectations of independent 
functioning. In sum, as young people on the 
autism spectrum transition to adulthood, many 
lose the formal and informal supports, bolstering 
their social functioning.

Alternatively, one study did find more positive 
social outcomes for autistic adults (Farley et al., 
2009). This sample was particularly unique due 
to its high representation of members of the 
Church of Jesus Christ of the Latter-Day Saints. 
Study findings suggest that in communities with 
high levels of support, integration, and commu-
nity activities, autistic  adults can achieve more 
favorable social outcomes. Further, with the 
development of new treatments for autistic adults, 
there is also emerging evidence that interventions 
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can promote improvements in the social 
 functioning of this vulnerable population 
(Bishop- Fitzpatrick et al., 2013; Laugeson et al., 
2015).

Taking these multiple components together, it 
is clear that social behavior in ASD is a critical 
area of study across the lifespan. The current 
chapter aims to summarize what is known about 
the social behavior of adults diagnosed  with 
ASD, review the importance and impact of social 
behavior profiles on functional outcomes, and 
highlight examples from the growing field of 
available interventions targeting social outcomes 
in this population.

 Social Behavior in Autistic Adults 

Social behavior is a broad umbrella term that can 
be divided into several different dimensions. One 
common conceptualization of the components of 
social behavior includes four components: social 
communication, social cognition, social aware-
ness, and social engagement/motivation. 
Autistic  individuals often exhibit differences in 
each of these areas across the lifespan. However, 
as individuals mature and their social contexts 
change (e.g., from school to work), the implica-
tions of such differences can result in clinical 
presentations and dilemmas unique to each devel-
opmental stage. In the sections below, we will 
focus on presenting research and clinical infor-
mation relevant to adults on the autism 
spectrum.

 Social Communication

Social communication encompasses a wide range 
of verbal and nonverbal behaviors, all of which 
serve a communicative purpose, whether in initi-
ation or response to a social partner. More sim-
ply, these behaviors can be thought of as knowing 
what to say (e.g., responding on topic, complying 
with social norms) and how to say it (e.g., tone, 
facial expression) to meet a social goal. Beginning 
with characteristics of speech and prosody, autis-
tic  adults demonstrate significant differences 

from typically developing adults in their rate, 
volume, stress/emphasis, and phrasing (i.e., a 
measure of speech fluency, documenting word 
repetitions, stuttering, or revising while speak-
ing; Shriberg et al., 2001). In coded observations 
of role-play conversations, autistic  adults were 
less fluid in their conversational speech, were less 
likely to ask their partner questions, were rated as 
demonstrating lower interest in interaction, had 
fewer instances of integrated eye contact, and 
displayed more examples of inappropriate or flat 
affect (Morrison et al., 2017). Additionally, adults 
on the spectrum may struggle to understand and 
respond appropriately to figurative or nonliteral 
language, such as metaphors, hyperbole, and sar-
casm due to patterns of concrete thinking 
(Kalandadze et al., 2018).

In one interesting study design, autistic adults 
were asked to generate questions they had about 
“getting along with other people,” which were 
then addressed collaboratively in a group setting 
through problem-solving. The questions and 
responses provided by participants revealed chal-
lenges with a number of social communication 
skills, such as conflict resolution, navigating 
workplace interactions, getting to know someone 
better, starting and maintaining conversations, 
entering group conversations, asking someone on 
a date, and knowledge of social norms (Sperry & 
Mesibov, 2005). Beyond general social interac-
tions with peers, specific social contexts in adult-
hood create unique manifestations of social 
communication errors. In the work place, such 
social errors and challenges can manifest as 
problems with coworkers, due to being too blunt 
or engaging in “policing” behaviors due to rigid 
adherence to rules (e.g., reporting a coworker for 
being late). There are also ramifications for inter-
actions with supervisors, where autistic individu-
als may be perceived as overly resistant to 
change, inflexible, or insubordinate. Adults them-
selves report workplace challenges in making 
small talk, interacting with clients, and providing 
constructive feedback (Baldwin & Costley, 
2016). Qualitatively, they describe having to 
work harder to “appear as normal” and learn the 
“rules” in employment settings (Baldwin & 
Costley, 2016).
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 Social Cognition

Social cognition most commonly refers to the 
ability of individuals to perceive the intentions 
and internal states of others, including thoughts 
and emotions. The most prominent social cogni-
tive skill studied in autism is theory of mind, a 
more technical term for perspective taking abili-
ties, including how others’ internal experiences 
may differ from one’s own. Autistic adults show 
a clear pattern in which social cognition, such as 
theory of mind and emotion perception, is more 
impaired than nonsocial cognition, including 
memory and attention (Velikonja et al., 2019). In 
individuals on the autism spectrum, neurobio-
logical research has documented consistent dif-
ferences in the brain structures associated with 
social cognition, including the amygdala, supe-
rior temporal sulcus, and fusiform gyrus 
(Pelphrey et al., 2004). Interestingly, as adults on 
the autism spectrum age, some of these social 
cognition deficits may abate relative to neurotyp-
ical adults. One study found that there were less 
pronounced differences in theory of mind abili-
ties between autistic and neurotypical adults in 
middle and later adulthood (Lever & Geurts, 
2016). However, on a task of emotional percep-
tion, Reading the Mind in the Eyes (Baron-Cohen 
et al., 2001), there was a nonsignificant effect of 
age on performance through adulthood, though 
the authors noted interesting gender differences 
in trajectories over time (Pagni et al., 2020).

These social cognitive differences contribute 
to observed deficits in traditional tasks measuring 
empathy in adults with ASD (Baron-Cohen & 
Wheelwright, 2004). However, more nuanced 
examination shows instead a consistent impair-
ment in cognitive empathy, or the ability to infer 
others’ mental states, and inconsistent findings 
with respect to emotional empathy, or the ability 
to share in the emotions of others (Smith, 2009). 
Several studies have actually found no differ-
ences by diagnostic status in emotional empathy 
(Dziobek et  al., 2008) or in physiological reac-
tions to emotional situations (Trimmer et  al., 
2017). Ultimately, this may suggest that while 
autistic adults struggle to independently identify 
and understand others’ emotional states, they 

experience similar levels of concern and sympa-
thy for others.

Importantly, deficits in theory of mind leave 
autistic  adults vulnerable to victimization and 
being taken advantage of, given their impaired 
ability to detect deception (i.e., understanding 
that someone might say something they do not 
believe; Mathersul et  al., 2013). Data bear this 
risk out, such that autistic adults are more likely 
than their neurotypical peers to be victimized 
(Brown-Lavoie et al., 2014). Though other neu-
rodevelopmental disorder populations also have 
elevated social vulnerability, autistic adults have 
been found specifically to have lower risk aware-
ness and lower social protection due to dimin-
ished social networks and friendships, even when 
compared to other disability groups (Fisher et al., 
2013). In clinical settings, these findings may 
manifest in adults on the spectrum and their fami-
lies anecdotally reporting greater incidents of 
safety concerns and victimization experiences 
(i.e., financial, sexual) due to such naiveté.

Difficulties in social cognition and perspective- 
taking may also contribute to inappropriate social 
behaviors sometimes  utilized by autistic  adults. 
For example, research has documented an 
increased use of inappropriate romantic courtship 
behaviors by autistic adults, including following 
or monitoring the activities of their love interest 
(e.g., pseudo-stalking), choosing inappropriate 
people of interest (e.g., strangers, celebrities), 
and persisting in pursuit following a nonresponse 
or negative response from a desired partner 
(Stokes et al., 2007). However, importantly, peo-
ple close to these adults on the autism spectrum 
(e.g., family members) most often report that the 
individual is unaware of the inappropriateness of 
their behaviors and had difficulty understanding 
that the other person was not interested, suggest-
ing the presence of a deficit in perspective-taking 
rather than malicious intent (Stokes et al., 2007). 
This explanation has been confirmed through 
mediation analysis, showing that theory of mind 
deficits predicted inappropriate courtship behav-
iors in autistic adults (Mintah & Parlow, 2018). 
This study also found that poor theory of mind 
skills were related to an increased likelihood of 
interpreting ambiguous interactions as indicators 
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of flirtatious interest. Thus, the authors summa-
rize that the observance of such inappropriate 
courtship behaviors is likely  an unintentional 
result of misunderstanding and misinterpreting 
cues (Mintah & Parlow, 2018).

 Social Awareness

Social awareness includes skills related to pick-
ing up on social cues and being broadly aware of 
the surrounding social landscape (e.g., visual, 
auditory information). The basic foundations of 
social awareness appear to be disrupted in those 
diagnosed  with autism, with a large number of 
studies documenting that autistic  individuals 
engage in atypical gaze orienting in social inter-
actions and depictions, with decreased attention 
and priority given to social stimuli (e.g., people, 
faces; Chevallier et  al., 2013; Fletcher-Watson 
et  al., 2009). However, even when attention is 
directed toward social stimuli, autistic adults may 
not process the information in a manner facilitat-
ing social awareness. For example, one study 
showed that individuals diagnosed with ASD do 
not show a typical pattern of brain activation in 
response to fearful faces looking off to the side, 
which activated regions associated with danger in 
typical controls (Zürcher et al., 2013). Although 
interpretation of cues to deduce others’ mental 
states falls under the domain of social cognition, 
one’s ability to successfully achieve that hinges 
necessarily on the accurate and timely sensory 
perception of cues (e.g., seeing changes in facial 
expression, shifts in body language, orientation 
of gaze). Such cues in a social interaction or 
within one’s environment may be fleeting, and 
even minor differences in attention may have sig-
nificant consequences (Fletcher-Watson et  al., 
2009). These differences in social  awareness 
likely  contribute to common social errors 
observed in adults with ASD, such as topic perse-
veration (e.g., not identifying social cues indicat-
ing lack of interest) or dominating the 
conversation (e.g., not noticing social cues that 
the other person would like to speak). Further, 
evidence indicates that social stimuli may actu-
ally be less distracting to autistic individuals than 

to neurotypical people (Chevallier et al., 2013), 
possibly resulting in autistic  adults appearing 
“oblivious” to their social environments.

Finally, despite difficulties in social awareness 
and understanding others’ mental states, autis-
tic adults often do experience subjective feelings 
of judgment and lack of social acceptance related 
to their symptoms and behaviors (Kapp et  al., 
2019a). Research investigating the phenomenon 
of “camouflaging,” in which autistic individuals 
mask, hide, or otherwise compensate for their 
autism features in social interactions, has clearly 
demonstrated their awareness of the need to 
change one’s behavior to achieve various aims 
(Hull et al., 2017).

 Social Engagement and Motivation

Some theorists cite social motivation as the foun-
dational social deficit in ASD that creates cascad-
ing effects on ongoing development (Chevallier 
et al., 2012). Specifically, this theory posits that 
lack of social motivation results in less social 
experience, which subsequently leads to differ-
ences in social communication and cognition 
from reduced opportunities to acquire such 
knowledge. However, the explanation that autis-
tic individuals are not interested in or motivated 
by social interaction runs counter to many anec-
dotal observations among clinicians and parents, 
where forming friendships and romantic relation-
ships is reported as a primary goal and a source of 
distress when not achieved. The popularity of 
social skills treatment programs in the commu-
nity also suggests a desire for social engagement 
and signifies motivation for improved social con-
nection and acceptance, with the primary barrier 
being not knowing how to achieve that goal rather 
than a lack of interest. Subsequent challenges to 
this theory have posited alternative explanations 
for behaviors that may appear as lack of social 
motivation or interest (Kapp et al., 2019b).

In contrast, qualitative analysis of interviews 
with young adults on the autism spectrum con-
firms a strong desire for social engagement and 
efforts to form friendships while acknowledging 
significant challenges in doing so (Sosnowy 
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et  al., 2019). Autistic  young adults identified 
acceptance of atypical behavior and common 
interests as essential features of successful friend-
ships in adulthood (Sosnowy et  al., 2019). 
Perhaps relatedly, multiple small-scale studies 
have documented that adults on the spectrum 
report increased comfort in and preference for 
social interaction with other adults diag-
nosed with ASD relative to interaction with neu-
rotypical adults (Morrison et al., 2020; Crompton 
et  al., 2020). In contrast, neurotypical adults 
expressed preference for continued interaction 
with other typically developing adults (Morrison 
et  al., 2020). From this lens, it is possible that 
social engagement in autistic  adults may be 
impacted by dyadic factors beyond the individ-
ual, with lack of mutual understanding from both 
sides (Milton, 2012). This hypothesis is rein-
forced through data that show adults on the spec-
trum spend as much time interacting with others 
as do neurotypical adults (Hintzen et al., 2010). 
Instead, what does differ is the company they 
keep during that time, such that autistic individu-
als spend the majority of their social time with 
family members, whereas neurotypical adults’ 
social time is more evenly split between family 
and friends (Hintzen et  al., 2010). Consistent 
with the self-determination theory of social 
engagement, autistic adults also report the high-
est levels of intrinsic motivation for interaction in 
situations where they felt comfortable, accepted, 
and listened to, which was usually with family 
members and close friends (Chen et  al., 2015). 
This was in contrast to social interactions with 
less familiar people, such as coworkers or class-
mates, where they reported being extrinsically 
motivated to interact to satisfy external demands 
(i.e., feeling like they had to; Chen et al., 2015).

 Importance of Social Functioning

These differences in  and challenges with social 
behavior have important ramifications for multi-
ple domains of functioning for adults on the 
autism spectrum, including their ability to 
develop and maintain meaningful relationships 
of all kinds, obtain and maintain meaningful 

employment and postsecondary education, and 
demonstrate well-being via their mental health 
and subjective quality of life.

 Social Relationships

Several adult outcome studies have reported that 
more than half of autistic individuals do not have 
any meaningful, close friendships (Howlin & 
Moss, 2012; Eaves & Ho, 2008). Compared to 
other disability groups, autistic  adults are least 
likely to report regular, weekly get-togethers with 
friends (Newman et al., 2011). Beyond not hav-
ing close friendships and get-togethers, 28% of 
autistic  adults reportedly had no social contact 
with peers in the past 12 months – a rate more 
than three times higher than that of adults with 
intellectual, learning, or emotional disabilities 
(Orsmond et al., 2013). Interestingly, one study 
found that adults on the spectrum participate in 
community activities, such as classes, clubs, vol-
unteer work, or sports, at comparable rates with 
other disability groups (Newman et  al., 2011). 
This finding is contrary to the drastic differences 
in frequency of get-togethers with friends, 
strongly indicating that adults on the spectrum 
primarily struggle with skills that promote social 
connection and ultimately turn acquaintances 
into friends outside of organized social contexts 
(e.g., school, church, clubs, sports teams). For 
example, conversational skills are critical to the 
development of relationships and have been 
linked to frequency of social contact and the for-
mation of friendships in autistic adults (Friedman 
et al., 2019; Orsmond et al., 2013). Clearly, the 
formation of friendships is not only contingent 
on access to peers through participation in social 
activities but also on  an ability to engage and 
connect with those peers in meaningful ways 
(i.e., conversational exchange).

Autistic  adults also report similar levels of 
interest in having romantic relationships and 
engaging in sexual activity as their neurotypical 
peers but are significantly less likely to have 
romantic involvement (Cheak-Zamora et  al., 
2019; Hancock et al., 2020). A large study inclu-
sive of over 200 autistic  adults identified that 
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social engagement explained the relationship 
between ASD diagnostic status and difficulties 
with romantic relationships (Hancock et  al., 
2020). Two qualitative analyses of factors that 
enabled or inhibited romantic intimacy in autis-
tic  adults found that they specifically benefited 
from explicit and direct communicative styles 
and had more difficulty with giving and receiving 
romantic signals (e.g., flirting, expressing emo-
tion; Sala et  al., 2020; Smith et  al., 2020). 
Interestingly, autistic adults also report learning 
less about sexuality from their peers than did 
neurotypical adults, likely another manifestation 
of the social behavioral profile of ASD that inter-
feres with success and satisfaction in this area 
(Hancock et  al., 2020). Of note, accumulating 
anecdotal and clinical observations in the field 
have informed recent empirical investigation into 
the gender identity and sexual orientation of indi-
viduals on the spectrum. Findings suggest higher 
rates of gender dysphoria and lower rates of het-
erosexual orientation in adults on the autism 
spectrum (George & Stokes, 2018a, b). 
Unfortunately, some of the social behaviors of 
autistic  individuals (e.g., specialized interests, 
concreteness, difficulties with adjusting behavior 
to context) also contribute to parents’ apprehen-
sions in discussing sexuality with their autis-
tic child, which puts these individuals at further 
disadvantage (Ballan, 2012).

Despite the challenges imbued by social dif-
ferences, there are also indications that autis-
tic  adults can have successful and fulfilling 
romantic relationships. Indeed, in one recent 
study with a large sample of autistic  adults 
(n = 675), over 50% reported being in a current 
romantic relationship, with very low levels of 
dissatisfaction with those relationships (Dewinter 
et  al., 2017). Further, research results suggest 
that autistic adults may also demonstrate stronger 
commitment, as evidenced by longer relationship 
duration (Jobe & White, 2007), and greater hon-
esty in relationships (Russell et  al., 2019). 
Notably, it may be that more recent cohorts of 
adults on the spectrum are experiencing improved 
romantic relationship outcomes. Initial adult out-
come studies generally observed very low par-

ticipation in this area, with a review from almost 
a decade ago showing that more than half of stud-
ies reported less than 15% of autistic adults being 
involved in significant romantic relationships 
(range 0–38%; Howlin & Moss, 2012). More 
recently, data suggest much greater proportions 
of autistic adults have had meaningful romantic 
relationship experiences (>50%), though the 
rates are still significantly lower than neurotypi-
cal samples (Byers et al., 2013; Dewinter et al., 
2017; Strunz et al., 2017).

 Professional and Educational Pursuits

Autistic  adults are chronically unemployed or 
underemployed. In two studies of outcomes in 
the transition to adulthood period, including one 
using a large national dataset, only 44% of young 
adults on the spectrum had held any sort of paid 
job in the immediate years after high school 
(Eaves & Ho, 2008; Friedman et al., 2019). Those 
that had a history of paid employment were more 
likely than the general population to work part- 
time or very few hours, be overqualified, be paid 
wages close to or below the minimum wage, and 
be employed as a casual worker with no ongoing 
job security or benefits (Baldwin et  al., 2014; 
Eaves & Ho, 2008; Friedman et  al., 2019). 
Similarly, autistic  young adults are also less 
likely to enroll in or complete postsecondary edu-
cation than their neurotypical peers or other dis-
ability groups (Newman et  al., 2011), with less 
than half reporting any higher education partici-
pation in the 8 years after high school.

The social functioning of adults diag-
nosed with ASD is inextricably tied to their pro-
fessional and educational success. In surveys 
examining barriers to employment, the most 
commonly identified factors by autistic  adults 
were difficulties getting past the interview stage 
and social communication with coworkers or 
supervisors (Coleman & Adams, 2018; Lorenz 
et al., 2016). Conversational abilities and social 
skills have been shown to longitudinally predict 
vocational success and educational attainment in 
adults with ASD (Chiang et al., 2013; Friedman 
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et al., 2019; Liptak et al., 2011). In a review of 
predictors of vocational success, social 
 competence and social support factors were iden-
tified across multiple studies (Walsh et al., 2014). 
As compared to their neurotypical peers, autis-
tic college students report lower levels of belong-
ing, lower quality social relationships, and higher 
rates of all forms of bullying (e.g., physical, ver-
bal, rumors) and social exclusion (McLeod et al., 
2019). In a qualitative study of college students 
with neurodevelopmental disorders, negative 
peer interactions were cited as a barrier to suc-
cess in postsecondary education, but only for 
those diagnosed  with ASD (Bolourian et  al., 
2018), further underscoring the specificity of sig-
nificant social challenges for this population. 
Interestingly, diagnosis disclosure to employers 
has also been connected with increased likeli-
hood of job obtainment and maintenance (Ohl 
et al., 2017). Similarly, college students who dis-
closed their ASD diagnosis to faculty also 
described finding the process helpful (Bolourian 
et al., 2018). However, this skill of diagnosis dis-
closure, in and of itself, can often invoke worry 
about stigma and require confidence to do so 
appropriately (Anderson et al., 2017; Bolourian 
et al., 2018).

Despite these challenges, young adults on the 
autism spectrum have many  strengths that may 
serve them well in postsecondary education. 
These include strong technological skills, self- 
advocacy experiences, persistence, diligence, and 
strong interests in their subjects of study 
(Anderson et al., 2017). Similarly, autistic adults 
often have positive qualities that may be har-
nessed successfully in the right workplace set-
ting, including dependability, patience for 
repetitive work, honesty, and specialized inter-
ests/knowledge (Solomon, 2020). Unfortunately, 
employers often hold false beliefs about effi-
ciency and productivity of individuals diag-
nosed with ASD and are influenced by negative 
stigma and societal attitudes about ASD (Scott 
et  al., 2017). However, employers who do hire 
adults on the spectrum often find that the benefits 
outweigh any costs and evaluate their employees’ 
performance more favorably than expected (Scott 
et al., 2017).

 Mental Health and Quality of Life

The mental health crisis among autistic individu-
als is pervasive and profound. Research suggests 
autistic adults are at elevated risk for co- occurring 
mental health problems, though there is a wide 
range of prevalence estimates of mental health 
disorders for this vulnerable population (30–
84%; Bishop-Fitzpatrick & Rubenstein, 2019; 
Howlin & Moss, 2012; Lai et al., 2019). There is 
mixed evidence regarding whether autistic  indi-
viduals with co-occurring intellectual disability 
vary in their rates of co-occurring mental health 
conditions as compared to autistic  individuals 
without cognitive impairments (Howlin & Moss, 
2012), with some evidence suggesting that those 
without cognitive impairments may be at higher 
risk for internalizing problems, such as anxiety 
and depression (Bishop-Fitzpatrick & 
Rubenstein, 2019). One sample of autistic  col-
lege students found that most were experiencing 
loneliness, 74% reported suicidal ideation or 
behavior in their lifetime, and rates of severe 
stress were five times greater than a typical col-
lege student sample (Jackson et  al., 2018). 
Beyond mental health disorders, autistic  adults 
also report lower quality of life as compared to 
normative samples (Crane et al., 2019). Arguably, 
the social difficulties associated with autism play 
an important role in understanding the incidence 
of mental health problems and poor well-being in 
this population. Social support, or the availability 
of helping relationships, has predicted positive 
quality of life, well-being, and adaptation follow-
ing stressors in autistic adults (Bishop-Fitzpatrick 
et al., 2018; Hedley et al., 2019; Renty & Roeyers, 
2007). Beyond friendships, involvement in inti-
mate romantic relationships has also been shown 
to be protective, relating to improved quality of 
life across multiple domains (Pearlman-Avnion 
et  al., 2017). Unfortunately, autistic  adults who 
struggle with forming meaningful relationships 
are less likely to be able to draw upon these sup-
portive resources to bolster their resiliency and 
well-being.

Adults perceive stigma related to autism fea-
tures and mental health problems, resulting in a 
heightened desire to “camouflage” (Crane et al., 
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2019; Kapp et al., 2019a). However, these cam-
ouflaging behaviors come at a high emotional 
cost, with reports of exhaustion, identity loss, 
depressive symptoms, and suicidality (Cage & 
Troxell-Whitman, 2019; Cassidy et  al., 2018; 
Hull et al., 2017). Further, the construct of collec-
tive self-esteem, or one’s beliefs about how autis-
tic individuals as a group are viewed by society 
and by oneself, has been linked to personal self- 
esteem, anxiety, and depressive symptoms in 
autistic adults (Cooper et al., 2017), further com-
pounding the potential negative effects of per-
ceived stigma. Another socially based barrier to 
mental health results from the social communica-
tion differences characteristic of autism, which, 
according to autistic adults themselves, interfere 
with their ability to seek mental health treatment 
and express internal experiences (Camm-Crosbie 
et  al., 2019). Systems challenges in accessing 
mental health treatment also exist, such that men-
tal health providers are often ill-equipped to 
interact with and serve adults on the autism spec-
trum, due to lack of training, experience, and 
confidence (Maddox et al., 2020).

 Evidence-Based Social 
Interventions

Given the pervasively poor outcomes seen in 
adulthood for autistic  individuals, the develop-
ment and dissemination of evidence-based inter-
ventions is crucial. However, there is currently a 
dearth of rigorously tested and widely available 
treatment options for this population, whose 
needs will continue to grow exponentially 
(Gerhardt & Lainer, 2011). Many of the 
approaches that have been validated in autis-
tic  children are either inappropriate for adults 
(e.g., play-based, early intervention) or have not 
been adapted to meet their unique needs (e.g., 
romantic relationships). Among psychosocial 
interventions, a recent review identified 41 stud-
ies over the last 37 years investigating treatments 
in adult populations (Pallathra et  al., 2019). 
Unfortunately, only 11 of these were randomized 
control trials (RCTs), considered the gold stan-
dard of intervention evaluation. Further, only one 

of those was rated as having strong methodologi-
cal quality. In the following section, the current 
state of the literature with respect to social inter-
ventions for autistic adults will be reviewed and 
examined.

 Social Skills Interventions

Although social skills group interventions are not 
novel forms of treatment for autistic populations, 
there has been a striking lack of empirical inves-
tigation into their efficacy in adulthood. While a 
recent review of interventions aiming to target 
social behavior in autistic  individuals found 16 
studies inclusive of adult participants, only stud-
ies examining mindfulness, mental health, and 
social cognition were included (Ke et al., 2018). 
Further, methodological rigor was poor among 
the majority of studies, with several single sub-
ject designs and lack of control groups (Ke et al., 
2018). Another review identified 12 intervention 
studies targeting social skills for adults with ASD 
(Pallathra et  al., 2019); however, 6 of these 
focused on isolated skills, such as increasing 
question asking (Palmen et al., 2008) or reducing 
negative statements in conversation (Koegel 
et al., 2016). Though perhaps effective in achiev-
ing improvements in these specific social behav-
iors, programs with such limited scope are clearly 
insufficient to address the social needs of autis-
tic adults more broadly. As such, more research 
investigation into traditionally defined, compre-
hensive social skills treatments is needed.

Only one comprehensive social skills program 
for adults on the autism spectrum, known as 
PEERS® for Young Adults, has had multiple RCTs 
to support its efficacy (Gantman et  al., 2012; 
Laugeson et  al., 2015; McVey et  al., 2016). 
PEERS® for Young Adults is a 16-week social 
skills group intervention that focuses on skills 
related to making and keeping friends, developing 
and maintaining romantic relationships, and han-
dling conflict and rejection. Topics include con-
versational skills, peer entry and exiting strategies, 
nonverbal communication (e.g., assessing inter-
est, acceptance), appropriate use of humor, find-
ing sources of friends, electronic  communication, 
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get-togethers, dating, conflict resolution, 
responding to bullying, and perspective-taking. 
The results of three RCT studies showed improve-
ments among autistic  adults in overall social 
skills, ASD-related social impairments, social 
skills knowledge, and social engagement (e.g., 
number of get-togethers) across self-report and 
caregiver-report measures (Gantman et al., 2012; 
Laugeson et  al., 2015; McVey et  al., 2016). 
Within individual studies, additional benefits 
were achieved in the areas of loneliness, empa-
thy, and social anxiety (Gantman et  al., 2012; 
McVey et al., 2016). Essential to the PEERS® for 
Young Adults program is the presence of two 
groups: one for the adults themselves and a sec-
ond group for social coaches. Social coaches are 
important people within the adult’s life (e.g., par-
ents, older siblings, life coaches) who agree to 
participate in the program, learn the same skills, 
and serve as a support to the adult as they practice 
and apply skills outside of sessions. Research on 
the PEERS® method in adolescents suggests that 
additional improvements observed after the end 
of treatment (e.g., 4 months to 5 years later) may 
be attributed to the ongoing involvement of such 
social coaches (Laugeson et al., 2015; Mandelberg 
et  al., 2014). PEERS® for Young Adults draws 
upon the evidence-based methods of instruction 
for social skills training in autistic  individu-
als across the lifespan, including small group for-
mat, inclusion of social coaches, didactic 
instruction, concrete rules and steps, modeling of 
skills, opportunities for in-session practice, use 
of praise, and generalization homework (Moody 
& Laugeson, 2020).

Although the PEERS® for Young Adults pro-
gram does include instruction on dating skills 
(e.g., flirting, asking someone on a date, going on 
dates, dating safety), the primary focus of the 
intervention is on the development of friendships. 
Only one program, known as Ready for Love, 
focusing exclusively on romantic relationship 
social skills has been tested in adults with ASD 
(Cunningham et al., 2016). The Ready for Love 
intervention produced positive benefits in ASD- 
related social impairments and empathy more 
broadly, as well as more targeted benefits in dating 
skills. Strengths of this study included a rela-

tively  large sample size (n  =  39), given typical 
sizes of  other intervention studies for autistic 
adults. Though some additional psychoeducation 
interventions related to sexuality and safety (e.g., 
anatomy, reproduction, privacy) exist, these were 
not considered to be targeting social components 
of romantic relationships (Sala et  al., 2019). 
Additionally, other interventions supporting 
romantic functioning have begun to be tested in 
other neurodiverse populations but have yet to be 
extended to adults on the autism spectrum (Exell 
et al., 2020). Consequently, there is a strong need 
for more widespread and accessible intervention 
programs focused on romantic relationships, dat-
ing, and sexuality for autistic  adults (Cheak-
Zamora et al., 2019).

 Employment-Related Interventions

In response to the underemployment and unem-
ployment rates of autistic adults, programs have 
emerged in order to teach employment-related 
skills. Initially, most of these programs, summa-
rized by Walsh et  al. (2014), focused on direct 
teaching of vocational hard skills needed for spe-
cific jobs, such as photocopying, cleaning, stock-
ing, and customer service. Strategies to teach 
autistic adults these hard skills included positive 
reinforcement, video modeling, coaching, and 
gradual fading of supports as would be seen in 
techniques derived from the science of applied 
behavior analysis (ABA). More comprehensive 
supported employment programs, which most 
often include job coaching, have also been shown 
to be effective in enhancing job outcomes in 
adults on the spectrum (Wehman et  al., 2014). 
Project SEARCH is one of the most extensively 
tested supported employment skills programs for 
individuals with disabilities more broadly. 
However, Project SEARCH has also developed a 
curriculum with autism-specific supports that has 
empirical support from a large-scale RCT 
(Wehman et al., 2019). This RCT was inclusive 
of autistic  adults with or without co-occurring 
intellectual disability, highlighting its applicabil-
ity across the wide range of cognitive functioning 
within the autism spectrum. The program 
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includes a 9-month rotating internship in the last 
year of high school, which can be up to age 22 for 
individuals on the spectrum, focused on gaining 
on-the-job experience with supports to build 
resumes with past work experience. Project 
SEARCH  +  ASD supports also includes social 
communication instruction using ABA teaching 
strategies and seamless integration with adult 
Vocational Rehabilitation service providers to 
reduce delays to adult services after high school. 
Over 70% of Project SEARCH participants were 
engaged in competitive employment at a 1-year 
follow-up, as compared to only 17% of the con-
trol group (Wehman et  al., 2019). Project 
SEARCH also performs better than other “treat-
ment as usual” supported employment models, in 
terms of cost effectiveness, employment reten-
tion, and wage (Schall et al., 2015).

More recent programs have focused less on 
hard skills and on-the-job coaching as seen in 
supported employment and more on the soft 
skills that are identified by autistic  individuals 
and supported by research to be barriers to posi-
tive vocational  outcomes (Coleman & Adams, 
2018; Lorenz et  al., 2016). These employment- 
specific social communication skills include 
strategies for conversations, negotiation/conflict, 
offering and asking for assistance, responding to 
requests, networking, perspective-taking, and 
working within a team (Baker-Ericzén et  al., 
2018b; Sung et  al., 2019). Many also include 
additional approaches to support emotion regula-
tion and executive functioning (e.g., goal setting, 
problem-solving, organizational skills). Similar 
to the format of social skills groups, these pro-
grams often utilize a group format, didactic les-
sons, positive and negative exemplars, cognitive 
and behavioral skills practice, and homework 
assignments. Though all intervention models 
tested showed evidence of effectiveness in 
improvement in social communication skills, all 
were feasibility and pilot studies and were thus 
limited by small samples (n<17) and lack of con-
trol groups (Baker-Ericzén et  al., 2018b; Sung 
et al., 2019). An additional study that utilized a 
less structured discussion of relevant topics (e.g., 
problem-solving, employment, friendships, 
perspective- taking) through group leader ques-

tion prompts also reported on qualitative benefits 
to social interactions, self-esteem, and job- 
seeking behaviors (Hillier et al., 2007).

Additionally, there has been a recent surge in 
short-term, targeted interventions aimed at 
improving the job interviewing skills of autistic 
adults (Smith et al., 2021; Strickland et al., 2013). 
Most often, these programs include a virtual real-
ity training component with complex program-
ming that allows dynamic responding (Burke 
et  al., 2020; Smith et  al., 2021). These virtual 
interactive interview interventions have demon-
strated significant positive effects on self- efficacy, 
confidence, and skills while interviewing (Burke 
et al., 2020; Smith et al., 2021; Ward & Esposito, 
2019). In examining outcomes after 6  months 
posttreatment, participants who received virtual 
reality job interview training were more likely to 
have gained competitive employment (Smith 
et  al., 2015). Secondary analysis of participant 
data demonstrated that the number of virtual real-
ity practice interviews significantly predicted 
employment outcome at 6  months, through a 
mediating effect of live interviewing skills at end 
of treatment (Smith et al., 2017). Further, these 
studies demonstrate some methodological 
strengths not always seen in the adult autism inter-
vention literature, including larger sample sizes 
(n = 153, Burke et al., 2020), use of RCTs with a 
treatment-as-usual group (Smith et  al., 2021), 
and inclusion of  autistic individuals with and 
without cognitive impairments (Smith et  al., 
2021).

More informally, a study examining the super-
visors of gainfully employed adults on the autism 
spectrum identified common supervision strate-
gies that bolstered the success of these individu-
als in the workplace (Hagner & Cooney, 2005). 
In addition to organizational supports, such as 
maintaining a consistent schedule, providing 
structure, tracking workflow, using direct com-
munication, and verifying understanding of 
instruction, there were also several socially ori-
ented strategies that emerged as supportive in 
employment settings. These included assisting 
the autistic  employee in learning social rules, 
norms, and cues on the job, encouraging cowork-
ers to initiate interactions, and assigning one or 
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two other coworkers to provide suggestions and 
“keep an eye out” for their autistic coworker 
(Hagner & Cooney, 2005).

 Postsecondary Education 
Interventions

In addition to employment programs, there have 
been a few programs aimed at promoting positive 
social adaptation within the postsecondary school 
environment (Gelbar et al., 2014). One promising 
program consisted of a 3-day pre-enrollment pro-
gram in the summer before the fall semester, in 
which incoming  autistic college  students were 
invited to stay in campus housing (Lei et  al., 
2020). Over the course of several years, a total of 
122 students with ASD participated in the 
research evaluation of the summer program. 
Participants received academic socialization 
experience in attending lectures, interacting with 
faculty, accessing tutoring support, and disclos-
ing diagnoses. Further, participants were given 
information about social clubs on campus, access 
to cafeterias for shared meals, and opportunities 
for informal socialization with other participants. 
Participants reported satisfaction with the pro-
gram, within qualitative data suggesting that the 
program facilitated social connections and miti-
gated social concerns about entering postsecond-
ary education (Lei et al., 2020).

 Emotion Recognition Interventions

Interventions specifically targeting social cogni-
tion, such as emotion recognition and theory of 
mind, have also been tested in autistic  adults. 
Programs have utilized computerized software 
programs and virtual reality platforms with suc-
cess to teach social cognitive skills (Golan & 
Baron-Cohen, 2006; Kandalaft et  al., 2013). 
Adaptations of social cognition interventions for 
individuals with schizophrenia have also been 
applied to adults on the spectrum, including a 
group-based adaptation of the Social Cognition 
and Interaction Training (SCIT) program (Turner- 
Brown et al., 2008) and an adaptation of Cognitive 

Enhancement Therapy (CET), which includes 
both online neurocognitive training and a struc-
tured group class curriculum delivered over 
18 months (Eack et al., 2013). Both of these mod-
els were effective in improving emotion under-
standing, and CET demonstrated benefits across 
multiple other neurocognitive domains (e.g., pro-
cessing speed, flexibility, organization; Eack 
et al., 2013). Researchers have also explored the 
use of oxytocin, administered intranasally, as a 
physiological mechanism to improve emotion 
recognition with mixed results (Wieckowski 
et al. 2020).

 Discussion

The current chapter reviewed the scientific 
knowledge on the social behavior of adults diag-
nosed  with ASD, along with empirically sup-
ported interventions for this highly understudied 
and marginalized population. Consistent with the 
diagnostic symptoms of the disorder, autis-
tic adults demonstrate distinctive profiles across 
all major domains of social behavior. As dis-
cussed, social behavior and functioning displays 
reliable connections to the functional outcomes 
of autistic individuals. However, it is also impor-
tant to consider that social behavior, especially in 
autism, does not exist in a vacuum. Instead, there 
are interactive effects and perpetuating processes. 
For example, executive and cognitive functioning 
components, such as processing speed deficits, 
have also been linked to social communication 
abilities in adults on the autism spectrum (Haigh 
et  al., 2018). Sensory processing abnormalities 
may further  contribute to differences in social 
awareness through difficulties filtering out extra-
neous details, delays in processing of relevant 
stimuli, and difficulties integrating information 
from multiple senses (Thye et al., 2018). Further, 
the greater levels of stress observed in and 
reported by autistic  adults may be one compo-
nent linked to further exacerbation of social dif-
ficulties (Bishop-Fitzpatrick et  al., 2015). 
However, as highlighted in the current chapter, it 
is also likely that the social challenges experi-
enced by individuals on the spectrum contribute 
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to increased stress and decreased well-being, thus 
creating a cascading cycle. Given the negative 
outcomes associated with social skills deficits, 
targeting social functioning in treatment is one 
fruitful avenue for clinicians to pursue, with a 
growing body of evidence suggesting positive 
benefits, despite methodological limitations in 
the current literature base (Bishop-Fitzpatrick 
et al., 2013).

 Clinical Implications

As discussed, differences in social behavior and 
the associated challenges often have harmful 
impacts on the lives of adults on the autism spec-
trum. Fortunately, advancements in the field have 
enhanced understanding of how these social dif-
ferences manifest and interfere with functioning 
in adulthood. Although currently limited, the 
growing body of research supports that psycho-
social interventions are effective in improving 
social outcomes. Taken together, the following 
clinical implications are considered.

First, thorough clinical assessments of social 
functioning are essential. In autistic adults, utili-
zation of both self-report and informant-report of 
social skills and social functioning via validated 
and normed questionnaires is recommended to 
guard against limitations due to lack of insight or 
proxy reporter bias. Further, clinical interviewing 
surrounding relationships may need to be 
expanded beyond what is typically indicated for 
clients with other forms of psychopathology, 
given deficits in understanding of relationships. 
For example, deeper inquiry into friendships 
(e.g., frequency of contact with friends, types of 
friendships, social engagement activities) and 
romantic relationships (e.g., dating history, sex-
ual intimacy, assessment of romantic interest, 
and reciprocity) could both be illuminating ave-
nues of pursuit. Additionally, behavioral observa-
tions of social interactions can help clinicians to 
further understand and assess social functioning, 
as well as track changes over the course of treat-
ment. Though clinicians frequently note client 
behaviors throughout the course of a clinical 

encounter, observation of a more intentional 
social interaction may have added value.

In addition to assessment, treatment planning 
to include interventions targeting social behavior 
for adults on the autism spectrum may be war-
ranted, assuming the adult is socially motivated 
and interested in receiving these services. Even 
adults who are presenting to treatment for other 
mental health challenges, such as depression and 
anxiety, may benefit from interventions incorpo-
rating social components, many of which have 
been found to be powerful mechanisms of change 
in mental health symptoms (McVey et al., 2016). 
However, these interventions must be individual-
ized to the needs of the adult, whether it be skills 
related to friendships, romantic relationships, or 
the workplace. Further, the social goals of the 
adult themselves should be elicited and priori-
tized to ensure motivation and promote self- 
advocacy skills. In treatment planning, clinicians 
may consider integrating social skills lessons into 
their own work or referring clients to comple-
mentary group social skills intervention services, 
which tend to be the modality with the strongest 
evidence base for autistic individuals (Laugeson 
et  al., 2015). Close coordination of individual 
treatment with group services is recommended in 
order to reinforce and consolidate the skills 
learned over time. This may be done through 
acquisition of teaching materials used in group 
treatment or through consultation with group 
leaders to facilitate common understanding and 
reinforcement of skills in individual therapy.

Finally, it is essential that whatever social 
behaviors are targeted, the skills taught are con-
sidered ecologically valid, meaning that skills 
align with the social behaviors of socially 
accepted peers (Laugeson & Ellingsen, 2014). 
Too often, adults (and youth) on the autism spec-
trum receive ineffective social skills instruction 
derived on the perceptions and beliefs of adults 
and providers of what is appropriate behavior in a 
given situation. Additionally, the involvement of 
caregivers, family members, and/or close friends 
may have added benefits in promoting general-
ization of skills and facilitating practice outside 
of sessions.
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 Future Directions

Despite the development of promising new 
research focusing on autistic adults, a number of 
limitations exist in the literature. In particular, a 
primary gap exists within the representativeness 
of the samples included in the current research. 
Almost all of the studies cited in the current 
chapter utilized samples of young or middle-aged 
adults (e.g., 20–40 years of age). Thus, increased 
research attention is needed for older adults diag-
nosed with ASD, including their social behavior 
profiles and overall outcomes, but also effective 
treatments and mechanisms to support well- 
being within this understudied population. 
Similarly, much of the current literature also 
draws exclusively from cognitively able adults 
who would be classified as “Level 1” per the 
DSM-5, indicating relatively lower support 
needs. Very few studies have focused specifically 
on autistic  adults with intellectual disability or 
more substantial support needs, nor has research 
extensively explored within-spectrum differences 
in social behavioral presentations and treatment 
response (e.g., examining IQ as a moderator, 
comparing groups across the three DSM-5 
support- level classifications). Additionally, the 
current literature has clearly documented the 
social communicative differences and poor social 
outcomes observed in autistic  adults. However, 
predictors and correlates of such behaviors and 
outcomes are less clearly understood and could 
be an important avenue for future research. 
Finally, there is a strong need for rigorous testing 
of social interventions for adults, with larger 
samples, randomized control designs, replica-
tion, and long-term follow-up studies.

 Conclusions

In sum, autistic  individuals experience unique 
and pervasive challenges in adulthood, as social 
demands shift and the availability of supportive 
services diminishes. Social functioning is an 
essential factor in these challenges and a prime 
target for intervention. Though research is lim-
ited, current evidence does indicate that adults on 

the spectrum benefit from psychosocial interven-
tions targeting social behaviors. The develop-
ment and dissemination of evidence-based 
practices in this underserved population has the 
potential to enable autistic  adults to reach their 
potential and showcase their many strengths.
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The ability to procure employment represents a 
critical developmental step in the lives of most 
people. While we have all experienced frustration 
with our jobs, employment is a defining activity 
of adulthood and acts as a protective factor in 
many key life domains (Schall et  al., 2020). In 
short, employment represents a pivotal step in 
our development into adulthood.

Gainful employment has many benefits that 
extend beyond simply receiving a paycheck. Take 
a moment to consider the social implications of 
having a job. Employment provides us with an 
opportunity to develop social relationships with 
the people with whom we work. These interac-
tions allow us to develop social skills, expand our 
social network, and feel as though we are a part 
of a broader community. Gainful employment 
can also enhance our productivity and provide 
people with a sense of purpose. The research lit-
erature also suggests that employment can have 
protective effects against poor health (Burgard & 
Lin, 2013). People who are gainfully employed 
tend to have fewer health problems than those 
who are not (Krueger & Burgard, 2011; Rogers 
et al., 2000). Finally, gainful employment allows 
us to be financially independent. While we all 

allocate parts of our salary to basic necessities, 
such as groceries or rent, earned income can also 
provide more opportunities to develop leisure 
skills and recreational interests (e.g., going bowl-
ing, traveling).

For most of us, integration into the workforce 
begins after the conclusion of our educational 
experience, whether it be graduating from high 
school or finishing college. While our initial 
employment experiences are unlikely to be our 
terminal career goal, most of us can successfully 
obtain employment. These early employment 
experiences help us to identify and refine our 
goals in life and ultimately set us on our career 
path. Most of us would agree that these employ-
ment experiences are pivotal in our development; 
although  we usually take these experiences for 
granted. While we usually find and sustain 
employment without much difficulty, employ-
ment outcomes for people with autism spectrum 
disorder (ASD) are generally poor.

 Employment Outcomes for People 
with ASD

The transition from the public school system to 
adulthood represents a challenging and stressful 
period for individuals with ASD and their fami-
lies. Supports and services that were entitlements 
during their school-age years are no longer avail-
able, and families often struggle to identify 
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needed resources. This dearth of available 
resources for individuals transitioning from the 
school system has colloquially been referred to 
as the “services cliff” (Roux et al., 2015).

According to the Individuals with Disabilities 
Education Act (IDEA), the primary purpose of 
public education is to prepare individuals for 
employment and community integration after 
their school years (IDEA, 2004). While the pub-
lic school system does well in this regard for indi-
viduals who are neurotypical, less favorable 
outcomes are observed for adolescents and adults 
with an ASD diagnosis (Friedman et  al., 2013; 
Taylor et  al., 2015). In fact, estimates indicate 
that approximately 50–75% of adults with ASD 
are unemployed (Bush & Tassé, 2017; Howlin 
et al., 2004).

As discouraging as these statistics are, the out-
comes for women and minority groups with ASD 
and IDD are even worse (Nye-Lengerman, 2017; 
Qian et al., 2018). Research suggests that women 
with ASD are 26% less likely to be employed 
than men with ASD (Nye-Lengerman, 2017). 
Outcomes of this research have also indicated 
that Asian/Pacific Islanders and African 
Americans with ASD are less likely to be 
employed than their Caucasian peers (Nye- 
Lengerman, 2017; Qian et al., 2018).

Autistic adults who have been fortunate 
enough to obtain employment tend to work fewer 
hours and are paid less than their neurotypical 
counterparts (Roux et al., 2015). Baldwin et al. 
(2014) shared the occupational experiences of 
130 adults with ASD and detailed the types of 
jobs that they were able to procure. The large- 
scale study highlighted the fact that adults with 
ASD often had an educational level that exceeded 
their individual work responsibilities. The find-
ings also identified social relationships to be a 
barrier within the workplace. Regardless of their 
educational, intellectual, or vocational abilities, 
adults with ASD are typically underemployed 
and may find difficulty in maintaining employ-
ment once hired (Taylor & Seltzer, 2011).

While experts in the field have articulated the 
importance of integrating individuals with dis-
abilities into the workforce, the infrastructure to 
effectively support individuals who have signifi-

cant support needs in employment settings is 
lacking. To effectively support this population, an 
analysis of the barriers contributing to these out-
comes is necessary. There are several barriers 
that need to be overcome to produce successful 
employment outcomes. Common obstacles 
include some of the characteristics of ASD that 
interfere with employment, adequate preparation 
for employment experiences prior to graduation, 
and the preparation of employers of individuals 
with ASD.

 Barriers to Employment

There are several factors that contribute to poor 
employment outcomes for autistic adults. By 
definition, individuals with ASD often present 
with characteristics that can interfere with their 
ability to function in some employment settings. 
While the degree to which these factors interfere 
with successful employment outcomes varies, 
interactional difficulties, comorbid intellectual 
disability, and behavioral challenges are all vari-
ables that have the potential to adversely impact 
the ability to obtain and retain employment.

 Communication Difficulties

Perhaps one of the most significant obstacles for 
individuals with ASD are the communication 
deficits that are inherent to the diagnosis. As 
interaction is a critical skill for many occupa-
tions, communication deficits are likely to inter-
fere with the ability to obtain and retain 
employment. This is particularly problematic as 
approximately 30% of autistic individuals remain 
minimally verbal or nonverbal, even after years 
of intervention (Tager-Flusberg & Kasari, 2013), 
and many fail to develop functional speech at all 
(Matson et al., 2010). The presence of communi-
cation difficulties clearly limits the range of job 
opportunities and may interfere with procuring 
employment. For employment experiences to be 
successful, accommodations often need to be 
made to address communication deficits. 
Commonly used accommodations include the 

R. H. LaRue et al.



379

use of augmentative communication devices or 
sign language.

 Social Deficits

Most individuals with ASD present with some 
degree of social deficits. As with other symptoms 
of autism, the extent to which social behavior is 
affected varies from person to person. Autistic 
people often display difficulty with social- 
emotional reciprocity, including abnormal social 
approach. They may be unlikely to share their 
interests with others and often have difficulty ini-
tiating or responding to social interactions 
(American Psychological Association, 2013). 
These social deficits may manifest as difficulties 
with conveying information appropriately, asking 
too many questions, and challenges with navigat-
ing coworker humor (Hurlbutt & Chalmers, 
2004). As social interaction is a requirement for 
many jobs, the inability to communicate fluently 
and social disinclination (e.g., difficulty looking 
at or sharing information with others) signifi-
cantly limit employment opportunities (e.g., cus-
tomer service). As social deficits can be a limiting 
factor in obtaining employment, teaching the 
social skills necessary to navigate work settings 
is critical (Wehman et al., 2012).

 Cognitive Functioning Level

As ASD can manifest in many ways, the preva-
lence of intellectual disability varies dramati-
cally. A study by the Centers for Disease Control 
and Prevention (2014) examined records dating 
back to 2008 and found that 38% of children with 
ASD had concurrent intellectual disability. The 
presence of an intellectual disability is another 
factor that can limit the scope of available 
employment opportunities for people with 
ASD.  Individuals with significant cognitive 
impairments often struggle with attending to 
tasks, have problems with working memory, or 
lack problem-solving skills (Hill, 2004; Williams 
et al., 2006). In addition, employment for people 
with significant intellectual disability would 

likely require supports (e.g., job coaches, 1:1 
aides) for obtaining a job, coaching while on the 
job, and facilitating social interactions. Such sup-
ports are not readily available in most employ-
ment settings.

 Behavioral Challenges

Many individuals with ASD present with prob-
lem behavior that is disruptive or, in some cases, 
dangerous (Hartley et al., 2008). Common topog-
raphies of maladaptive behavior include aggres-
sion, self-injurious behavior (SIB), property 
destruction, and ritualistic/stereotypical behav-
ior. Estimates of the prevalence of maladaptive 
behavior range widely, but the literature indicates 
that 30–50% of individuals with ASD present 
with some form of maladaptive behavior (e.g., 
Shattuck et  al., 2007). Intervention challenges 
can be amplified in older individuals given the 
complexity and intensity of the challenging 
behavior (Borthwick-Duffy, 1994; Rojahn & 
Schroeder, 1991).

These challenges are not limited to dangerous 
forms of behavior. People with ASD often pres-
ent with non-dangerous, situationally inappropri-
ate types of behavior, such as hand flapping or 
body rocking. While these types of behavior are 
not dangerous, any form of problem behavior, 
dangerous or not, may discourage or prevent 
employers from hiring people with ASD.

 Quality of Existing Vocational 
Preparation

Complicating matters further is the fact that very 
little research exists for selecting appropriate 
vocational targets for individuals with special 
needs. The stated purpose of IDEA (2004) is to 
“ensure that all children with disabilities have 
available to them a free appropriate public educa-
tion (FAPE) and related services designed to 
meet their unique needs and prepare them for fur-
ther education, employment, and independent liv-
ing” (IDEA, Sec. 300.1(a)). Mounting literature 
suggests the need for the development of employ-
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ment placement resources for individuals with 
ASD (Schaller & Yang, 2005). However, empiri-
cally supported assessment tools for this purpose 
are lacking. In the absence of valid assessment 
tools, schools and training programs often focus 
on nonfunctional academics rather than func-
tional skills that will benefit students with ASD 
after graduation. The unfortunate outcome of 
these circumstances is inadequate preparation, 
poor vocational “matching,” and, ultimately, 
employment failure (Barnard et al., 2001; Jennes- 
Coussens et  al., 2006; Muller et  al., 2003; 
Newman et al., 2009).

 Preparation of the Workplace

While there are certainly issues that warrant indi-
vidual intervention, the burden of change should 
not fall exclusively upon people with ASD and 
their families. It is arguably more important to 
prepare workplaces to accommodate individuals 
with autism rather than the other way around. 
Given the nature of ASD, the workplace environ-
ment may be more amenable to change anyway.

Perhaps the most significant obstacle to over-
come is the negative perception of potential 
employers regarding people with autism. In many 
cases, employers have limited experience with 
hiring and working with individuals with disabil-
ities, which may lead to misconceptions and 
biases (Ju et  al., 2013). Morgan and Alexander 
(2005) surveyed prospective employers regard-
ing the hiring of individuals with developmental 
disabilities. Potential employers often expressed 
concerns regarding increased cost, the level of 
supervision required, lack of productivity, pro-
nounced skill deficits, and difficulties with the 
termination of employment. Further, Houtenville 
and Kalargyrou (2012) found that potential 
employers cited concerns related to safety, atten-
dance, punctuality, appearance, and social skills 
when considering hiring neurodiverse individu-
als. However, Lindsay et al. (2018) found busi-
ness improvements related to hiring individuals 
with disabilities (including autism) in the areas of 
profitability (e.g., tax credits, turnover, reten-
tion), competitive advantage (e.g., customer loy-

alty and satisfaction), inclusive work culture, and 
ability awareness (i.e., for training coworkers of 
employees with disabilities). Despite this evi-
dence, these negative perceptions persist and 
warrant intervention.

Perhaps one of the simplest and most effective 
strategies to prepare the workplace is to educate 
coworkers about the nature of ASD. For people 
who are unfamiliar with autism, the population 
can sometimes seem less social, awkward, or 
rude. Obviously, these characteristics are not the 
fault of autistic people, nor should they be 
expected to behave “normally.” Teaching cowork-
ers that a person might be less talkative, make 
less eye contact, or need quiet working condi-
tions could significantly improve working condi-
tions for both the coworkers and autistic people. 
Practically speaking, the task of teaching people 
to tolerate a coworker with autism may be sim-
pler, and perhaps more ethical, than trying to 
teach a person with autism to behave like their 
“normal” coworkers.

Another key to preparing the workplace is 
identifying accommodations that increase the 
likelihood of success. As is the case with anyone 
entering the workforce, a proper fit is necessary 
for job success. Not all people with ASD will 
thrive in the same kind of settings. People may be 
sensitive to noise, be adversely affected by 
crowds, or struggle with the difficulty/complex-
ity of certain tasks. In many cases, these issues 
may only require simple accommodations (e.g., 
being able to wear headphones during work or 
working in a less crowded area).

These barriers, when not properly addressed, 
often lead to missed opportunities for employ-
ment. As challenging as these barriers may be, 
families are also left to navigate a complex legal 
landscape to access employment supports as they 
leave the educational system and move into 
adulthood.

 Legal Issues in Accessing Services

There are many government agencies and pro-
grams that exist at the federal, state, and local 
levels (e.g., Vocational Rehabilitation, Medicaid- 
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State I/DD Agency, private health insurance, 
Social Security) that are intended to ensure that 
all people with disabilities have the opportunity 
to obtain competitive and integrated employ-
ment. Navigating these programs can be difficult 
to fully comprehend. While most of the primary 
legislation governing programs and protections 
related to employment for people with autism 
and other disabilities ares largely provided by the 
US federal government, federal legislation often 
allows for individual state agencies to dictate the 
specific forms, organization, and extent of the 
funding, programs, and supports that they pro-
vide for employment services and all related 
rules and regulations on a local level.

Hypothetically, allowing state and local gov-
ernment to design employment assistance pro-
grams in ways that are most appropriate for their 
respective constituents makes sense as there are 
likely many key differences in the needs of citi-
zens living in different geographic regions of the 
United States. However, drawbacks to this 
approach include that there is enormous inconsis-
tency in funding, access to effective services, and 
outcomes related to employment supports for 
autistic adults across counties and states and on a 
national level (Roux et al., 2018). In other words, 
the landscape of funding for employment pro-
grams and corresponding outcomes in one state 
could be completely different from those in 
another state. This lack of consistency in the 
structure and administration of services makes it 
difficult to conduct a simple evaluation of the 
overall effectiveness of US programs intended to 
encourage individuals with disabilities to attain 
competitive employment.

In many states, available funding for behavior 
analytic services provided in support of the 
attainment of employment goals is distributed 
between federal, state, and local agencies, such 
as Vocational Rehabilitation, Medicaid, private 
health insurance, and Social Security. Each of 
these agencies has their own set of systems, defi-
nitions, and requirements for service delivery, 
documentation, billing, and compliance. 
Consequently, behavior analysts supporting 
adults with autism in employment settings need 
to be fluent in working within multiple complex 

fee-for-service systems specific to the individual 
state where the practitioner is providing services. 
This is in direct contrast to the funding mecha-
nism for practitioners working in school settings 
where funding is derived primarily from local 
property taxes and is relatively guaranteed. The 
added complexity and effort required to secure 
funding and be fluent in compliance require-
ments from multiple sources should be a primary 
consideration for early career practitioners that 
are contemplating a career working with autistic 
adults in employment settings.

While many people with a range of disabilities 
may benefit from the current national approach to 
providing employment supports, outcomes for 
adults with autism vary widely across states 
(Roux et al., 2018), and the vast majority of peo-
ple on the spectrum continue to be without access 
to opportunities for competitive employment 
throughout the United States (Newman et  al., 
2011).

The Autism Collaboration, Accountability, 
Research, Education and Support Act (Autism 
CARES Act), which originally passed into law in 
2006, is the primary federal legislation mandat-
ing funding specifically for ASD-related services, 
training, and research. The Autism CARES Act 
requires that representatives from each of the fed-
eral agencies that support research and program 
efforts relevant to ASD collaborate to compose a 
comprehensive report to Congress on all federal 
activities related to youth and young adults with 
autism and the challenges they face regarding the 
transition from school-based programs to adult 
service systems.

 State of the Research Regarding 
Employment and ASD

As noted previously, the existing research regard-
ing employment intervention and outcomes for 
individuals with ASD remains relatively sparse. 
While there have been several studies document-
ing that people with ASD tend to be employed 
less, there have been few studies outlining what 
constitutes best practice to improve employment 
outcomes. Evidence-based vocational assess-
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ment methods and effective teaching procedures 
remain underrepresented in the literature. This 
section of the chapter is a review of the existing 
empirical literature to summarize best practice in 
assessment and intervention for developing voca-
tional skills.

 Identifying Vocational Targets

While interest mounts in the area of improved 
transition planning, selecting appropriate voca-
tional targets to improve outcomes for individu-
als with ASD remains an area in need of more 
research. Using assessment to inform instruction 
improves the efficiency of the training (McCurdy 
& Cole, 2014). Vocational skill assessments can 
be used to identify client strengths and deficits 
that can inform instructional goals. The use of 
sound assessment procedures to inform interven-
tion is one of the most significant predictors of 
competitive employment for autistic individuals 
(Kaya et  al., 2016). In recent years, several 
assessments have emerged to address this need. 
Most of these assessments have been in the form 
of questionnaires and rating scales, with rela-
tively few direct vocational assessment 
measures.

Indirect Vocational Assessment 
Instruments Indirect vocational assessments 
represent an important step in identifying 
employment matches for people with ASD. These 
assessments are particularly useful for popula-
tions with little or no intellectual disability. Their 
utility may be more limited for heavily impacted 
populations, as they may not be able to accurately 
answer content questions in the instruments.

The Autism Work Skills Questionnaire 
(AWSQ; Gal et al., 2013) is a 78-item, semistruc-
tured, work-based assessment designed to create 
an employment profile for people with 
ASD.  When completing the questionnaire, the 
participants respond to questions using a 5-point 
Likert scale on six content domains that include 
level of independence, work habits, working 
style, routine daily activities, interpersonal skills, 

and sensory needs. Gal et  al. (2015) compared 
AWSQ ratings for neurotypical people and indi-
viduals with ASD. Gal et al. (2015) found signifi-
cant differences in the scores between the groups 
for four of the five main AWSQ domains, sug-
gesting that the AWSQ may be useful in match-
ing individuals with ASD to jobs.

The Self-Directed Search® Form E.  Fourth 
Edition (SDS; Holland et  al., 1994) is a self- 
administered questionnaire based on the belief 
that there are six personality types: realistic, 
investigative, artistic, social, enterprising, and 
conventional. These different personalities are 
presumed to seek particular work environments. 
There is preliminary evidence to suggest that the 
SDS is a quality tool for individuals with learning 
disabilities and developmental disabilities, as 
well as those who are unable to read (Murray 
et al., 2016).

The current resources that are available for 
vocational selection may, in some cases, be 
poorly suited for individuals with ASD who are 
severely impacted and/or nonverbal. A couple 
notable exceptions are the Reading-Free 
Vocational Interest Inventory (RFVII-3; Synatchk 
& Becker, 2020) and the Career Occupational 
Preference System: Picture Inventory of Careers 
(COPS-PIC; Knapp-Lee, 2007).

The RFVII-3 is a nonverbal measure of voca-
tional interests for users from Grade 5 through 
adult. The assessment requires the examinee to 
select from a variety of pictured work-related 
activities as a measure of preference. The scores 
derived from the assessment place the examinee 
in 1 of 11 professional areas: automotive, build-
ing trades, clerical, animal care, food service, 
patient care, horticulture, housekeeping, personal 
service, laundry service, and material service. 
The tool is designed for individuals with learning 
disabilities and developmental disabilities as well 
as those who are unable to read.

The COPS-PIC is another nonverbal measure 
of vocational interests designed for individuals 
Grade 7 to adult. The COPS-PIC can be used to 
assess individuals with reading or language dif-
ficulties as well as individuals with low academic 
or career motivation. The assessment requires the 
examinee to express preferences using pictures of 
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occupational activities. The scores on the assess-
ment are linked to 14 career clusters, including 
science, technology, outdoor, consumer 
 economics, outdoor, business, clerical, commu-
nication, arts, and service.

There are a number of strengths to these indi-
rect vocational assessment models. Perhaps the 
greatest strength is their ease of use. Most of 
these assessments can be completed by the indi-
vidual or their family members in a brief period 
of time. Indirect assessments also can provide 
exploratory opportunities to consider employ-
ment experiences previously not considered.

While indirect assessments may be viable 
starting points while planning vocational experi-
ences, their usefulness is limited with individuals 
with more significant support needs. As indirect 
assessments are often completed by parents, 
caretakers, or teachers, they are subject to bias 
and may not produce reliable results. In addition, 
indirect reports of work preference may not be 
reflective of actual preference when presented 
with the work experiences.

Direct Vocational Assessment 
Instruments While indirect assessment mea-
sures can be a helpful tool for guiding vocational 
programming, the nature of these tools requires 
an inference be made that the reported preference 
for the jobs translates to actual vocational/
employment preference. Families and practitio-
ners may forego direct assessments and use trial- 
and- error job approaches to identify job matches. 
While these strategies can sometimes be effec-
tive, they can also be inefficient, with time and 
resources wasted.

Situational Assessments Situational assess-
ments involve allowing an individual to sample 
job experiences in community-based work envi-
ronments (Inge, 2007; Wehman et al., 2007). In 
many cases, such assessments can be superior to 
indirect measures as they allow the job seeker to 
directly perform the required work tasks. For 
example, an individual may be given the opportu-
nity to sample several different jobs (e.g., doing 
janitorial work, delivering mail in an office build-

ing, working as a cashier in a grocery store), and 
data can be collected for engagement (e.g., on- 
task behavior) and aptitude (i.e., how well they 
performed). These assessments also allow an 
individual to express preference for tasks after 
participating in the activity. Situational assess-
ments are particularly useful for individuals with 
whom questionnaires or interviews are not appro-
priate means of obtaining information. Perhaps 
the main drawback of these assessments is the 
lost time spent training in unmatched jobs.

Skill-Based Vocational Assessments As an 
alternative to traditional assessment models, 
there is some support for skill-based vocational 
assessments. Using such models may allow prac-
titioners to circumvent the need for job sampling 
and provide information that may help to tailor 
multiple jobs to meet the needs of job seekers. 
LaRue et al. (2019) designed a skill-based voca-
tional assessment that assessed client choice/
preference for specific critical dimensions of 
vocational skills: social vs. nonsocial tasks, com-
plex vs. repetitive tasks, and sedentary vs. mobile 
tasks. The results from this assessment were used 
to design a vocational profile for each participant. 
Each participant was then exposed to matched 
and unmatched job experiences based on the 
results of the assessment. To evaluate differences 
in performance in matched and unmatched jobs, 
the investigators monitored work productivity 
and disruptive behavior. In the final phase, par-
ticipants were given a choice between complet-
ing matched or unmatched jobs. The assessment 
resulted in varied job profiles across the partici-
pants. All the participants performed better (i.e., 
more on-task, less disruptive behavior) while 
completing jobs matched to their assessment 
results. In addition, when participants were 
allowed to choose between matched and 
unmatched jobs, they consistently chose to com-
plete jobs that matched their profile results.

Direct vocational assessments represent an 
important step in designing and matching autistic 
people with ideal employment outcomes. 
Exposure to actual job components and identifying 
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the optimal performance characteristics to adapt 
employment experiences have the potential to 
greatly improve job retention and satisfaction.

 Research on the Skills for Successful 
Employment

Even when sound assessments are completed to 
identify good employment matches, skills neces-
sary to obtain and retain employment must be 
taught. The process often begins with teaching 
the skills and expectations necessary for com-
pleting the job itself. While those skills are an 
obvious necessity for job success, there is also a 
need to teach other related skills, such as how to 
interview for a job and how to navigate work-
place interactions (e.g., “soft skills”).

Teaching the Skills for the Job We have all had 
the opportunity to start a new job at some point in 
our lives. Upon starting the job, we likely required 
orientation or training to provide us with the 
skills and knowledge to perform competently. 
The extent of this training likely depended on a 
number of factors, such as the complexity of the 
job and our aptitude for completing specific 
tasks. We likely benefitted from evidence-based 
training strategies, such as written job descrip-
tions, watching experts perform the job, and fre-
quent feedback from our trainers/supervisors. 
There is no reason to expect this to be different 
for teaching autistic people.

In most cases, a job is not a specific, isolated 
task. Most jobs are a collection of smaller tasks 
that we must master to meet expectations. For 
example, consider a sales associate at a depart-
ment store. Such a job may require a person to 
unload and store inventory on shelves in the back 
of the store, restock items in the front of a store 
when they are needed, answer questions posed by 
customers, and operate a cash register. While 
these skills may be acquired readily with mini-
mal structured training for most people with a 
diagnosis of ASD, some may require intensive 
teaching procedures to teach each individual 
skill.

Behavioral skills training (BST; Sarokoff & 
Sturmey, 2004) represents an evidence-based 
strategy for teaching people such skills. BST is a 
training procedure that includes written/verbal 
instructions, modeling/role playing, and perfor-
mance feedback. The combination of these com-
ponents represents an effective way to teach 
skills. A voluminous literature exists validating 
the utility of these strategies for training (for a 
review, see Kirkpatrick et al., 2019). While most 
of the BST literature has focused on teaching 
neurotypical individuals how to implement skills, 
there is a growing literature on its use to teach 
critical skills to people with ASD.

In a series of studies by Lerman and col-
leagues, autistic individuals were taught to imple-
ment behavioral programming with autistic 
children using BST (Lerman et al., 2015; Lerman 
et al., 2013). In these studies, the trainees were 
able to acquire teaching skills (i.e., mand train-
ing, discrete trial instruction) with BST, which 
led to corresponding skill acquisition in the 
young children with whom they were working. In 
addition, social validity measures indicated that 
some participants’ teaching was indistinguish-
able from that of trainees without ASD.

Gunn et al. (2017) taught a 22-year-old autis-
tic college student social pragmatic and executive 
functioning skills using BST. The authors evalu-
ated the use of a coaching program based on the 
BST model to help the student meet the require-
ments necessary to pass a practicum course. The 
primary objective of the coaching sessions was to 
increase the student’s ability to provide high- 
quality interactions with the children. Results 
indicated the student increased her rate of verbal 
interactions and, anecdotally, the quality of her 
interactions.

The empirical literature has clearly shown that 
BST is an effective tool for teaching people skills 
regardless of their diagnosis. There is now an 
emerging literature demonstrating the utility of 
these training procedures for teaching autistic 
adults job skills.

Interview Skills Before entering into any given 
position, there are introductory skills that must be 
acquired before progressing into the workforce. 
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As a foundation to any employment opportunity, 
an interview may be a necessary first step toward 
gaining employment. With social communication 
deficits being one of the core characteristics of 
ASD, individuals may have difficulty with 
 interview skills that rely heavily on a person’s 
ability to connect to their interviewer while being 
able to speak to their experiences as related to the 
current job. Many studies have evaluated the util-
ity of various training procedures to increase 
interview skills with adolescents and adults with 
ASD.

In recent years, researchers have used BST to 
teach job interview skills. For example, Stocco 
et al. (2017) used BST to teach appropriate ques-
tion asking and answering, as well as appropriate 
attending behavior, to five college students dur-
ing mock interviews. The use of BST led to 
improvements in the interview behavior across 
all five participants.

Advances in technology have provided addi-
tional avenues for training interview skills. 
Rosales and Whitlow (2019) used a BST package 
to teach interview skills to six participants using 
a web-based platform. In the investigation, the 
authors used BST to teach commonly asked 
interview questions using a commercially avail-
able training program. The authors found that 
BST was effective for teaching and improving 
responses to interview questions. In addition, the 
improved interview performance generalized to 
novel interviewers and novel settings and main-
tained over time.

Strickland et al. (2013) evaluated a web-based 
curriculum (JobTIPS) to teach interview skills to 
22 autistic adolescents between the ages of 16 and 
19. The training consisted of theory-of-mind guid-
ance, video modeling, visual supports, and virtual 
reality practice. In this randomized study, the per-
formance of participants was evaluated in two 
interviews. Following the first interview, half of the 
participants received the training, while the other 
half did not. The results showed that the partici-
pants who completed the JobTIPS training demon-
strated improved short-term verbal skills, such as 
content and delivery of the responses to interview 
questions, as compared to the control group.

Some studies have evaluated the efficacy of 
virtual reality tools to improve interview skills 
by providing an interactive and individualized 
practice environment (Villante et  al., 2020; 
Walker et  al., 2016). Virtual reality has been 
used not only to evaluate interview skills but to 
improve collaborative skills as well. Zhang et al. 
(2020) evaluated virtual reality and collaborative 
virtual environments to attempt to provide addi-
tional opportunities for communication and col-
laboration skills training. The interactions 
demonstrated in the virtual reality environment 
reflected interactions with typically developing 
peers, and results suggest promise for future 
research. While the technology of virtual reality 
may be useful, other high-level technological 
supports have also been used to aid in training, 
such as robots, to provide assistance during 
mock interviews while teaching appropriate 
interview behavior (Kumazaki et al., 2019). As 
we move toward a world of technological 
advancements, future research should consider 
the benefit of incorporating technology into the 
development and improvement of interview and 
workplace skills.

Teaching Soft Skills The ability to navigate the 
social nuances in workplace relationships can be 
a significant challenge for autistic people. 
Promoting social communication and collabora-
tion is a key factor in many employment settings. 
In a pilot study, Connor et al. (2020) evaluated an 
eight-session work-related social skills training 
to improve social cognition, social function, and 
social confidence. The Assistive Soft Skills and 
Employment Training (ASSET) was adapted 
from a general soft skills curriculum and focused 
on communication, attitude and enthusiasm, 
teamwork, networking, problem-solving and crit-
ical thinking, and professionalism through a 
structured learning approach. The training con-
sisted of 90-min sessions in a group format 
among 26 adults with ASD.  Results indicated 
improvements across all categories and a reduc-
tion in anxiety. Sung et al. (2019) also evaluated 
the ASSET program with 17 autistic adults. They 
observed improvements in social functioning, 
self-confidence, and engagement, as well as 
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larger, impactful indicators of a proper quality of 
life, such as a sense of belonging.

Grob et al. (2019) implemented a BST train-
ing package to teach three autistic adults critical 
workplace social skills. In this investigation, the 
authors taught participants social skills, such as 
responding appropriately to feedback, request-
ing help, and asking for a task model from the 
supervisor. Results indicated that the interven-
tion was effective for improving all targeted 
social skills.

Although there is currently little research on 
supporting adults with ASD in employment, par-
ticularly in reference to improving soft skills, 
there is a push for evolved systems of support, 
especially as rates of ASD continue to rise. As we 
continue to evaluate more suitable methods of 
supporting adults with ASD in various employ-
ment settings, we should also continue to develop 
support systems for these individuals not only to 
become generally more employable but to also 
learn adaption and maintenance skills in the job 
once they are working.

 Identifying the Appropriate Setting

While providing the skills necessary to obtain 
and retain a job is essential, the employment set-
ting itself is also a critical factor for job success. 
As autism presents in a variety of different ways, 
an ideal placement is going to vary from person 
to person. For example, many people with ASD 
require no accommodations and have minimal 
difficulty working alongside neurotypical col-
leagues in a traditional workplace. On the other 
hand, there are people with autism who have sig-
nificant support needs and may require more 
intensive support, such as job coaches or modifi-
cations to their job responsibilities, and are better 
suited for supported employment experiences or 
day programs/sheltered workshops. What fol-
lows is a description of some of the most com-
mon vocational/employment settings for people 
with ASD.

 Competitive Integrated Employment

Competitive integrated employment (CIE) refers 
to vocational experiences where individuals earn 
market wages at or above minimum wage 
(Cimera et al., 2014). People working in CIE set-
tings generally have little or no supplemental 
support relative to their neurotypical counter-
parts. CIE is usually the preferred outcome for 
individuals with disabilities and their families. As 
such, CIE should be the goal for practitioners 
working with this population whenever possible. 
CIE experiences offer many benefits, including 
greater opportunities for social relationships, 
improved cognitive functioning, and financial 
support/freedom (Wehman, et al., 2016).

 Supported Employment (SE)

While the goal is usually to attain competitive 
employment with no additional support, some 
people with ASD require workplace accommoda-
tions for successful outcomes. Supported 
employment (SE) refers to workplace experi-
ences that have accommodations to maximize the 
likelihood of success. These accommodations 
may include having job coaches present to pro-
vide support, modifications to job responsibili-
ties, or changes to the physical layout of the 
workplace. For SE to be effective, the supports 
need to be individualized to meet the job seeker’s 
needs around all stages of employment and based 
on observation and data collection (Chen et al., 
2014; Garcia-Villamisar et al., 2002; Gerhardt & 
Lanier, 2010; Scott et al., 2019; Wehman et al., 
2017). Although sample sizes are small, and pop-
ulations limited, the research on SE is promising 
for both vocational outcomes and non-vocational 
outcomes such as cognitive performance outside 
work (Garcia-Villamisar & Hughes, 2007; Scott 
et al., 2019; Wehman et al., 2012; Wehman et al., 
2017). While these supports are present at the 
start of SE experiences, the long-term goal should 
be to fade these supports as they become more 
independent (Nicholas et al., 2015).
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 Prevocational Settings

While the goal should always be directed at 
obtaining competitive or supported employment, 
there are some individuals who do not possess 
the skills necessary to maintain employment in 
traditional work settings. In many cases, these 
individuals need to develop vocational skills in 
more controlled settings with additional sup-
ports, such as day habilitation programs and shel-
tered workshops.

Adult Day Services or Day Habilitation While 
there is tremendous variability to how different 
programs operate, adult day services (ADS) or 
day habilitation (DH) services often implement 
vocational and/or prevocational programing both 
in facility-based settings and in the community. 
In these programs, job training will often include 
periods of center-based programming in conjunc-
tion with controlled individual or group employ-
ment experiences in the community (Gerhardt & 
Lanier, 2010; Taylor & Seltzer, 2011). ADS/DH 
programs represent a common model of voca-
tional support for individuals diagnosed with 
autism; however, the research base supporting 
the efficacy of such models is not particularly 
strong with regard to future employment or qual-
ity of life outcomes.

Sheltered Workshops Sheltered workshops 
(SWs) are another form of controlled, prevoca-
tional work experience. SWs are often large, con-
gregate facility-based employment programs. In 
these programs, people with disabilities often 
complete minimum wage piece work and prevo-
cational skill training (Cimera et  al., 2012; 
Garcia-Villamisar et  al., 2002; Gerhardt & 
Lanier, 2010; Nicholas et  al., 2015). As is the 
case with adult day programs, the literature sup-
porting SWs is not particularly strong. In fact, 
there is some evidence suggesting that sheltered 
workshops may have a negative effect on the 
eventual outcomes of individuals working in the 
community in terms of pay rate, hours, and over-
all cost of support services (Cimera et al., 2012). 
Because research supports that employment out-

comes are generally better after SE services, 
there has been an industry “shift” away from 
SWs in favor of increased community integration 
(Nicholas et al., 2015).

 Models for Clinical Practice

With the tremendous variability in how ASD 
presents, what constitutes best practice must be 
adapted to meet the needs of the individual. 
Understanding job preference and skill sets 
through vocational assessments and development 
of work skills through systematic instruction are 
crucial components for aiding autistic adults to 
find appropriate, meaningful, and enjoyable 
employment opportunities. The need for individ-
ualized services and training is imperative for 
realizing successful employment outcomes 
(Anderson et al., 2018). What follows is a sum-
mary of steps for practitioners and families to 
take to improve employment outcomes.

 Addressing the Barriers 
to Employment

As noted earlier in the chapter, the associated fea-
tures of ASD can sometimes interfere with the 
ability to gain and retain employment. Difficulties 
with communication, social skills deficits, and 
repetitive or maladaptive behavior can all become 
barriers to employment (Howlin & Magiati, 
2017; Moss et al., 2017). While systematic inter-
vention is not always necessary, people who are 
more heavily impacted are likely to need more 
intensive intervention. With regard to social and 
communication difficulties, it is important for 
practitioners to use assessments to identify spe-
cific skills in need of intervention. For individu-
als presenting with challenging behavior, 
practitioners should use functional behavior 
assessments to identify factors contributing to its 
occurrence along with function-based interven-
tions to address these issues.

While it is important to respect individual dif-
ferences and neurodiversity, the presence of chal-
lenging behavior (e.g., aggression, stigmatizing 
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repetitive behavior) or significant social/commu-
nication deficits will limit the range of opportuni-
ties available. The role of the practitioner should 
be to provide autistic individuals with the skills 
they need to allow them to be as independent as 
possible.

 Prepare the Work Environment

As discussed previously, employers and cowork-
ers can sometimes have negative perceptions 
about people diagnosed with autism (Black, 
et al., 2019; Hurlbutt & Chalmers, 2004; Unger, 
2002). As practitioners supporting this popula-
tion, we need to take measures to prepare poten-
tial work environments to accommodate autistic 
individuals. This may include providing didactic 
training to staff and administrators to familiarize 
them with the needs and characteristics of diverse 
populations. Preparations could also involve 
modifying the environment itself to allow autistic 
individuals to be as successful as possible (e.g., 
quieter working environments, written instruc-
tions for tasks, the presence of job coaches). By 
preparing the work environment, practitioners 
can decrease the likelihood of misunderstandings 
and conflict while creating an accommodating 
workplace that is individualized to increase the 
likelihood of success.

 Implement Sound Vocational 
Assessments

We described some encouraging research sup-
porting the use of indirect and direct vocational 
assessment procedures to create better job 
matches. Despite their utility, they are used infre-
quently in applied settings, which likely contrib-
ute to poor outcomes. As practitioners, we should 
be using these measures to account for both apti-
tude and preference in identifying potential jobs 
for autistic individuals. Indirect vocational 
assessments, such as the Autism Work Skills 
Questionnaire (AWSQ), represent an ideal start-
ing point and could be used to identify potential 
areas to explore and target for future analysis.

For those more severely impacted or with an 
intellectual disability, direct vocational assess-
ment procedures may have more utility. These 
direct vocational assessments might involve 
exposing the individual to different job experi-
ences (i.e., job sampling) or characteristics of 
jobs (e.g., whether they prefer working alone or 
with others) and measuring performance and 
preference while completing jobs.

 Use Sound Training Procedures

Using systematic training procedures, such as 
BST, represents the most effective way to teach 
someone to implement a skill. As noted previ-
ously, BST includes providing instructions (writ-
ten and/or verbal), modeling and role playing, 
and performance feedback. The combination of 
these training procedures has been shown to be 
incredibly effective across a variety of popula-
tions. While the use of BST to teach specific job 
skills is important, it is equally important to use 
BST to train associated skills, such as interview-
ing skills and the skills necessary to navigate 
social interactions in the workplace.

Upon the acquisition of these skills, practitio-
ners should take measures to fade themselves 
from the environment to allow for independent 
responding. While having supports in place is 
desirable in the early stages of training, the pres-
ence of support staff can be costly and stigmatiz-
ing. The ability to work independently is likely to 
open up opportunities for this population (e.g., 
competitive integrated employment).

 Select the Appropriate Setting

When identifying appropriate employment envi-
ronments, families and practitioners must con-
sider several logistical factors to ensure success. 
CIE should always be the goal. However, the sup-
port needs of this population are quite variable. 
While many are capable of CIE, there are others 
that have more significant support needs and are 
better suited for part-time employment or prevo-
cational training. The wrong placement is likely 
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to lead to failure and can have long-term detri-
mental effects on individuals, their families, and 
employers.

When possible, families and practitioners 
should seek employment partnerships in familiar, 
accessible environments. An often-overlooked 
factor in promoting successful employment 
opportunities is access to transportation. Research 
has indicated autistic individuals experience 
many obstacles when attempting to procure 
transportation to and from work (Lubin & Feeley, 
2016). To the extent that it is possible, families 
and practitioners should identify job sites that are 
easily accessible (i.e., close to home) and/or have 
easy access to affordable public transportation.

 Assess and Monitor Outcomes

To ensure the success of the people we support, it 
is important to monitor their employment out-
comes. In doing so, it allows practitioners to cali-
brate interventions for the individuals with whom 
we work, and it represents a mechanism for feed-
back for our practices. Outcomes can be mea-
sured at the level of the individual and at the 
program level.

Monitoring individual outcomes may be the 
most direct way that we can evaluate our effec-
tiveness. Relevant dependent variables might 
include information about pay rate, promotions, 
and the duration of employment. For individuals 
with more significant support needs, we might 
measure work productivity, on-task behavior, the 
presence of interfering behavior, and the need for 
prompting from support staff. Such measures 
could yield valuable information for refining 
interventions and improving employment 
outcomes.

There are several ways to monitor program 
outcomes. Direct outcome measures found in the 
literature include prolonged employment/job sta-
bility/retention rates, wages, intervention hours 
required to secure employment, type of job (e.g., 
manual or unskilled), and comparisons of income 
with expenditure (Brooke et  al., 2018; Howlin 
et al., 2000; Ohl et al., 2017; Roux et al., 2013; 
Wehman et  al., 2016; Wilczynski et  al., 2013). 

Indirect outcome measures include question-
naires of job satisfaction (Alcock & Howlin, 
2003), relationships with employer (Nicholas 
et al., 2018; Ohl et al., 2017), level of job support 
(Nicholas et  al., 2018; Ohl et  al., 2017), and 
social demands (Hurlbutt & Chalmers, 2004).

As support needs often vary greatly from per-
son to person with autistic adults, supports to 
program for outcomes of independence in adult-
hood will also vary greatly. Some autistic adults 
may have advanced college degrees, have driver’s 
licenses, and live independently, while some may 
require significant support needs in adaptive/
functional living skills, engage in problem behav-
ior, and/or have little to no vocal communicative 
abilities. As autistic individuals age into adult-
hood, it is important to consider that (a) their sup-
port needs do not magically disappear upon 
turning 21  years old and (b) the behavioral 
approaches applied to promote successful out-
comes should occur within the natural environ-
ment. Further, when considering the 
individualized supports required, we consider 
what needs to be altered: the individual or the 
environment. When applying behavioral inter-
ventions for prevention of problem behaviors that 
interfere with community inclusion, practitioners 
should consider what changes to the physical 
characteristics of the environment could result in 
improved behavioral outcomes (Horner et  al., 
2002). Through this use of “environmental engi-
neering” (Horner et al., 2002, p. 425), the focus 
of intervention shifts from fitting individuals into 
certain environments to modification of environ-
ments to fit the needs of the people within it. This 
is applicable in a number of community-based 
environments and especially relevant when con-
sidering vocational opportunities for adults on 
the autism spectrum.

 – Hannah: Hannah is a 24-year-old woman with 
a diagnosis of ASD.  She has above-average 
intelligence (IQ  =  125). Hannah has shown 
preference and aptitude for computer pro-
gramming. She has a job working for a soft-
ware company in a large office with cubicles. 
A service provider may check in daily or 
weekly to identify any concerns. Otherwise, 
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Hannah can transport herself to and from work 
independently, earn a paycheck, and have 
meaningful social relationships with her 
coworkers.

 – Fred: Fred is a 27-year-old autistic man. He 
has an IQ of 80 and has some minor social 
deficits (e.g., difficulty sustaining conversa-
tions). While he does not have any major 
behavioral issues, he does engage in some 
motor stereotypy (i.e., flicking his fingers 
repeatedly). He has a paid, part-time position 
with a local cleaning company that provides 
janitorial services in office buildings after 
hours. There is an aide that supports Fred dur-
ing working hours. The aide transports Fred to 
and from work and helps him to set up materi-
als before starting his shift. The aide then 
stands back to let Fred work independently.

 – Evan: Evan is a 31-year-old autistic male. Evan 
has severe intellectual disability (IQ is unmea-
surable) and minimal communication ability. 
In addition, Evan presents with intermittent yet 
severe maladaptive behavior (e.g., aggression, 
self-injury). Problem behavior is most likely to 
occur during difficult work tasks and transi-
tions. Evan spends most of his time in an adult 
day program that works on prevocational and 
developing leisure skills. Evan volunteers at a 
local charity organization for a few days a 
week with staff support. Responsibilities 
include sorting donated items and hanging 
clothing on racks. An aide is always present to 
ensure that Evan remains on task and to imple-
ment a behavior intervention plan.

You can see that the work circumstances for 
the adults in each of these examples are com-
pletely different. What is important to note is that 
each of these scenarios may represent the optimal 
outcome for the adult represented. The key is for 
practitioners to individualize intervention strate-
gies to find the best fit.

 Areas of Need for Future Research

As autistic adults are generally underrepresented 
in clinical research, there are many areas in need 
of investigation. While there is an obvious need 

to advance state-of-the-art interventions, it is also 
critical to evaluate existing strategies and develop 
ways to implement the procedures in low- 
resource settings. In addition, the research that 
does exist often does not find its way into clinical 
practice. Bridging this research to practice gap is 
critical for improving employment outcomes for 
people diagnosed with autism.

While the literature on the assessment and 
treatment of maladaptive behavior is well devel-
oped in younger populations, modifications tai-
lored to the needs of adults are understudied. As 
any form of problem behavior in the workplace is 
likely to result in termination, strategies for 
addressing these issues are of paramount impor-
tance. The complexity and intensity of problem 
behavior, coupled with increases in strength and 
stature, can make problem behavior unmanage-
able in adults. Models of assessment that mini-
mize the occurrence of challenging behavior 
need to be developed and refined. Some encour-
aging models of assessment, such as trial-based 
functional analyses (Bloom et al., 2011; LaRue 
et al., 2010) and latency-based functional analy-
ses (Thomason-Sassi et al., 2011), have utility in 
older populations. As challenging behavior can 
often be more dangerous in adults, there is a need 
to evaluate intervention models that prevent their 
occurrence, such as fixed time schedules of rein-
forcement (e.g., Vollmer et al., 1993) and func-
tional communication training (Carr & Durand, 
1985), while minimizing the need for the imple-
mentation of extinction.

As noted earlier in the chapter, several voca-
tional assessments have emerged to assist in 
identifying employment placements. While many 
of these assessments appear to have face validity, 
the extent to which these tools lead to successful 
employment outcomes remains unclear. There is 
a clear need for research linking vocational 
assessment results to long-term outcomes in 
employment settings.

While some vocational assessment tools have 
been developed for autistic populations, people 
who are severely impacted (e.g., those who pres-
ent with comorbid intellectual disability and/or 
are nonverbal) remain underrepresented in the 
literature. To this point, most vocational assess-
ments have had limited applicability for autistic 
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people with severe communication deficits. 
Some preliminary research outlining direct 
vocational assessment procedures are encourag-
ing, but more solutions for this at-risk population 
are needed.

Related to the above points, there is also a 
need for research evaluating the effects of job 
preference on long-term outcomes. While many 
of the existing vocational assessments are 
designed to predict jobs that an individual may 
have the skills necessary to perform, job prefer-
ence is rarely explored. As most of us can attest, 
having the ability to perform a task well is not 
necessarily a reliable indicator of our preference 
for it. The extent to which one’s preference for a 
job affects long-term outcomes represents an 
important area to be explored.

While the literature outlining effective train-
ing practices is fairly well developed in neuro-
typical populations, studies evaluating their 
use with adults diagnosed with ASD are sparse. 
Future research could verify the effectiveness 
of these procedures for teaching job skills to 
autistic populations. Technological modifica-
tions to training components also represent an 
important area for future research. For exam-
ple, the use of video modeling for training 
vocational skills could allow for training in the 
absence of job coaches, which could be a cost-
effective, less- intrusive training alternative. As 
noted earlier, there have been some prelimi-
nary investigations into training interviewing 
skills and the conversational skills necessary to 
navigate the workplace. These lines of research 
are in their infancy and warrant more 
attention.

The inevitable outcome of these lines of 
research will undoubtedly show that the design of 
employment experiences needs to be individual-
ized. Successful employment will result from 
sound vocational assessments, individualized 
teaching strategies designed for older learners, 
and adequate preparation of the workplace to 
accommodate the needs of this population. While 
programs serve as models to achieve this suc-
cessfully, there is a need for program evaluation 
research to determine what predicts the best 
outcomes.

 Clinical Implications

As noted at the start of this chapter, obtaining 
employment represents a critical developmental 
step in the progression to adulthood. While the 
traditional educational experience adequately 
prepares neurotypical people to join the work-
force, outcomes for people diagnosed with ASD 
tend to be less favorable. The fact that the vast 
majority of people with ASD are unemployed is a 
clear evidence of this.

These failures lead to several undesirable out-
comes. If we do not adequately prepare autistic 
people for employment, they are more likely to 
become isolated and less likely to be integrated 
with their community and are more likely to 
experience health problems. Perhaps most impor-
tantly, failure to adequately prepare people to 
join the workforce deprives autistic adults of 
their ability to become independent. Without 
gainful employment, it becomes less likely that 
people can afford to live on their own, can afford 
to travel, or have opportunities to participate in 
social activities.

While the empirical literature on the topic 
remains sparse, the research that does exist high-
lights the importance of individualized interven-
tion. Addressing the barriers that are likely to 
interfere with employment, using systematic 
vocational assessments, using sound training 
procedures, and preparing the workplace to 
accommodate autistic coworkers can lead to 
improved outcomes for this population.
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Friendships and Social 
Relationships of Autistic 
Individuals Across the Lifespan: 
A Focus on Often-Overlooked 
Autistic Women

Katharine Figueroa , Lauren Baczewski , 
and Connie Kasari 

Humans are a social, collaborative species, and 
therefore social relationships are the fabric of our 
society. Society is a culmination of individuals 
and communities, and relationships are critical 
for our individual psychological and physical 
health across the lifespan. Research shows that 
the presence of high-quality social relationships 
predicts better physical and mental health (Yang 
et  al., 2016). More specifically, an individual’s 
cardiovascular health, stress responses, sleep, 
immune systems, and cognitive health can all be 
positively affected by having friends and nega-
tively affected by their absence (Cole et al., 2015; 
Griffin et  al., 2019; Holt-Lunstad et  al., 2007; 
Lee & Goldstein, 2016; Seeman et  al., 2001). 
Friends can ameliorate social exclusion and 
rejection at school, improving mental health 
(Peters et al., 2011). In one study, college fresh-
man with and without healthy self-esteem had 
their depression reduced by social support 

(Cohen et  al., 1986). Results of another study 
show that older adults participating in social or 
community activities are more likely to report 
better health (Sirven & Debrand, 2008). 
Unsurprisingly, those with stronger social con-
nections tend to live longer than those who do not 
have those relationships (Holt-Lunstad et  al., 
2015). Given how important social relationships 
are to a healthier, longer, and fulfilling life, what 
are the experiences of people who have less 
access to social relationships or live with the mis-
conception that they do not desire relationships to 
begin with?

Autism is a developmental condition charac-
terized by challenges in social functioning and 
communication, with ranging symptoms, charac-
teristics, and severity (American Psychiatric 
Association, 2013). Additionally, many individu-
als with autism may engage in repetitive behav-
iors (Leekam et  al., 2011), avoid eye contact 
(Hadjikhani et  al., 2017), and have alexithymia 
(i.e., difficulty identifying emotions; Poquérusse 
et al., 2018). These are only a few examples of 
“autistic” behaviors that can impact social inter-
actions, as they may be considered socially dis-
ruptive by others or incorrectly perceived as 
evidence of antisocial inclinations from the autis-
tic person. In fact, behaviors of autistic individu-
als are often described in the literature as 
signaling less desire for social connections or 
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relationships (Jaswal & Akhtar, 2019), but 
research that centers the experiences of autistic 
participants provides a different perspective. 
When asked about their preferences for social 
interaction and connection, autistic individuals 
are similar to their neurotypical peers in seeking 
social relationships that are meaningful and long- 
lasting (Bargiela et  al., 2016; Bauminger & 
Kasari, 2000; Cresswell et  al., 2019; Daniel & 
Billingsley, 2010; Sedgewick et  al., 2019b; 
Sinclair, 2010). Due to differences in social cog-
nition, autistic people find maintaining, fostering, 
and navigating these relationships to be challeng-
ing (Müller et al., 2008) and subsequently report 
having fewer friendships than their neurotypical 
counterparts (Dean et  al., 2014). Autistics may 
have different preferences and approaches to 
their social relationships, often preferring to con-
nect with others in small groups rather than one- 
on- one and to share activities rather than engage 
in emotional bonding via conversation (Calder 
et  al., 2013; Kuo et  al., 2013; Orsmond et  al., 
2004; Petrina et  al., 2014). Some research has 
looked into autistic people’s friendships from 
their own perspective, with results illustrating the 
need to reconceptualize how autistic friendship is 
defined to include diverse first-hand experiences 
(Sosnowy et al., 2019). More research is needed 
to understand how to effectively support autistic 
people in developing the types of meaningful 
social relationships they seek.

How can we most effectively help those with 
autism find fulfilling and long-lasting relation-
ships? There are many supports available for 
individuals with autism that aim to strengthen or 
provide new social skills, improve understanding 
of social cues, and allow people to have an easier 
time navigating social expectations and situa-
tions. However, not all autistic individuals are 
identified and diagnosed early enough to receive 
such programs or supports due to a myriad of rea-
sons, including the phenomenon known as “cam-
ouflaging.” Camouflaging has been described as 
the conscious and/or unconscious mimicry of 
neurotypical behaviors (Bargiela et al., 2016) that 
otherwise would not come naturally to the indi-
vidual, which can lead to that person experienc-
ing delays in receiving an autism diagnosis and 

thus remaining unsupported. Autistic women in 
particular experience camouflaging at a higher 
rate than their male counterparts (Cassidy et al., 
2018; Hull et al., 2020; Lai et al., 2017; Schuck 
et  al., 2019). Societal expectations of women 
(Cage & Troxell-Whitman, 2019; Dean et  al., 
2017) as well as diagnostically unaccounted-for 
differences in female presentation of autism 
(Dean et al., 2014) may also be contributing fac-
tors. This greater propensity for camouflaging 
may partially explain why women often receive 
autism diagnoses later in life (Begeer et al., 2013; 
Lehnhardt et  al., 2016). In addition to delayed 
diagnosis and less access to supports, camouflag-
ing can also have a negative impact on friendship 
and relationship formation for autistic individu-
als. Camouflaging can lead the autistic person to 
feel that their friendships and relationships are 
less genuine and that their social partners lack an 
accurate understanding of who they truly are 
(Hull et  al., 2017). Many autistic individuals 
report that camouflaging affects their feelings of 
closeness to their friend or social partner (Hull 
et  al., 2017), illustrating the potential negative 
impact of masking on friendship formation and 
development.

There is evidence to suggest that autistic peo-
ple interact in a way best understood by other 
autistic people compared to neurotypicals 
(Crompton et  al., 2020b) who may struggle to 
understand the autistic person’s social cues and 
mental states (Edey et al., 2016; Sheppard et al., 
2016). As a result, the friendships of autistic and 
neurotypical people may face challenges with 
mutual empathy in the sense that a neurotypical 
individual may struggle to understand an autistic 
individual’s viewpoint and vice versa (Milton, 
2012). This is not to say there is a lack of empa-
thy on either person’s side. Instead, this dilemma 
may be attributed to the double empathy theory 
(Milton, 2012), which posits that having different 
neurological and life experiences can make autis-
tic and neurotypical individuals’ understandings 
and knowledgeable empathy of each other more 
difficult. Milton notes that autistic individuals 
may have the empathetic advantage as they are 
more exposed to neurotypicals’ viewpoints: “...
many autistic people have indeed gained a greater 
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level of insight into (non-autistic) society, and 
more than vice versa, perhaps due to the need to 
survive and potentially thrive in a (non-autistic) 
culture” (Milton, 2012, p. 886).

Despite the unique social challenges and soci-
etal stigma that autistic individuals face, friend-
ship is desired, beneficial, and possible for them. 
Both autistic and non-autistic people can receive 
the same benefits and protective factors from 
healthy friendship, and autistic people should be 
given the extra support needed to increase their 
opportunities to connect with others in their own 
way and to promote satisfaction within their 
friendships.

The chapter that follows reviews the literature 
on autistic individuals’ social relationships across 
childhood, adolescence, and adulthood. We 
review different types of social relationships 
(e.g., siblings, friends, romantic partners) across 
the lifespan for autistic individuals. In each sec-
tion, we focus on autistic women’s social rela-
tionships in particular, because there is less 
known about their experiences and unique 
dynamics when it comes to diagnosis and rela-
tionships. After reviewing the literature on social 
relationships across the lifespan for autistic indi-
viduals, we briefly examine the impact of social 
camouflaging on relationships, mental health, 
and loneliness, which are all interconnected. We 
examine extant interventions that aim to support 
the social relationships of autistic individuals and 
point to gaps in available treatment and research. 
Finally, we conclude with implications for future 
research and social relationship interventions.

 Family Relationships

 The Role of Family Support

Positive relationships with family are important 
for well-being across one’s lifespan (Merz et al., 
2009; Umberson & Montez, 2010). Due to the 
long-lasting duration of many family relation-
ships, family members may have a larger impact 
on an individual’s life than friends and/or inti-
mate partners. In fact, the quality of family rela-
tionships is a greater predictor of aging health 

than the quality of intimate partnerships (Woods 
et al., 2020). While high-quality friendships con-
tribute to an individual’s well-being, friendships 
may not completely replace the benefit gained 
from positive family relationships. Even among 
individuals with a highly positive friend relation-
ship, more positive familial relationships were 
associated with better health and self-esteem 
(Fuller-Iglesias et al., 2013). This may be because 
long-lasting friendships, as well as intimate rela-
tionships, are often dependent upon the emo-
tional content of the relationship, whereas 
familial relationships and support may be less 
conditional. In this way, family relationships may 
play a unique and more constant or enduring role 
in an individual’s social support system.

The stability of familial relationships can be 
particularly supportive for those who may strug-
gle with social communication skills, which is 
often the case for people with autism. Autistic 
individuals often have difficulty understanding 
others’ emotions and navigating the complex 
social milieu of friendships. These include chal-
lenges in interpreting social cues (Jellema et al., 
2009; Morrison et  al., 2019), identifying emo-
tions on faces (Baron-Cohen et al., 1997), tone of 
voice (Golan et  al., 2007), sarcasm (Persicke 
et al., 2013), and social mistakes (Baron-Cohen 
et al., 1999). These findings illustrate some of the 
difficulties autistic individuals may have in 
regard to navigating complex social cues and 
emotions. Familial relationships may therefore 
be particularly important in the life of an autistic 
person for their lesser foundation on emotional 
value and exchanges compared to other relation-
ships. Fostering relationships that typically do 
not require as steep emotional prerequisites for 
support to be provided, family members become 
an essential and impactful resource for autistic 
individuals who struggle with emotional aspects 
of relationships. Given that individuals with 
autism experience more physical and mental 
health challenges (Graham Holmes et al., 2020) 
and greater loneliness than their non-autistic 
peers (Ee et al., 2019), family support is critical.

In particular sibling relationships are often an 
individual’s longest-lasting family relationship 
because of co-occurring lifespans. Siblings 
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(especially older siblings) offer a social example 
to their autistic siblings that can be beneficial in 
developing social skills and potential friendships 
(Ben-Itzchak et  al., 2019; Rum et  al., 2021). 
Beyond the scope of this chapter, an emerging 
area of research is on social skills development of 
autistic children from sibling relationships. 
Across both future research and interventions in 
this area, more self-reporting from autistic chil-
dren about their experiences and relationships is 
sorely needed, as much of the current literature 
only takes into account parental and non-autistic 
sibling views and perspectives.

 Summary and Future Directions

Familial relationships can serve as substantial 
sources of social support for autistic individuals 
across the lifespan. Having siblings confers an 
advantage for autistic individuals, especially 
those who have older siblings. The presence of a 
sibling provides autistic children with multiple 
advantages such as greater prosocial practice and 
behaviors, a larger family network of support, 
and potential long-lasting friendship. More lon-
gitudinal studies that examine how different 
types of family relationships change across time 
are especially needed, as they may point to mean-
ingful periods when intervention would be most 
efficacious. Finally, significant efforts toward 
measuring inclusive samples for future studies 
must be made for the following populations: 
minority, lower-income, nonverbal, and women.

 Friendships

Friendships are important to both autistic people 
and neurotypicals alike, though the former may 
experience different and additional challenges 
when it comes to forming and maintaining such 
relationships (Mazurek, 2014). When examining 
the peer relationships of individuals with autism, 
it is critical to consider the role of gender and 
age. The friendships of autistic women, in par-
ticular, are grossly understudied. However, the 
limited research on this topic suggests that there 

are notable differences in socialization and 
autism presentation across an autistic female’s 
lifespan compared to autistic males that are sig-
nificant to autistic females’ social network qual-
ity, their reality of belated diagnosis, and mental 
health challenges related to camouflage. These 
unique distinctions play a significant role and 
should be factored into future interventions and 
supports for better and more effective outcomes 
for autistic women’s social lives and their quality 
of life. This section will describe the friendships 
of autistic children, adolescents, and adults, with 
a special focus on gender differences at each of 
these developmental stages.

 Understanding Autistic Friendships 
and Loneliness: Childhood

Friendships are an integral contributor to a child’s 
social development. For example, having more 
friends is correlated with greater child prosocial 
skills (Gest et al., 2001; Ladd, 2005). Children’s 
social play behavior and language skills can also 
improve with increased social interactions with 
peers (Rogers, 2000; Wolfberg & Schuler, 1993). 
Social play behavior and language skills have 
been shown to predict higher academic achieve-
ment and less risk of later adjustment problems 
(Brendgen et al., 2005; Middleton et al., 1986). 
Therefore, the presence and quality of friend-
ships in a child’s life can have a lasting impact on 
their development across time.

Autistic children without co-occurring intel-
lectual disability report interest in having friends 
(Bauminger & Kasari, 2000) and in socializing 
with their peers (Bauminger et  al., 2008). Like 
neurotypical children, autistic children prefer to 
and mostly socialize with same-gender friends 
(Dean et  al., 2014). Compared to their non- 
autistic counterparts, autistic children tend to 
have fewer friends (Taheri et  al., 2016), less 
reciprocated friendships (Rotheram-Fuller et al., 
2010), and friendships of a lower quality 
(Bauminger & Kasari, 2000). On average, autis-
tic children often report feeling greater loneliness 
compared to their non-autistic peers while also 
having a less complete understanding of loneli-
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ness during childhood (Bauminger & Kasari, 
2000). As Bauminger and Kasari (2000) noted in 
their study, this experience of loneliness impor-
tantly indicates both a motivation for having 
social relationships and recognition of the value 
of friendships by the autistic child, but their inter-
pretation of loneliness is also unique. Two types 
of loneliness were identified by children in the 
study: (1) emotional loneliness (feelings of sad-
ness and emptiness) and (2) social cognitive 
loneliness (lack of an available social group, 
social exclusion, or being alone). Autistic chil-
dren mostly defined loneliness as being alone, 
while non-autistic children defined loneliness as 
both being alone and feeling sad (Bauminger & 
Kasari, 2000). Autistic children may therefore 
understand loneliness by comparing their social 
experiences to others or by reflecting on their 
own past social experiences (tactics not requiring 
emotional evaluation or understanding), which 
indicates autistic children may conceptualize 
loneliness through a purely social cognitive lens 
(Bauminger & Kasari, 2000).

Despite their apparent lesser quantity and 
quality of friendships, both autistic children and 
their selected friends (with or without ASD) 
report high levels of friendship satisfaction 
(Petrina et  al., 2017). Autistic and neurotypical 
groups of mental-aged matched children have 
similar expectations for their friendships, with 
one exception: the autistic group has more expec-
tation that their friendships will include express-
ing care for one another (Bottema-Beutel et al., 
2019). Thus, in many ways, autistic children have 
the same general expectations for their friend-
ships as neurotypical children, even if they may 
conceptualize the experience of loneliness, or 
lack of friendship, differently. Future research 
should expand knowledge on differences in chil-
dren’s actual and self-perceived friendship qual-
ity, loneliness, and the association between 
expectations and friendship quality for autistic 
children as well as develop tools to help autistic 
children better understand and self-identify the 
emotional dimension of loneliness.

While acknowledging the myriad benefits of 
social interactions for autistic children, it is 
important to remember the child’s individual 

needs as well. There are times when they may 
genuinely want something different from social-
izing or to be alone, although one must consider 
developmental considerations of children’s 
understanding. Results of a study showed that 
adults were active in supporting their autistic 
children’s friendships, but this could sometimes 
contradict with the children’s desires (Calder 
et al., 2013). Autistic individuals’ perspectives on 
their friendships and goals are needed and should 
be included when deciding the methods and tim-
ing of intervention.

 Gender Differences in the Friendships 
of Autistic Children
Both autistic male and female children tend to 
have fewer relationships and higher social exclu-
sion compared to their neurotypical same-gender 
counterparts (Dean et al., 2014). In comparison 
to autistic male children, autistic female children 
often have more friends than autistic boys (Dean 
et al., 2014). This discrepancy may be partially 
due to autistic girls often experiencing less “vis-
ible” social exclusion compared to their male 
counterparts. Autistic girls often experience 
being “socially overlooked,” and their social 
rejection is at times less recognized as they may 
physically be near peers but not engaging or 
interacting with the group, whereas autistic boys 
often experience more overt social rejection 
resulting in physical isolation from peers, which 
may be easier to visually identify in social spaces 
(Dean et  al., 2014, 2017). Another contributing 
factor is the implication that female children with 
autism may have more developed social skills 
than male children with autism, visible in their 
higher scores on the Friendship Questionnaire, 
albeit still less so than their neurotypical counter-
parts (Head et al., 2014). Future research should 
seek to deepen understanding on the aspects of 
the female social landscape that allows the social 
challenges of many autistic girls to go over-
looked. Studies should also prioritize including 
self-report from autistic girls in relation to their 
social experiences and preferences in their friend-
ships. As there are impactful gender differences 
in presentation among the autistic population, the 
aim should be to develop better criteria and tools 
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for diagnosing autism among female and 
 nonbinary gender groups and supporting individ-
uals accordingly.

 Understanding Autistic Friendships: 
Adolescence

As autistic children enter adolescence, they face 
a myriad of new “unwritten” rules that govern 
social interactions and exchanges. In entering 
this new developmental stage, friendships 
become increasingly important and impactful, 
and securing and maintaining friendships can 
become increasingly challenging for many. 
Research conducted with autistic adolescents 
reports that many young people experience both 
greater loneliness and poorer friendship quality 
than their non-autistic counterparts (Locke et al., 
2010). Additionally, while both adolescents and 
children with ASD have reported higher levels of 
loneliness compared to ADHD and nonclinical 
control groups, this difference did not become 
statistically significant until adolescence, when 
desires for social interactions also increased 
(though still lower than other groups; Deckers 
et al., 2017). Autistic adolescents’ higher levels 
of reported loneliness compared to non-autistic 
individuals and younger autistic children may be 
reflective of the increased social demands of ado-
lescence as well as the increased importance of 
peers during this time. Adolescence presents a 
new social landscape, one in which many choose 
to spend a significant amount of time socializing 
and talking to friends (Larson & Seepersad, 
2003; Raffaelli & Duckett, 1989). Yet many 
autistic adolescents appear to spend more time 
performing solitary activities and less time doing 
social activities than their neurotypical peers 
(Orsmond & Kuo, 2011). Results of the same 
study also showed that, when not alone, autistic 
adolescents spend the most time in the company 
of their parents or paid professionals (Orsmond 
& Kuo, 2011). Some autistic adolescents may not 
have substantial opportunities to interact with 
their peers or may choose to spend more time 
with family or alone due to social anxiety or other 
factors (Orsmond & Kuo, 2011). Social anxiety 

and behavioral avoidance may increase with age 
among autistic adolescents but decrease with age 
among neurotypical adolescents (Kuusikko et al., 
2008). All these factors may play a role in autistic 
adolescents’ abilities to seek out and establish 
friendships. The notable increase in social anxi-
ety and avoidant behaviors may be especially det-
rimental to friendship opportunity, and future 
programs and interventions should buffer and 
strengthen supports in these target areas during 
adolescence. Secondly, social skills training, 
when desired by the adolescent, can help them 
connect and secure relationships with peers and 
feel less alone.

 Gender Differences in the Friendships 
of Autistic Adolescents
Research suggests that autistic adolescent 
females may be, on average, more socially moti-
vated than their autistic male counterparts 
(Sedgewick et al., 2016). Autistic adolescent girls 
report finding social interactions to be both 
important and difficult (Cook et al., 2018; Foggo 
& Webster, 2017), and they most frequently have 
conversations with their friends rather than par-
ticipating in shared activities like their autistic 
male peers (Kuo et  al., 2013). Similar to their 
neurotypical agemates, many autistic female 
adolescents report having one or two close friends 
and desire friends who are trustworthy, support-
ive, and respectful (Foggo & Webster, 2017). In 
contrast to their neurotypical female counter-
parts, autistic young women tend not to have a 
wider circle of casual friends (Sedgewick et al., 
2019b). In particular, managing disagreements 
and adapting to changing social situations are 
two elements of friendship that autistic girls 
report struggling with the most, making them 
conflict avoidant (Foggo & Webster, 2017; 
Sedgewick et  al., 2019b). These specific chal-
lenges with friendships may explain why autistic 
female adolescents report more relational conflict 
in their friendships compared to both autistic 
male adolescents and neurotypical adolescents of 
all genders (Sedgewick et al., 2016). In a study 
interviewing ten females diagnosed with autism, 
participants reported that building and maintain-
ing friendships became increasingly difficult dur-
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ing adolescence, prompting them to use 
camouflaging strategies (e.g., masking and imita-
tion) to manage social situations (Tierney et al., 
2016). These firsthand descriptions suggest that 
adolescence is a transition point into the use of 
intentional and self-aware camouflaging for 
some autistic females. For these reasons, all 
autistic adolescents (including autistic young 
women in particular) may benefit from support 
around conflict resolution and general relation-
ship management skills during this developmen-
tal stage. These skills will be fundamentally 
helpful as these adolescents seek out and main-
tain their friendships. The use of coping strate-
gies such as camouflaging in the face of social 
challenges should also be assessed in this period 
for every individual. Interventions and supports 
should equip adolescents with alternative coping 
techniques beyond camouflaging and have sys-
tems in place to protect against the potential 
adverse impact of camouflaging on autistic ado-
lescents’ mental health.

 Understanding Autistic Friendships: 
Adulthood

Autistic adults generally have fewer reciprocated 
social relationships (Orsmond et al., 2013) and a 
greater desire for more friends (Finke et  al., 
2019) compared to the general population. Many 
autistic adults report that they find their relation-
ships with neurotypicals to be less comfortable 
than their friendships with other neurodivergent 
people (Crompton et al., 2020a; Sosnowy et al., 
2019). This preference for friendships with other 
fellow autistic adults may be attributable to the 
double empathy theory (Milton, 2012), which 
posits that it may be difficult for both neurotypi-
cal and neurodivergent people to understand and 
have empathy toward individuals with different 
neural landscapes and thus different experiences 
of the world. Autistic adults tend to be perceived 
more negatively than their neurotypical peers 
during first impressions (Cage & Burton, 2019; 
Sasson et al., 2017). Though interestingly, these 
first impressions became more positive when 
autistic individuals were labeled as having 

autism, implying a possible positive impact of 
diagnosis disclosure when creating first impres-
sions (Sasson et al., 2017). Future studies should 
examine the relationship between diagnostic dis-
closure and friendship formation as well as mea-
sure the impact of stigma in both the presence 
and absence of disclosure of autism.

 Gender Differences in the Friendships 
of Autistic Adults
As for the gender differences of autistic women’s 
friendships, interestingly, they report experienc-
ing boosted happiness and confidence in their 
adult relationships compared to adolescence 
(Sedgewick et al., 2019a). Autistic females tend 
to have friendships based on emotional sharing 
like neurotypical women (Kuo et  al., 2013) but 
are more likely to prefer greater physical distance 
from conversation partners and/or friends com-
pared to non-autistic women (Finke et al., 2019). 
Similar to autistic adolescents, autistic female 
adults face unique social landscape challenges, 
including more subtle social cues and female 
peers who may be less accepting of social mis-
takes and differences (Bargiela et  al., 2016). 
When it comes to first impressions, autistic 
women are rated as having a better first impres-
sion than autistic adult males (Cage & Burton, 
2019; Sasson et al., 2017), which perhaps could 
give them a slight advantage in friendship forma-
tion. Further studies are needed to assess what 
role, if any, first impressions play on friendship 
formations for autistic female-identifying adults.

Ultimately, the forming of friendships and 
other social relationships is critically important 
to most autistic people, both developmentally 
and emotionally. Yet many autistic individuals, 
adult and youth alike, struggle with creating and 
navigating friendships and so would benefit from 
social supportive programming. Despite chal-
lenges with friendship interactions, autistic indi-
viduals have unique social needs just as their 
neurotypical counterparts do. Future research in 
this area could examine the unique struggles and 
experiences of autistic females in relation to con-
flict, and social support programs should provide 
specific tools that help autistic women navigate 
the expectations and nuances of the female social 
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landscape. Importantly, many autistic individuals 
identify with a more expansive gender expression 
beyond “female” or “male.” Although recent 
research has begun to explore the experiences of 
gender nonconforming and/or gender diverse 
autistic individuals (Strang et  al., 2018, 2019), 
much more research is needed in this area, par-
ticularly research that includes trans and gender 
diverse individuals in the research process. 
Finally, because of the substantial variance across 
autistic individuals, it is important that social 
programs and interventions attempt to under-
stand and incorporate the unique experience of 
the person with whom they are working. Events 
and supports should be tailored to the unique 
needs of the autistic people they intend to serve—
and to do so, programs would benefit from part-
nering with their local autistic adolescent and 
young adult communities to learn about the types 
of social programming they seek.

 Romantic Relationships

Contrary to early research that conflated autism’s 
challenges in social-emotional expression with 
romantic apathy and asexuality of persons with 
autism, it is the modern consensus that most indi-
viduals with autism are interested in securing 
intimate romantic relationships (Bennett et  al., 
2018; Byers et  al., 2013; Hancock et  al., 2020; 
Haracopos & Pedersen, 1992; Kellaher, 2015; 
Strunz et  al., 2017). Furthermore, studies show 
no noticeable difference in the sexual interests of 
females (Pecora et al., 2019) or males (Dewinter 
et al., 2015) with autism when compared to their 
neurotypical, same-gendered counterparts. There 
are a myriad of possible health benefits that result 
from the presence of positive romantic relation-
ships (Grewen et al., 2003; King & Reis, 2012). 
Positive romantic relationships and mental health 
also can promote each other, yet relationships 
have a stronger impact on mental health than vice 
versa (Braithwaite & Holt-Lunstad, 2017). And 
for autistic people, who on average have higher 
rates of both medical and psychiatric diseases 
than the general population (Croen et al., 2015), 
experiencing loving romantic relationships could 

be a possible protective factor for their quality of 
life and well-being.

Autistics and neurotypicals alike desire fulfill-
ing, meaningful romantic relationships. When 
asked to describe important features of their 
romantic relationships, adults with ASD and 
those without ASD mention similar elements, 
including the presence of communication, self 
and mutual respect, sharing, and similarity, and 
that maintaining and strengthening a relationship 
is a work in progress (Sala et al., 2020). Although 
there are many common elements to the desired 
relationships of autistic and neurotypical adults, 
there are also some important differences.

Individuals with ASD report a need for direct 
and concise communication from their partners, 
whereas neurotypicals place less emphasis on 
explicit communication and more on body lan-
guage (Sala et  al., 2020). Additionally, many 
autistic individuals report that having partners 
that experience similar challenges or lived expe-
riences (e.g., being autistic, neurodiverse, having 
social anxiety) helps them relate to their partner, 
whereas these shared experiences are seemingly 
less essential or important to neurotypicals (Sala 
et  al., 2020). Research shows that autistic indi-
viduals who have partners who also have ASD 
report greater relationship satisfaction than those 
with neurotypical partners (Strunz et al., 2017). 
This finding may be explained by autistics’ pref-
erences for direct communication, which may 
contradict neurotypical expectations for more 
subtle flirting behavior (e.g., innuendo, body lan-
guage). At the same time, some neurotypical 
partners may relish the directness of their autistic 
partners as it stands in contrast with the indirect 
communication practiced in many dating experi-
ences (Hode, 2014). Although there are many 
important contributors to the success of romantic 
relationships, it may be critical for many with 
ASD to find relationships with those that can best 
understand their lived experience.

For some autistic individuals, finding poten-
tial romantic partners and entering an intimate 
relationship can be anxiety-provoking and stress-
ful. Many individuals with ASD report having 
less opportunities and greater anxiety to meet 
potential partners, having shorter relationship 
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spans, and experiencing greater concern over 
their ability to build and sustain future relation-
ships (Hancock et  al., 2020). The association 
between relationship difficulties and ASD diag-
nosis is partly explained by differences in peer 
social engagement (Hancock et  al., 2020). 
Research in this area suggests that autistic indi-
viduals may have difficulty engaging with their 
peers due to differences in social skills, prefer-
ences, and anxiety (Chang et  al., 2012). Fewer 
opportunities to meaningfully engage with peers 
may contribute to challenges in finding a well- 
matched potential partner. As a result, programs 
that seek to support the relationship development 
of autistic individuals should consider ways to 
build social self-confidence and increase oppor-
tunities for peer interaction.

 The Role of Camouflage 
in Loneliness, Depression, 
and Friendships in Autism

Within the realm of friendships, camouflaging 
(or masking of autistic traits to conform to neuro-
typical standards) and resultant mental health 
concerns can exacerbate the already isolating 
social experiences of many autistic individuals, 
particularly for girls and women (Cassidy et al., 
2018; Hull et al., 2020; Lai et al., 2017; Schuck 
et al., 2019). As a population, many autistic peo-
ple already have fewer friendships with less reci-
procity, which can directly lead to greater rates of 
loneliness (Mazurek, 2014). Social difficulties 
are related to higher rates of mental health chal-
lenges among autistic adults (Dow et al., 2021), 
and depression may be a byproduct of one’s 
inability to get their social needs met and form 
close relationships (Smith & White, 2020). 
Camouflaging may mediate or explain the rela-
tionship between social stressors and mental 
health issues like depression and anxiety for 
autistic people (Cage et al., 2018).

Individuals with autism are four times more 
likely than their neurotypical counterparts to 
have depression in their lifetime (Hudson et al., 
2019); and females with autism experience anxi-

ety and depression statistically more often than 
males (Lai et  al., 2019; Mandy et  al., 2012; 
Oswald et al., 2016; Solomon et al., 2012). More 
camouflaging of one’s autistic traits is associated 
with lower sense of belonging and a greater risk 
of lifetime suicidality (Cassidy et  al., 2020). 
Taken together, these studies show the impact of 
camouflaging on mental health outcomes and the 
pervasive psychological challenges that many 
autistic individuals face. To support autistic indi-
viduals’ mental well-being and the development 
of supportive friendships, existing social skills 
programs should consider the mental toll of cam-
ouflaging. Current programs should also be mod-
ified to take into consideration the method by 
which individuals with autism are asked to “adapt 
behaviorally to neurotypical standards” and 
whether it is worthwhile to the individual in ques-
tion and their mental well-being. Greater screen-
ing efforts for depression and other mental health 
challenges among the autistic population are 
needed, and we need to increase opportunities for 
autistic individuals to connect with neurodiver-
gent communities in which they can be their tru-
est selves.

Access to a community that autistic individu-
als can identify with (and the social relationships 
and better self-understanding it offers) can be 
delayed by camouflaging and subsequent missed 
diagnosis. For autistic women in particular, a 
missed autism diagnosis often denies them the 
opportunity to connect to an inclusive and sup-
portive network of neurodivergent or likeminded 
individuals (Bargiela et al., 2016). Undiagnosed 
autistic women are more likely to attribute their 
social challenges to their personal flaws (inspir-
ing negative self-concept and isolated feelings) 
rather than traits they have in common with the 
autistic community (Hickey et al., 2018; Hurlbutt 
& Chalmers, 2002; Kanfiszer et  al., 2017; 
Leedham et al., 2020; Portway & Johnson, 2005; 
Webster & Garvis, 2017). Earlier diagnosis and 
increasing opportunities for social connection 
that do not pressure camouflaging would be ben-
eficial to both autistic individuals’ mental health 
and social fulfillment.
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 Interventions and Supports 
for Friendships and Social 
Relationships in Autism

Evidence-based programs designed to support 
the social relationships of autistic individuals are 
limited. When it comes to friendship skills spe-
cifically, the Program for the Education and 
Enrichment of Relational Skills (PEERS) remains 
one of the only widely available evidence-based 
friendship training programs for adolescents and 
adults with autism (Yamada et  al., 2020). 
Adolescents enrolled in PEERS show significant 
improvements in self-reported social skills 
knowledge and social responsiveness; however, 
data on whether or not individuals acquire friend-
ships or maintain those relationships is unknown. 
There have been several trials evaluating the 
PEERS program with participants aged 11–17 
(Laugeson et al., 2009, 2012; Schohl et al., 2014; 
Yoo et  al., 2014) and 18–24 (Gantman et  al., 
2012; Laugeson et al., 2015; McVey et al., 2016), 
all showing improvements in social skills knowl-
edge, but no data on friendships per se. Results of 
a small pilot study also showed PEERS to be 
effective within a community setting (Hill et al., 
2017). The PEERS program continues to be 
widely adopted both within and outside the 
United States using the same outcome measures 
on self-reported social skills knowledge (Yamada 
et al., 2020).

Other social skills programs have also been 
demonstrated to be effective, and many have 
been implemented in community settings, such 
as schools. Remaking Recess is an intervention 
that has been situated in schools and shown 
improvements in peer engagement and connec-
tions to peers based on peer report, teacher report, 
and observations at school (Kretzmann et  al., 
2015; Shih et al., 2019). In these studies, autistic 
students indicate other students in their class-
rooms who are their friends and get reports from 
their classmates as to whether they are their 
friends. Reciprocity in friendships can be tracked. 
Other school-based social skills interventions 
also offer support in the school setting for the 
development of peer relationships and reciproc-
ity of friendships (Kasari et  al., 2016). In most 

cases, reciprocity of friendships has not been 
improved as a result of interventions, but more 
friend nominations from classmates have been 
found from neurotypical students to autistic stu-
dents. It may be that autistic students have a 
harder time recognizing the friend potential of 
other students in their classes (Kasari et  al., 
2012).

Future intervention efforts must consider the 
heterogeneity of autism, and programs that offer 
individualized supports may be most impactful. 
For both behavioral and pharmaceutical treat-
ment approaches, a greater use of objective mea-
sures of treatment response (e.g., biomarkers) 
may lead to a greater understanding of autistic 
subgroups, leading to personalized treatment 
options (Masi et al., 2017). A recent systematic 
review of group social skills interventions high-
lights other gaps where future treatment efforts 
should be focused. Many existing intervention 
approaches have substantial limitations, includ-
ing potential publication bias exaggerating true 
effects, small effects reported by parents and no 
effects reported by teachers, and improved social 
knowledge, not behavior, being the source of 
self-reported effects (Gates et  al., 2017). For 
future research, more large and well-controlled 
studies using greater scope of outcome measures 
should be conducted to uncover how effective 
social skills interventions may be and for whom 
they are most supportive. Additionally, while 
group interventions have their place, more per-
sonalized intervention approaches (in general 
and for social skills) that account for the hetero-
geneous nature of autism ought to be developed 
and examined.

 Interventions Targeting Social 
Anxiety: Cognitive Behavioral 
Therapy Approaches

Social anxiety is a significant barrier to socializa-
tion for individuals with autism, and thus several 
socially focused intervention approaches aim to 
provide supports around anxiety. In children with 
autism, greater social anxiety is associated with 
lower assertive and responsible social skills 
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(Chang et al., 2012). Because social anxiety can 
contribute to additional social challenges among 
children with ASD, it should be a common target 
for intervention. Both standard cognitive behav-
ioral therapy (CBT) and especially CBT adapted 
for autism (e.g., Behavioral Interventions for 
Anxiety in Children with Autism; BIACA) are 
effective in reducing parent-reported anxiety 
symptoms (Wood et  al., 2020). Similar results 
have been found regarding the impact of CBT 
that targets anxiety for adolescents and adults. 
For example, the Multimodal Anxiety and Social 
Skills Intervention (MASSI) program targeted 
co-occurring anxiety and social skills challenges 
through individual therapy, group sessions, and 
parent coaching (White et al., 2013). For adults 
with ASD (i.e., 18 males), participation in group 
CBT for social interaction anxiety was found to 
decrease both anxiety and avoidance of social 
situations post-intervention, with participants’ 
feedback being generally positive (Spain et  al., 
2017). Additionally, results of modified CBT for 
social anxiety and social functioning in young 
adults with ASD showed overall positive out-
comes, most notably decreased social anxiety 
symptoms, increased social motivation, and less 
restricted interests and repetitive behaviors along 
with strong satisfaction with the program by par-
ticipants (Bemmer et al., 2021). While reduction 
in social anxiety may ultimately benefit the 
greater development of friendships and even 
romantic relationships for autistic individuals, 
friendships have not been an outcome of these 
studies.

 Social Programming for Autistic 
Women

In line with the idea of interventions targeting 
subgroups within autism, female-targeted inter-
ventions and supports that deliver social skills 
training would be an important resource for 
girls, given the gender-specific experiences 
within and outside of autism. However, there are 
very few programs for social skills available for 
girls, with even less evidence to assess their effi-
cacy. One such program is Girls Night Out, a 

social skills and self-care program at the 
University of Kansas Medical Center tailored to 
support girls and young women (10–19  years 
old) with autism. A recent study (i.e., Jamison & 
Schuttler, 2017) was the first of its kind to evalu-
ate Girls Night Out, which supports autistic 
females across 4 years. Results showed that the 
Girls Night Out program produced significant 
increases in self- reported social competence, 
self-perception, and well-being for participants 
(Jamison & Schuttler, 2017). While this is 
promising for developing future gender-specific 
intervention models supporting social skills and 
relationships for women, it is important to note 
that the Girls Night Out program is costly ($500 
for 8–10 weekly 2-h sessions for kids; $600 for 
10–12 weekly 2-h sessions for teens), which 
limits its access to those who can afford it. It is 
critical that social support programs are equally 
accessible to all who may desire to enroll, espe-
cially to autistic individuals that are economi-
cally disadvantaged.

Another notable social program for autistic 
women (15–60 years old) is “Under Our Wing.” 
This program is unique in that it both is a peer-led 
mentoring project and is designed by autistic 
women. Features included training in mentoring 
skills, networking, business start-up, creativity, 
information technology skills, self-care, confi-
dence, and team building. While there is no pub-
lished evidence of its efficacy, there is an ongoing 
third-party evaluation by Yolanda Gibb from 
Durham University. The “Under Our Wing” pro-
gram and other peer-led social programs need 
more testing using rigorous research designs 
(e.g., randomized controlled trials) in order to 
assess their efficacy and effectiveness in improv-
ing social outcomes for autistic individuals and 
particularly improvement in social relationships 
such as friendships. Preliminary results of the 
current evaluation show that a majority of partici-
pants reported increased confidence, better sense 
of self and identity, and self-esteem (Stewart, 
2019). These preliminary results are an important 
first step, but additional studies are needed to 
assess the program’s ability to impact desired 
outcomes and particularly relationships with 
others.
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A paper presented at the International Society 
for Autism Research (INSAR) conference under-
scores the need for social programs that promote 
self-determination skills and autism identity, 
which correlate with physical and mental health 
and quality of life (McDonald et  al., 2019). 
Indeed, this peer-led model seems to reflect the 
value and need for autism experts. Findings of a 
survey showed that autistic participants had 
greater scientific knowledge on autism, were 
more likely to describe autism experientially or 
neutrally, and reported lower stigma along with 
their family members, implying that adults with 
autism should be recognized as autism experts 
and involved more in autism research as partners 
(Gillespie-Lynch et  al., 2017). Similar to the 
structure of “Under Our Wing,” autism experts 
should be helping in both developing and facili-
tating social skills interventions.

In summary, many more programs for females 
with autism as well as studies on these women’s 
outcomes and experiences are needed to deter-
mine the efficacy of gender-specific programs. 
And finally, more autistic peer-led programs (in 
general and for women specifically) should be 
created to offer peer support for mental health 
and well-being for a group at well-known risk of 
poorer mental health.

 Conclusion

 Friends

While most individuals with ASD express a 
desire for friendships, their experience with 
friendships overall is lacking when compared to 
the general population and may often be qualified 
as more isolating, lonely, and confusing. Besides 
a similar preference for same-gendered friends, 
there are also pertinent gender differences in 
social expectations and socialization for autistic 
individuals, with autistic boys’ and girls’ social 
experiences aligning more closely with their 
same-gendered neurotypical counterparts. For 
example, females are tasked with navigating the 
nuanced nature of girls’ social “rules,” while 
male friendships are often based around shared 

activities. Autistic women often struggle with 
relational conflict, which can lead to difficulties 
in their friendships. Autistic adult women’s expe-
riences with relationship satisfaction undergo a 
transition across the life course with high levels 
of friendship satisfaction reported in childhood, 
lower satisfaction in adolescence (a difficult 
period of great change and increased social and 
self-awareness), and reported notable improve-
ments in relationship satisfaction as adults (likely 
having learned from prior social and relationship 
experiences).

 Romantic Partners

Autistic people’s needs for social relationships 
extend beyond friendships to romantic relation-
ships as well, seeking most of the same things in 
romantic relationships as neurotypicals, but with 
a greater preference for direct communication 
with partners. Again, they also face similar issues 
of less relationship experiences (often of shorter 
duration), greater loneliness, and fewer relation-
ship opportunities. As was also true for friend-
ships, adolescents and adults of both genders on 
the spectrum express more satisfaction in roman-
tic relationships with other neurodivergent indi-
viduals as they can relate more to their 
partner—something that can be explained by the 
double empathy theory. Diverse gender identities 
and sexual orientations are common among the 
autistic population, especially for autistic 
females, which necessitates improved LGBTQ+ 
inclusive sexual education that is adapted for 
individuals with ASD.

 Mental Health Related to Social 
Relationships

When discussing the social lives of autistic peo-
ple, the role of their mental health (both an acting 
influence and potential byproduct of their social 
relationships) cannot be ignored. There are many 
notable mental health comorbidities with autism, 
including depression, anxiety, and suicidality. 
Camouflaging may be experienced by all 
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 individuals with autism, but it is more likely 
among females because of multiple inter- 
relational factors. For example, female socializa-
tion has different demands that promote the need 
for camouflaging, autistic females often have 
greater social motivation, and society may per-
ceive women with autistic behaviors differently 
than men. One significant consequence of cam-
ouflaging is postponed or lack of an autism diag-
nosis, which strips affected individuals from 
clinical supports, stronger self-identity, and a 
greater autistic community and social network of 
like- minded peers.

 Social Skills and Interventions

It is clear that group social skills training inter-
ventions can help autistic individuals improve 
their social knowledge and overall social skills 
and communication, proving to be a stepping-
stone to greater opportunities and relationships. 
However, most intervention programs do not 
measure change in friendships or relationships 
other than parent report. While school-based 
interventions report more peer connections as a 
result of intervention, specific change in friend-
ship reciprocity is harder to obtain (Kasari et al., 
2012, 2016; Shih et al., 2019). Additionally, girls 
may benefit greatly from peer groups focusing on 
their gender-specific needs. The integration of 
autism expertise (from autistic individuals them-
selves) in interventions and programs is critically 
needed.

 Evident Gaps and Areas for Future 
Research

 Mental Health/Camouflage: Research 
and Services
Perhaps one of the greatest gaps in the develop-
ment of friendship relationships is failure to 
examine mental health needs and, vice versa, 
how friendship difficulties may exacerbate men-
tal health issues. Despite autistic individuals’ 
high susceptibility to mental health risks (e.g., 
depression, anxiety, suicidality), modern mental 

health services do not adequately discover or 
diagnose camouflaged individuals with autism. 
Camouflaging or “masking oneself” (i.e., dis-
guised behaviors for better social outcomes) also 
contributes to poor mental health in this popula-
tion, and more services need to address both its 
impact on social ability and the nature of inter-
ventions that utilizes training “to behave more 
neurotypically.” In this way, greater propensity 
for camouflaging may also contribute to autistic 
women’s larger rates of mental health issues. 
Better training and diagnostic measures to “find” 
camouflaged individuals as well as emphasis on 
providing autism-safe social opportunities for 
connecting with others without a need to camou-
flage one’s autistic traits should be implemented 
(for more rewarding socialization and 
relationships).

 Social Skills Training and Interventions
When it comes to social skills training and rela-
tionship supports to help autistic individuals nav-
igate socially, group social skills interventions 
are common, but more evidence of their efficacy 
is needed especially as related to relationship 
outcomes. Programs specifically catering to 
autistic women and their specific issues are few, 
but recent examples (i.e., Under Our Wing) show 
promise for a peer-led mentoring model. Greater 
options for interventions would prove beneficial, 
as well as having more developed and enacted 
using autistic expertise (via individuals who 
themselves have autism), and a focus on friend-
ships or relationship quality as an outcome.

 Overarching Demographics Gap
While there has been a recent increase in studies 
focused on autistic women, there is still more that 
needs to be researched, particularly around cam-
ouflaging and how to not miss girls who could 
utilize supports they would otherwise miss never 
being diagnosed. Research also pools from over-
whelmingly White participants, those without 
intellectual disability, and those with middle-to- 
high incomes, which does not accurately reflect 
the autistic population’s demographics. There 
needs to be more inclusive studies on minority 
populations in general and minority women 

22 Friendships and Social Relationships of Autistic Individuals Across the Lifespan: A Focus…



410

 specifically who are disadvantaged by a lack of 
studies that reflect their needs and identify rele-
vant supports.
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23Sexuality and Sexuality Education 
with Individuals with Autism: What 
You Should Know But Probably 
Don’t

Peter F. Gerhardt, Jessica Cauchi, 
and Amy Gravino

A note about terminology used in the following 
chapter. Multiple terms are used to identify indi-
viduals on the autism spectrum. These include, 
but are not limited to, autistic, individual on the 
autism spectrum, intellectual and developmental 
disability (IDD), and learner on the spectrum. 
There is no hidden meaning in our choice of label 
other than our judgment as to the best construc-
tion of the sentence or paragraph. Throughout the 
chapter, the terms “services” and “supports” are 
used. Services refers to an actual service (e.g., 
respite, school, adult day program) being pro-
vided to the individual. The term “supports,” on 
the other hand, refers to how the professionals 
providing these services interact with the person 
on the spectrum to help achieve the person’s 
desired goal. Amy Gravino, an author on this 
chapter and an autistic adult, recalls being pres-
ent at her own Individualized Education Plan 
(IEP) meetings as a child, yet never being asked 
to share her thoughts about the quality of the edu-

cational services she was receiving. So, while 
Amy may have been provided with appropriate 
educational services, the quality of her supports 
fell far short of what should be expected.

Human sexuality is biologically, emotionally, 
socially, behaviorally, and societally complex. 
Sexuality education is, unfortunately, the contro-
versial offshoot of that complexity and the only 
way for us humans to make any sense out of this 
natural life experience. Even before we are born, 
we are sexual beings and the result of, in the vast 
majority of cases, some act of sexual behavior 
(Institute of Health, 2001). Sexuality, however, is 
not to be confused with gender and sexual orien-
tation – or having sex, for that matter – which are 
all different things. One’s sexuality is more about 
who you are as a person than it is about to whom 
you are sexually attracted. While sexuality is cur-
rently understood to be fluid in nature, there 
seems to be no consensus on the definition or 
meaning of sexual fluidity (Diamond et  al., 
2020).

Sexual behavior is, on one level, just behavior. 
But it is behavior that is constrained by religious 
and societal norms, personal and family values, 
cultural restrictions and freedoms, and an (usu-
ally) arcane set of legal prohibitions, to name just 
a few. Add to this the challenges of being an 
autistic youth on the spectrum who is struggling 
to understand sexuality through a neurodiverse 
lens with little in the way of accurate informa-
tion, support, or effective instruction. Under 
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these conditions, the odds on the occurrence of 
errors, social misunderstandings, the display of 
socially offensive behavior, or social stigmatiza-
tion is, most likely, significantly greater than the 
odds in favor of obtaining sexual competence and 
sexual satisfaction.

 Sexuality and Disability: A Very 
Brief History

American society’s acceptance of the sexuality of 
people with various disability labels has, histori-
cally, been dismal at best and hostile at worst. 
Historically, disabled individuals were seen as 
something less than a whole person, and, as such, 
any display of individual sexuality was seen as 
unacceptable and generally punished (Richards 
et  al., 2006). Individuals with IDDs were ran-
domly sterilized, confined to their home, excluded 
from marriage, or placed in state-run institutions 
where they were segregated by gender to prevent 
them from having sex and reproducing (Gomez, 
2012; Kempton & Kahn, 1991). While gender- 
based segregation may have reduced the risk of 
pregnancy, it would seemingly have increased the 
potential for same-sex physical intimacy given it 
was the only possible outlet for sexual 
expression.

Between approximately 1880 and 1940, 
American politicians were broadly promoting the 
philosophy of eugenics (i.e., genetic breeding to 
improve the bloodline of the best and brightest 
the country had to offer; e.g., Allen, 1997). There 
was a growing belief across the country that 
“mentally defective” persons were genetically 
loaded toward criminality and promiscuity and 
were a drain on society (e.g., Goddard, 1912). So, 
this societal ill needed to be addressed. By 1963, 
this resulted in eugenics laws being passed in 28 
states. The vast majority of their laws legalized 
compulsory (i.e., forced) sterilization (Stein & 
Dillenburger, 2017). According to Richards et al. 
(2006), “between 1907 and 1957 some 60,000 
Americans were sterilized without their consent, 
many without their knowledge” (p. 96).

Carrie Buck’s story is illustrative of the per-
sonal impact of the eugenics movement (e.g., 

Cohen, 2016). Carrie Buck was an 18-year-old 
woman when she was committed to the Virginia 
State Colony for Epileptics and Feebleminded. As 
Carrie was considered a feeble-minded woman 
who was also the daughter of a feeble- minded 
mother (also in the Colony involuntarily) and the 
mother of an illegitimate feeble-minded child, the 
Superintendent of the Colony petitioned the 
Commonwealth of Virginia to allow her surgical 
sterilization. The case eventually landed on docket 
of the US Supreme Court. In a decision written by 
Justice Oliver Wendell Holmes Jr., the Court 
found, “It is better for all the world, if instead of 
waiting to execute degenerate offspring for crime, 
or to let them starve for their imbecility, society 
can prevent those who are manifestly unfit from 
continuing their kind.” Holmes infamously con-
cluded, “three generations of imbeciles are 
enough” (Buck v. Bell, 1927).

We would note that several relevant facts were 
omitted from the papers provided to the Court. 
These included that Carrie was initially commit-
ted to the institution by her foster parents after 
the birth of her child out of wedlock, her child 
was not the result of promiscuity but of rape by 
the son of her foster parents, and Carrie was not 
feeble-minded even by the standards of the day. 
Despite this, the Supreme Court’s decision in 
Buck v. Bell remains in the books. It has never 
been challenged.

The 1960s and 1970s saw the dawn of the 
Disability Rights Movement and the birth of the 
sexuality revolution. The Disability Rights 
Movement set out to change the predominant 
perception of people with disabilities as being 
incompetent, helpless, immobile, asexual, and 
incapable of taking charge of their own lives. 
This involved challenging the medical model of 
disability where people were viewed, and labeled, 
according to the sum of their inabilities with lit-
tle, if any, attention to abilities or potential 
(Sabatello, 2013). Instead, it was argued, more 
attention should be paid to strengths, talents, 
interests, and the impact of the disability in the 
context of where a person lives, works, and plays. 
In other words, the person inside the label.

The Disability Rights Movement did not, it 
seems, significantly impact the autistic commu-
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nity until after the publication of DSM-IV 
(American Psychiatric Association, 1994). The 
DSM-IV codified, the diagnosis of Asperger syn-
drome as being part of the autism spectrum. For 
the first time, this set the groundwork for the 
development of a “Culture of Asperger’s,” the 
boundaries and norms of which were identified 
by the members of the culture itself. At the same 
time, there was a growing revolution in computer 
technology inclusive of the Internet (Bagatelle, 
2020) which could bring members of this culture 
together from distant locations. There was now a 
segment of the autistic community who could, 
and would, readily speak for themselves and who 
had access to similar individuals via Internet 
groups to advocate for public recognition of 
autistic rights.

Beginning in the 1960s, the sexual revolution 
was a social movement that challenged tradi-
tional sexual values, roles, and behavior. This 
process, to be certain, continues today. At the 
core of the sexual revolution was the de- 
stigmatization, if not normalization, of premarital 
sex, masturbation, polyamory, access to contra-
ception, and LBGTQ+ sexual identities. 
Unfortunately, the sexual revolution does not 
seem to have made any substantial inroads into 
the lives of adults with various disability labels, 
but it is a topic in great need of further study.

For example, many adults today likely view 
masturbation as an appropriate, desirable, and 
private act. But that shift in attitude does not 
seem to have readily permeated into the lives of 
people with IDDs. Mann and Travers (2020) 
reviewed the literature on interventions designed 
to address “inappropriate” masturbation as dis-
played by individuals with IDDs. They reported 
that the studies they found “primarily used conse-
quence strategies, instructional interventions, or 
packaged interventions to reduce inappropriate 
masturbation and related behavior” (p. 214). The 
earlier the study, the more likely it was to rely on 
punishment-based interventions. Conversely, in 
his review of the behavior analytic research on 
strategies to teach appropriate masturbation to 
adult men with IDD, Cicero (2018) found that 
over the past 30 years, there has not been a single, 
peer-reviewed study on the provision of evidence- 

based instruction to teach effective and efficient 
masturbation to males with IDD.  Similarly, the 
question of how to respectfully teach effective 
and efficient masturbation to women with IDD 
also remains unstudied at this point and may 
present with a different set of challenges.

The sexual revolution’s ability to change soci-
etal beliefs with regard to the sexuality and sex-
ual behavior of consenting adults has been a long 
and often contentious process. Unfortunately, 
this has also been a process that has, perhaps 
unintentionally, excluded individuals with 
diverse disability labels. Members of the disabil-
ity community, not surprisingly, stress this needs 
to change. Hennessy (2016) has called for a new 
sexual revolution, specifically addressing the 
needs of people with disabilities noting that they, 
like everyone else, love, lust, and feel desire. 
Tepper (2000) argued that “societal attitudes 
toward people with disabilities have largely 
served to quiet both personal and political discus-
sion on sexual pleasure” (p. 285).

There is still a long way to go. In 2006, 
Richards et al. wrote that individuals with IDDs 
have, historically, been viewed as sexually devi-
ant, prone to criminality, asexual, and problem-
atic to society. While there have, arguably, been 
areas of improvement over the last five decades 
(e.g., the sexuality behavior of individuals with 
IDDs is not typically punished), the continued 
perception of adults with IDDs as perpetual chil-
dren, irrespective of their age, still lingers with 
substantial, negative consequences.

 The Right to Sexuality

Clearly, a shift in attitude toward sexuality educa-
tion for persons with a disability needs to occur. 
The natural tendency of parents is to protect their 
children from any potential sources of harm, and 
the harm that may potentially arise from engag-
ing in unprotected sexual activity is no less 
frightening. For some parents, sexual behavior 
may signal the possibility of physical harm (e.g., 
sexually transmitted diseases, infections), 
 emotional distress, heartache, unwanted preg-
nancy, and sometimes just a reminder of the 
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immediacy of adulthood. As such, the instinct to 
protect their children from such experiences is 
understandable but may also be unintentionally 
harmful. In 1990, Diane Bannerman and her col-
leagues published an article discussing the rights 
of adults with disabilities to access habilitation, 
in contrast to their right to make poor choices. 
Bannerman et al. argue that most adults have the 
right to make choices in life that may prioritize 
personal liberties but be unproductive or poten-
tially unhealthy (e.g., eating too many doughnuts, 
watching sitcoms). Bannerman and colleagues 
outlined the importance of balancing the right to 
habilitation with the right to make choices in life 
for people with disabilities, emphasizing the 
importance of teaching clients to “exercise their 
freedoms responsibly” (Bannerman et al., 1990, 
p. 86). In the consideration of personal liberties, 
sexual behavior is likely of high importance to 
many adults.

Historically, not only were people on the 
autism spectrum denied their rights to sexual 
autonomy, it has also been the perspective of 
many that adults on the autism spectrum are dis-
interested in sexual activity or simply do not 
develop sexually (Gill, 2015). It has since been 
realized that people with autism do in fact develop 
sexually and represent the spectrum of sexuality 
that is seen in other populations (Gill, 2015). 
That is, people with autism may be hetero-, 
homo-, bi-, or asexual. People on the spectrum 
may be cisgender, transgender, or genderfluid. 
They may be interested in monogamous, polyga-
mous, or polyamorous relationships. People with 
autism may have several kinks or none at all 
(Carley, 2021). While sexual behavior is not quite 
the same as eating too many doughnuts, the same 
principles of responsible freedom apply. It is 
incredibly important that people with autism 
have the opportunity to have the same experi-
ences and opportunities as others to develop sex-
ually, including experiences that shape personal 
preferences and sense of self.

Bannerman et  al. (1990) discussed this as a 
need to “exercise freedoms responsibly” (p. 86). 
This means it is incumbent upon those that pro-
vide teaching, education, and support to people 
on the autism spectrum to set the occasion for 

responsible engagement in sexual behavior. 
Teachers and other educators, behavior analysts, 
and parents need to ensure individuals with 
autism spectrum disorder (ASD) have access to 
comprehensive sex education, as well as effective 
teaching methodology. Access to sex education is 
considered a human right by the World Health 
Organization (UNESCO, 2021). While methods 
informed by applied behavior analysis (ABA) are 
often used to teach skills to people with ASD, it 
is important to remember that behavior analysts 
have the responsibility to provide intervention 
that is applied  (i.e., useful) (Baer et  al., 1968), 
socially valid (Wolf, 1978) and delivered in the 
context of a program designed to teach functional 
life skills (Van Houten et al., 1988). Clearly per-
sonal autonomy related to sexuality meets all of 
these areas of responsibility and, as such, should 
be a priority for behavior analysts and other 
evidence- based clinicians.

In order to manage the responsibility of sexual 
behavior, it is important that demonstration of 
skills in health and hygiene, communication, 
social interactions, self-advocacy, legal issues, 
and many more be ensured, across a variety of 
settings, situations, and interaction types. 
However, it remains important to consider that, 
within typical development, sexual behavior is 
rarely an easily mastered skill; it is unlikely that 
most adolescents and young adults feel very con-
fident with their initial forays into dating and sex. 
Even the most responsible young adults have 
stumbles with sexual experiences, awkward 
dates, nervous encounters, and difficulty in con-
versation about sex. Adolescents and adults on 
the autism spectrum are not spared these difficul-
ties and should be supported within, not denied 
the opportunity.

 What Do We Think We Know?

Much of what we understand to be true about 
sexuality and ASD is the result of surveys (e.g., 
how many people report doing “x”) or qualitative 
research. Intervention research, on the other 
hand, is rarer and, so, less informative. At least 
some of the gap in our understanding of sexuality 
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and sexual behavior in ASD stems from a general 
lack of understanding about sexuality in general. 
Even as sex and sexuality permeate almost every 
aspect of our lives, there are any number of fun-
damental questions that remain unstudied and, 
therefore, unanswered (Pfaus et  al., 2014). One 
reason, as noted by Irvine (2014), may be that 
sexuality research is generally regarded as 
socially necessary, but, at the same time, “sex 
researcher” carries with it something of a nega-
tive stigma. This results in limited federal fund-
ing for sex research (Epstein, 2006) and fewer 
young researchers entering the field in the first 
place. Even if one’s research is funded, outlets 
for resulting publications may be limited given 
the potential for controversy.

Having said that, there are a few things we 
know with some confidence regarding sexuality 
and ASD. Kelleher (2015), in her summary of the 
sexuality research, noted that adults diagnosed 
with autism 1 (i.e., limited if any, cognitive 
involvement) appear similar to their typical peers 
in terms of sexual interest. While this group may 
know the basic language of sexuality, this does 
not seem to generalize to the actual display of the 
corresponding behavior. This, unfortunately, 
means that when it comes to sexual safety, vocal- 
verbal responses tend not be predictive of the dis-
play of safety-related behavior (for more people 
than just those with ASD).

Parchomiuk (2019) postulated that the devel-
opment of a competent repertoire of social, 
social/sexual, and sexual safety skills in autistic 
individuals may, in part, be the result of issues 
associated with being autistic. For example, dif-
ficulties in understanding social rules/social 
boundaries or in understanding non-verbal com-
munication may effectively limit one’s access to 
the type of learning experiences that are readily 
and repeatedly accessed by typical peers. This 
may be particularly impactful given that nearly 
all sexual behavior is social behavior and, as 
social behavior, varies as a function of its physi-
cal and social context. For example, how long 
should you make eye contact with someone you 
just met? How long is too long? How short is too 
short? At what point does social eye contact 
become creepy and make the listener uncomfort-

able? This is just a basic example. You can easily 
extrapolate this process to more complex topog-
raphies of sexual behavior and identify many of 
the potential social challenges embedded in each.

There appears to be a greater diversity of sex-
ual expression as reported by adults on the spec-
trum, somewhat more so for women, including 
higher reported rates of asexuality, bisexuality, 
gay, lesbian, and gender dysphoria (i.e., trans) 
and lower reported rates of heterosexuality (e.g., 
George & Stokes, 2018; Percora et  al., 2020; 
Turner et al., 2017). George and Stokes (2018) go 
on to state that the “sexual attractions and behav-
iors of individuals on the autism spectrum are as 
diverse as the spectrum itself” (p. 139). One pos-
sible explanation for the differences identified 
between adults on the spectrum and their typical 
peers with regard to LGBTQ+ identity is that 
adults on the spectrum were simply more honest 
in their responses. Whatever the reason, it is 
important to increase awareness about the diver-
sity of sexual and gender expression in ASD to 
educators, behavioral analysts, medical profes-
sionals, family members, and support staff so as 
to provide truly individualized care and support 
when necessary.

The final area about which we know some-
thing is, unfortunately, sexual abuse. Because 
sexuality abuse tends to be underreported in typi-
cal populations and individuals on the spectrum 
tend not to be good self-reporters (Carbajal & 
Praetorius, 2020), it seems reasonable to assume 
that current prevalence estimates are probably 
low. Recent research, (e.g., Kenny et al., 2021) on 
the prevalence of sexual abuse with children and 
adolescents on the spectrum indicates a rate 2–3 
higher than their typical peers. Mandell et  al. 
(2005) reported that 16.6% of children with 
autism in their study had been sexually abused, as 
reported by their support staff. Brown-Lavoie 
et al. (2014) reported that 78% of their respon-
dents with ASD reported at least one instance of 
sexual victimization, compared to 47.4% of com-
parison group. According to Graham Holmes 
et al. (2020), 6.4% of youth with autism in their 
survey had a documented history of sexual abuse, 
and 14.5% were bullied by peers for lack of sex-
ual knowledge. Sala et  al. (2020) found that 
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autistic women reported higher levels of 
unwanted sexual contact than did their typical 
peers and are at a three times greater risk to expe-
rience sexual coercion than are men on the 
spectrum.

But here is the thing; in some ways, the num-
bers do not matter as a single incident of sexual 
abuse is too much if it is your child (or you have 
a working moral compass). Historically, profes-
sionals have tended to rely on a strategy of 
“supervision and protection” rather than one of 
evidence-based interventions in support of per-
sonal skill development. Supervision and protec-
tion, however, should be seen as something of an 
interim strategy as it fails to protect against the 
most likely perpetrator of sexual abuse (e.g., 
someone known to the person; Dube & Hebert, 
1988).

 Sexuality Education

In their annual report, the Sexuality Information 
and Education Council of the United States 
(SIECUS, 2021) noted that general education sex 
education is a patchwork of laws, ideologies, and 
accurate and inaccurate information across the 
United States. For example, in the United States:

• Only 29 states and the District of Columbia 
mandate sex education.

• Thirty-five states require schools to stress 
abstinence education.

• Just 16 states require instruction on condoms 
or contraception.

• Fifteen states do not require sex education to 
be any of the following: age-appropriate, med-
ically accurate, culturally responsive, or 
evidence- based/evidence-informed.

• Only nine states require sex education to 
include information on consent.

• Only eight states require culturally responsive 
sex education.

• Just seven states have policies that include 
affirming sexual orientation instruction on 
LGBQT identities or discussion of sexual 
health for LGBQT youth.

• Nine states explicitly require instruction that 
discriminates against LGBTQ people.

• Source: Sex Ed State Law and Policy Chart: 
SIECUS State Profiles 2021. https://siecus.
org/wp- content/uploads/2021/12/2021- Sex- 
Ed- State- Law- and- Policy- Chart- 3.pdf

Not surprisingly, then, is the fact that research 
on what constitutes appropriate and effective sex 
education for persons on the autism spectrum is 
not all that encouraging (e.g., Davies et al., 2021; 
McDonalds & Fleming, 2016). This is despite the 
fact that individuals with ASD have a right and 
need for accurate, timely, and effective sex edu-
cation. Graham Holmes et  al. (2020) surveyed 
the parents of 298 youth with autism, 8–12 years 
of age with 52.7% of the sample assigned male at 
birth and 47.3% were assigned female at birth. 
Almost 40% of the sample had not received any 
sex education in school or from a community 
provider. For individuals with ASD and ID, the 
percentage jumped to 60.9%.

Sala et  al. (2019) conducted a systematic 
review of peer-reviewed articles on sex education 
and IDD published between 1980 and 2018. A 
total of 33 studies were identified. While many of 
the studies demonstrated positive outcomes, 
many were:

…broad in their stated aims, used non-validated 
outcome measures and provided insufficient statis-
tical information to calculate effect size. [ ] most 
studies did not include details of community con-
sultation, stakeholder input or prior needs assess-
ment in designing the intervention [and] were of a 
weak quality in relation to sample bias, study 
design, data collection, and lack of evaluation of 
intervention integrity. (Sala et al., 2019, p. 376)

Solomon et  al. (2019) reviewed the existing 
literature on sex education and individuals with 
ASD using an information-motivation-behavior 
(IMB) skills framework. IMB is a well- 
established model frequently employed in behav-
ioral health/risk reduction research. The central 
theme emerging from Solomon and colleagues’ 
research is that autistic individuals vary 
 significantly in their personal needs regarding 
sexual health, dating, and relationships. Solomon 

P. F. Gerhardt et al.

https://siecus.org/wp-content/uploads/2021/12/2021-Sex-Ed-State-Law-and-Policy-Chart-3.pdf
https://siecus.org/wp-content/uploads/2021/12/2021-Sex-Ed-State-Law-and-Policy-Chart-3.pdf
https://siecus.org/wp-content/uploads/2021/12/2021-Sex-Ed-State-Law-and-Policy-Chart-3.pdf


423

et al. concluded that “sexual education curricula 
are only beginning to be developed for people on 
the autism spectrum” (p. 363).

As noted by Solomon et  al. (2019), a valid 
criticism of the sex education tools and curricula 
available for use with (or by) individuals with 
ASD is that specific needs of the individual are 
poorly addressed. This is a substantial issue given 
the diversity that defines the autism spectrum. A 
second concern is that much of what constitutes 
sex education in ASD is knowledge-based (e.g., 
completing quizzes or worksheets) instead of 
based on behavior skills training (BST) to allow 
for the acquisition of the actual skills (e.g., 
Davies et  al., 2021; Sala et  al., 2019). In other 
words, successful outcomes are more often based 
on verbal responses to questions rather than on 
the display of an actual, relevant skill or skill set. 
And lastly, there appears to be more of an empha-
sis on social engagement across studies rather 
than on the acquisition of potentially useful sexu-
ality safety skills.

 Additional Considerations

The path to sexual autonomy for persons with 
disabilities, and specifically autism, has been 
horrendous, and it is incumbent upon parents of 
those on the spectrum, clinicians, and society 
overall to move forward in a positive and respect-
ful manner. While the Disability Rights 
Movement has seemingly excluded sexual rights 
overall, there are particular needs related to sexu-
ality for those on the autism spectrum. The 
social-communication components of the diag-
nostic criteria for autism (American Psychiatric 
Association, 2013) mean navigation of social 
situations may be difficult, and interpretation of 
innuendo and non-verbal communication can be 
challenging. Repetitive behavior and restricted 
interests can lead to perseveration and increased 
impulsivity. As such, in order to respect the sex-
ual autonomy and rights of individuals with 
autism, specific sex education must be made 
available and accessible.

For a person involved in a relationship (sexual 
or otherwise), a parent of someone involved in a 

relationship, or a person trying to teach someone 
about relationships, relationships and sex are 
complicated. Beyond formal education, there are 
some additional considerations that are 
important.

 Considerations for Parents of People 
on the Spectrum

 1. Think ahead, probably farther than initially 
expected. Goals related to sexuality are often 
complex and thus may take a lot of teaching. 
Gerhardt (2012) recommends a 5-year rule 
wherein parents should set teaching goals 
based on where they expect their child’s need 
to be in 5 years (i.e., if a child is 10 years old, 
a parent should be considering goals for a 
15-year-old). Additionally, it has been found 
that parents tend to underestimate their child’s 
sexual experiences (DeWinter et  al., 2016). 
This perpetuates a cycle of crisis responsivity 
in regard to education. A proactive approach 
is important to ensure increased autonomy 
and reduced risk of harm.

 2. Be direct and clear in discussions and teach-
ing about sexuality. People with autism may 
have difficulty with inferences, unclear lan-
guage, innuendo, ambiguity, or insinuation 
(Myles et  al., 2014) and benefit from clear, 
concise, direct language. So, use the real 
words for whatever it is you may be describ-
ing/teaching. Neither penis nor vagina is a 
dirty word, and both are much better than 
“peepee” or “hooha” or whatever may be typi-
cal in your family. While this may not be the 
most natural or even comfortable way for you 
to address sexuality, it will ensure much 
greater understanding.

 3. Safety behaviors must be taught and not 
assumed. Every person has different experi-
ences in life, different preferences, and differ-
ent opportunities. This means that while some 
risks are universal (e.g., everyone needs to 
learn about consent, birth control), teaching 
should also focus on the specific behaviors 
that individual will require in the specific situ-
ations they are more likely to encounter. This 
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may require individualization of experiences 
and risks to be directly applicable to each per-
son. Additionally, safety skills should be 
taught in a variety of settings and situations 
and practiced often to ensure generalization 
and maintenance (see Stokes & Baer, 1977, 
for further discussion of generalization and 
maintenance procedures). Many unsafe situa-
tions have a low frequency of occurrence but 
high risk of harm. Because they are situations 
often not encountered frequently, a regular 
maintenance check of safety skills is required.

 4. Good sexual health means that people have 
opportunities to have safe, personally satisfy-
ing, and non-coercive sexual experiences they 
desire, if they desire (Glasier et  al., 2006). 
Unfortunately, as previously noted, the preva-
lence of sexual abuse and sexual victimiza-
tion/coercion with individuals on the spectrum 
is unacceptably high due, at least in part, to a 
lack of education regarding what constitutes a 
safe and healthy relationship and what skills 
are required (Girardi et  al., 2020). While 
space prohibits a comprehensive review of the 
safety skill literature (e.g., Tekin-Iftar et  al., 
2020), a few basic sexual safety skills should 
be noted including functional noncompliance, 
independent self-care, and discrimination 
skills:

 (a) Functional noncompliance  – The field 
of behavior analytic education and inter-
vention is very proficient at shaping com-
pliance, particularly with younger 
learners on the spectrum (e.g., Radley & 
Dart, 2016). Compliance of this nature is 
generally understood as a prerequisite 
skill to future skill acquisition. However, 
indiscriminate compliance to adult direc-
tion runs counter to the promotion of 
sexual health (e.g., Sandoval-Norton, & 
Shkedy, 2019; see also Gorycki et  al., 
2020). Though not usually thought of this 
way, the ability to say “no” to a direction, 
request, or situation is actually a safety 
skill that is in nearly everyone’s reper-
toire. Teaching young learners under 
what conditions they should use their 
functional “no” response builds in a 
degree of protection for later in life.

 (b) Independent self-care  – The extent to 
which a learner on the spectrum is able to 
independently toilet, shower, dress/
undress, get ready for bed, and wake 
themselves up significantly reduces the 
need for any adult (family member or oth-
erwise) to provide assistance in complet-
ing these intimate self-care activities.

 (c) Discrimination skills – A critical sexual 
safety skill is the ability to discriminate 
between safe and unsafe situations and 
people. For example, if they are not yet 
independently toileting, learners with 
ASD are typically taught to accept help/
training in the bathroom from any avail-
able staff. While there may be some value 
in this initially, the need to identify who 
can, and who cannot, provide them with 
assistance in the bathroom, showering or 
dressing, is a critical sexual safety skill. It 
is important to note that whenever staff 
leave and new staff are hired, the learner 
will need to be taught whatever discrimi-
nation “rules” apply to new staff.

 Considerations for Educators

 1. People on the autism spectrum are individuals 
with as wide a range of sexual interests as 
those not on the spectrum (Carley, 2021). 
Making assumptions about preference, inter-
ests, curiosities, or experiences when goal set-
ting and teaching is restrictive and potentially 
offensive. Sexuality for many people includes 
an element of exploration; while some prefer-
ences may be easy to identify, others may 
need some trying-it-out. Additionally, what an 
individual wants at any moment is dynamic 
and changing (Cooper et al., 2007), and sex-
ual preferences and desires are no different. 
Preference changes under certain conditions 
are impacted by deprivation, satiation, and 
experiences, and overall preferences tend to 
change over time; most people have vastly 
different sexual preferences in middle age 
than they do as adolescents. It should be 
expected that this applies similarly on the 
spectrum as well, and education should reflect 
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this level of individualization. It is also impor-
tant to ensure that education includes an 
emphasis on self-advocacy, in terms of ensur-
ing a functional “no” response for safety rea-
sons as well as skills related to advocating for 
their own preferences.

 2. Be aware of the law and ensure teaching 
explicitly covers local laws regarding sexual-
ity. Laws around sexual acts vary by region, 
and people with autism can be vulnerable to 
both victims and, often unknowingly, perpe-
trators of unlawful sexual behavior (Mandell 
et al., 2005). Explicit education and ensuring 
understanding of lawful (and unlawful) acts 
are essential.

 3. What looks like sexual behavior is not always 
sexual behavior. For example, if a student 
sticks her hand down the front of her pants 
and attempts to physically masturbate, that is 
probably a sexual behavior. However, sticking 
a hand down one’s pants is also a very good 
way to gain staff attention or terminate a task 
or non-preferred activity. If that is the case, 
the behavior in question is not sexual and so 
needs to be addressed differentially.

 4. Be attentive to teaching strategies. Teaching 
about sexuality can utilize many of the same 
teaching strategies that may be effective in 
other domains, for example, if the individual 
learns well when they have a chance to prac-
tice a skill using behavioral skills training or a 
teaching interaction procedure would work 
well (see Leaf et al., 2020, for further descrip-
tion of teaching methods). If the learner 
requires a visual prompt, this should be incor-
porated. Clinicians and educators should be 
aware that verbal reports may not be indica-
tive of future behavior (Northup, 2000), and 
as such careful consideration should be given 
to stimulus control and maintaining 
contingencies.

 Considerations for Adults 
on the Spectrum

 1. Not everyone in the world is who they say 
they are and not all people are good. It can be 

very helpful to have a typical friend you can 
turn to to ask for help. This could be a family 
member, a support staff, or someone you 
know from elsewhere. The important thing is 
that they understand you and have your best 
interests in mind.

 2. There are potential legal consequences to 
behavioral missteps. Extended eye contact, 
repetitive questioning, and touching someone 
to get their attention, for example, can all be 
regarded as sexually inappropriate behavior 
by the receiver. While there is research on 
training of police and other first responders in 
recognizing and understanding autism, (e.g., 
Railey et al., 2020), there does not appear to 
be much in the way of teaching autistic people 
how to safely interact with police which is a 
significant gap in our knowledge base.

 3. The Internet, TV, and movies are not neces-
sarily good guides for relationships. Online 
pornography is a bad guide to relationships.

 4. Only you get to decide what your sexuality/
gender identity is and what your feelings 
about relationships are. If you are having dif-
ficulty dealing with how others try to perceive 
or identify you, you should seek help.

 5. Everyone has difficulty in this area. We are all 
learning and stumbling along.

 Summary

The complexity of human sexuality, particularly 
when integrated with the complexity of living life 
on the autism spectrum, presents a variety of 
challenges to helping people on the spectrum 
attain satisfying sex lives (whatever that might 
mean) in which they are safe from abuse (or, 
more accurately, as safe as anyone really can be) 
and free from social misunderstanding. But com-
plexity is not an excuse to avoid providing sexu-
ality education.

Historically, people with autism and other dis-
abilities have had their sexuality ignored, denied, 
or punished for “their own good.” To this day, 
research on how and when to teach such a basic 
sexual behavior as masturbation is missing from 
our canon. While we do not have a good handle 

23 Sexuality and Sexuality Education with Individuals with Autism: What You Should Know But Probably…



426

on the development and effective delivery of a 
truly comprehensive sexuality education curri-
cula, we do know how to teach individual skills 
quite well (except, apparently, masturbation). 
The time has passed for parents, clinicians, edu-
cators, and society at large to recognize the autis-
tic individual’s right to own sexuality and to push 
for such instruction and support.

As with many areas of the research, research 
on sexuality has often failed to incorporate the 
desires, needs, thoughts, and recommendations 
of individuals on the spectrum. Dewinter et  al. 
(2020) cite this as a failure to develop a 
stakeholder- informed research agenda. Using a 
nominal research technique, the research needs 
and priorities of the autistic community were 
solicited. Research priorities that were identified 
included:

 1. Improving support and interventions that pro-
moted sexual health and satisfying sexual 
experiences and relationships.

 2. How to best support and promote sexual 
well-being.

 3. How to prevent sexual victimization and, con-
versely, sexual offending.

 4. How do autistic individuals experience and 
navigate sexuality across the lifespan?

 5. What are the experiences and needs of the 
LGBTQ+-identifying individuals?

 6. Finally, how do sexuality and relationships 
develop in autistic individuals with lower lev-
els of intellectual functioning?

These are all very big questions that, for the 
most part, pertain more to individuals with an 
autism 1 diagnosis than those with an autism 2 or 
autism 3 diagnosis. This discrepancy based on 
the diversity within the autism spectrum is, in our 
opinion, likely the biggest challenge we face as 
we look toward the future. On the one hand, there 
is a significant need for research into, for exam-
ple, how best to teach a 10-year-old cisgender 
female how to make her preferences for feminine 
hygiene products known to her family or support 
staff. On the other hand, there is a significant 
need for research into supporting the needs of the 
autistic LGBTQ+ community including the need, 
and right, to have a satisfying sex life.

That gap seems insurmountably wide, particu-
larly, since it all falls under the (now, unfortu-
nately, somewhat generic) diagnosis of ASD. And 
maybe it is. But perhaps the solution is that future 
researchers in sexuality and autism consistently 
and clearly define who the participants in the 
study were and whether their findings can extend 
beyond that cohort. And if not, then recommend 
additional avenues of research to, potentially, 
validate the findings as being germane to other 
cohorts on the spectrum.

Sexuality is central to how typical adults 
define themselves from early adolescence 
through adulthood. Sexuality is more about who 
we are as a person than who we may choose to 
sleep with. At the same time, personal sexuality 
continues to be little understood and, in some 
quarters, stigmatized or even forbidden. This 
despite the fact that sexuality plays a bigger role 
in determining the quality of our lives than does 
what we do for a living or where we live (but not 
more than how long of a commute to work you 
have). The challenge, therefore, is to prioritize 
this aspect of adult life for adolescents and 
adults on the spectrum, to whatever extent pos-
sible, and not consider sexuality education and 
support something to implement once an indi-
vidual has engaged in sexual behavior that is 
deemed inappropriate, offensive, or potentially 
dangerous (Griffiths, 1999).

Compliance with Ethical Standards No funding was 
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ticipants in this manuscript, and therefore we did not need 
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all individual participants included in the study. We were 
in accordance with ethical standards of the institutional 
research committee and with 1964 Helsinki Declaration 
and its later amendments or comparable ethical standards.

References

Allen, G. E. (1997). The social and economic origins of 
genetic determinism: A case history of the American 
Eugenics Movement, 1900–1940 and its lessons for 
today. Genetica, 99, 77–88. https://doi.org/10.1007/
BF02259511

American Psychiatric Association. (1994). Diagnostic 
and statistical manual of mental disorders (4th ed.). 
Author.

P. F. Gerhardt et al.

https://doi.org/10.1007/BF02259511
https://doi.org/10.1007/BF02259511


427

American Psychiatric Association. (2013). Diagnostic 
and statistical manual of mental disorders (5th ed.). 
Author.

Baer, D. M., Wolf, M. M., & Risley, T. R. (1968). Some 
current dimensions of applied behavior analysis. 
Journal of Applied Behavior Analysis, 1(1), 91–97. 
https://doi.org/10.1901/jaba.1968.1- 91

Bagatelle, N. (2020). From cure to community: 
Transforming notions of autism. Ethos, 38, 33–55. 
https://doi.org/10.1111/j.1548- 1352.2009.01080.x

Bannerman, D.  J., Sheldon, J.  B., Sherman, J.  A., & 
Harchik, A. E. (1990). Balancing the right to habilita-
tion with the right to personal liberties: The rights of 
people with developmental disabilities to eat too many 
doughnuts and take a nap. Journal of Applied Behavior 
Analysis, 23(1), 79–89. https://doi.org/10.1901/
jaba.1990.23- 79

Brown-Lavoie, S., Viecili, M. A., & Weiss, J. A. (2014). 
Sexual knowledge and victimization in adults with 
autism spectrum disorders. Journal of Autism and 
Developmental Disorders, 44, 2185–2196. https://doi.
org/10.1007/s10803- 014- 2093- y

Buck v. Bell. (1927). 274 U.S. 200, 47 S.Ct. 584.
Carbajal, J., & Praetorius, R. T. (2020). How does autism 

affect the processing of child sexual abuse trauma? 
Journal of Human Services: Training, Research, and 
Practice., 5, 1–27.

Carley, M.  J. (2021). The book of happy, positive, and 
confident sex for adults on the autism spectrum…and 
beyond! Neurodiversity Press.

Cicero, F.  R. (2018). Shaping effective masturbation in 
persons with developmental disabilities: A review of 
the literature. Sexuality and Disability, 37, 91–108. 
https://doi.org/10.1007/s11195- 018- 9551- y

Cohen, A. (2016). Imbeciles: The Supreme Court, 
American Eugenics, and the Sterilization of Carrie 
Buck. Penguin Books.

Cooper, J.  O., Heron, T.  E., & Heward, W.  L. (2007). 
Applied behavior analysis (2nd ed.). Pearson 
Education.

Davies, A.  W., Balter, S., van Rhijn, T., Spracklin, J., 
Maich, K., & Soud, R. (2021). Sexuality educa-
tion for children and youth with autism spectrum 
disorder in Canada. Intervention in School and 
Clinic. Advance online publication. https://doi.
org/10.1177/10534512211051068

Dewinter, J., Vermeiren, R., Vanwesenbeeck, I., & 
Nieuwenhuizen, C. V. (2016). Parental awareness of 
sexual experience in adolescent boys with autism spec-
trum disorder. Journal of Autism and Developmental 
Disorders, 46(2), 713–719. https://doi.org/10.1007/
s10803- 015- 2622- 3

Dewinter, J., van der Miesen, A.  I. R., & Holmes, 
L.  G. (2020). INSAR special interest group report: 
Stakeholder perspectives on priorities for future 
research on autism, sexuality, and intimate relation-
ships. Autism Research, 13(8), 1248–1257. https://doi.
org/10.1002/aur.2340

Diamond, L. M., Alley, J., Dickenson, J., & Blair, K. L. 
(2020). Who counts as sexually fluid? Comparing four 

different types of sexual fluidity in women. Archives 
of Sexual Behavior, 49(7), 2389–2403. https://doi.
org/10.1007/s10508- 019- 01565- 1

Dube, R., & Hebert, M. (1988). Sexual abuse of chil-
dren under 12-years of age: A review of 511 cases. 
Child Abuse and Neglect, 12, 321–330. https://doi.
org/10.1016/0145- 2134(88)90045- 2

Epstein, S. (2006). The new attack on sexuality research: 
Morality and the politics of knowledge production. 
Sexuality Research & Social Policy, 3, 1–12. https://
doi.org/10.1525/srsp.2006.3.1.01

George, R., & Stokes, M. (2018). Sexual orientation in 
autism spectrum disorder. Autism Research, 11, 133–
141. https://doi.org/10.1002/aur.1892

Gerhardt, P. F. (2012, April 14). Sexuality instruction and 
learners with ASD: What behavior analysts need to 
know. APBA conference, Tampa FL, United States.

Gill, M. (2015). Already doing it: Intellectual disability 
and sexual agency. University of Minnesota Press.

Girardi, A., Curran, M.  S., & Snyder, B.  L. (2020). 
Healthy intimate relationships and the adult with 
autism. Journal of the American Psychiatric 
Nurses Association, 27, 405–414. https://doi.
org/10.1177/1078390320949923

Glasier, A., Gülmezoglu, A. M., Schmid, G. P., Moreno, 
C.  G., & Van Look, P.  F. A. (2006). Sexual and 
reproductive health: A matter of life and death. The 
Lancet, 368, 1595–1607. https://doi.org/10.1016/
s0140- 6736(06)69478- 6

Goddard, H. H. (1912). The Kallikak family: A study in 
the heredity of feeble-mindedness. MacMillan Co. 
https://doi.org/10.1037/10949- 000

Gomez, M.  T. (2012). The S words: Sexuality, sensual-
ity, sexual expression, and people with intellectual 
disabilities. Sexuality and Disability, 30, 237–245. 
https://doi.org/10.1007/s11195- 011- 9250- 4

Gorycki, K. A., Ruppel, P. R., Zane, T., & Navalta, C. P. 
(2020). Is long-term ABA therapy abusive: A response 
to Sandoval-Norton and Shkedy. Cogent Psychology, 
7(1). https://doi.org/10.1080/23311908.2020.1823615

Graham Holmes, L., Shattuck, P.  T., Nilssen, R., 
Strassberg, D.  S., & Himle, M.  B. (2020). Sexual 
and reproductive health service utilization and sexu-
ality for teens on the autism spectrum. Journal of 
Developmental & Behavioral Pediatrics, 41, 667–679. 
https://doi.org/10.1097/DBP.0000000000000838

Griffiths, D. (1999). Sexuality and people with devel-
opmental disabilities: Mythconceptions and facts. In 
I. Brown & M. Percy (Eds.), Developmental disabili-
ties in Ontario (pp. 443–452). Front Porch Publishers.

Hennessy, A. (2016, June 26). The disabled commu-
nity still waits for our 1960s sexual revolution. 
The Guardian. Accessed on 12 December 2021 at 
https://www.theguardian.com/global- development- 
professionals- network/2016/jun/26/the- disabled- 
community- still- wait- for- our- 1960s- sexual- revolution

Institute of Medicine (US) Committee on Understanding 
the Biology of Sex and Gender Differences. (2001). In 
T. M. Wizemann & M. L. Pardue (Eds.), Exploring the 

23 Sexuality and Sexuality Education with Individuals with Autism: What You Should Know But Probably…

https://doi.org/10.1901/jaba.1968.1-91
https://doi.org/10.1111/j.1548-1352.2009.01080.x
https://doi.org/10.1901/jaba.1990.23-79
https://doi.org/10.1901/jaba.1990.23-79
https://doi.org/10.1007/s10803-014-2093-y
https://doi.org/10.1007/s10803-014-2093-y
https://doi.org/10.1007/s11195-018-9551-y
https://doi.org/10.1177/10534512211051068
https://doi.org/10.1177/10534512211051068
https://doi.org/10.1007/s10803-015-2622-3
https://doi.org/10.1007/s10803-015-2622-3
https://doi.org/10.1002/aur.2340
https://doi.org/10.1002/aur.2340
https://doi.org/10.1007/s10508-019-01565-1
https://doi.org/10.1007/s10508-019-01565-1
https://doi.org/10.1016/0145-2134(88)90045-2
https://doi.org/10.1016/0145-2134(88)90045-2
https://doi.org/10.1525/srsp.2006.3.1.01
https://doi.org/10.1525/srsp.2006.3.1.01
https://doi.org/10.1002/aur.1892
https://doi.org/10.1177/1078390320949923
https://doi.org/10.1177/1078390320949923
https://doi.org/10.1016/s0140-6736(06)69478-6
https://doi.org/10.1016/s0140-6736(06)69478-6
https://doi.org/10.1037/10949-000
https://doi.org/10.1007/s11195-011-9250-4
https://doi.org/10.1080/23311908.2020.1823615
https://doi.org/10.1097/DBP.0000000000000838
https://www.theguardian.com/global-development-professionals-network/2016/jun/26/the-disabled-community-still-wait-for-our-1960s-sexual-revolution
https://www.theguardian.com/global-development-professionals-network/2016/jun/26/the-disabled-community-still-wait-for-our-1960s-sexual-revolution
https://www.theguardian.com/global-development-professionals-network/2016/jun/26/the-disabled-community-still-wait-for-our-1960s-sexual-revolution


428

biological contributions to human health: Does sex 
matter? National Academies Press.

Irvine, J. M. (2014). Is sexuality research ‘dirty work’? 
Institutionalized stigma in the production of sex-
ual knowledge. Sexualities, 17, 5–6. https://doi.
org/10.1177/1363460713516338

Kellaher, D.  C. (2015). Sexual behavior and autism 
Spectrum disorders: An update and discussion. 
Current Psychiatry Reports, 17, 25. https://doi.
org/10.1007/s11920- 015- 0562- 4

Kempton, W., & Kahn, E. (1991). Sexuality and people 
with intellectual disabilities: A historical perspec-
tive. Sexuality and Disability, 9, 93–111. https://doi.
org/10.1007/BF01101735

Kenny, M. C., Crocco, C., & Long, H. (2021). Parents’ 
plans to communicate about sexuality and child sexual 
abuse with their children with autism spectrum disor-
der. Sexuality and Disability, 39, 357–375. https://doi.
org/10.1007/s11195- 020- 09636- 1

Leaf, J. B., Milne, C. M., Leaf, J. A., Rafuse, J., Cihon, 
J. H., Ferguson, J. L., Oppenheim-Leaf, M. L., Leaf, 
R., McEachin, J., & Mountjoy, T. (2020). The autism 
partnership method: Social skills groups. Different 
Roads to Learning.

Mandell, D., Walrathc, C., Manteuffeld, B., Sgrod, G., & 
Pinto-Martin, J. (2005). The prevalence and correlates 
of abuse among children with autism served in com-
prehensive community-based mental health settings. 
Child Abuse and Neglect, 29, 1359–1372. https://doi.
org/10.1007/s10803- 014- 2093- y

Mann, L. E., & Travers, J. C. (2020). A systematic review 
of interventions to address inappropriate masturbation 
for individuals with autism spectrum disorder or other 
developmental disabilities. Review Journal of Autism 
and Developmental Disorders, 7, 205–218. https://doi.
org/10.1007/s40489- 019- 00192- 9

McDaniels, B., & Fleming, A. (2016). Sexuality educa-
tion and intellectual disability: Time to address the 
challenge. Sexuality and Disability, 34, 215–225. 
https://doi.org/10.1007/s11195- 016- 9427- y

Myles, B., Coffin, A., Owens, D., & Yantes, C. (2014). 
Characteristics of adults with high-functioning autism 
spectrum disorders. In M.  Tincani & A.  Bondy 
(Eds.), Autism spectrum disorders in adolescents and 
adults: Evidence-based and promising interventions 
(pp. 3–23). The Guilford Press.

Northup, J. (2000). Further evaluation of the accuracy of 
reinforcer surveys: A systematic replication. Journal 
of Applied Behavior Analysis, 33(3), 335–338. https://
doi.org/10.1901/jaba.2000.33- 335

Parchomiuk, M. (2019). Sexuality of persons with 
autistic spectrum disorders (ASD). Sexuality and 
Disability, 37, 259–274. https://doi.org/10.1007/
s11195- 018- 9534- z

Percora, L. A., Hooley, M., Sperry, L. M., Mesibov, G. B., 
& Stokes, M. A. (2020). Sexuality and gender issues in 
individuals with autism spectrum disorder. Child and 
Adolescent Psychiatry Clinics, 29, 543–556. https://
doi.org/10.1016/j.chc.2020.02.007

Pfaus, J.  G., Scdedpkowski, L.  A., Marson, L., & 
Georgiadis, J.  R. (2014). Biology of the sexual 
response. In D. L. Tolman & L. M. Diamond (Eds.), 
APA handbook of sexuality and psychology (pp. 145–
204). American Psychology Association.

Radley, K. C., & Dart, E. H. (2016). Antecedent strategies 
to promote children’s and adolescents’ compliance 
with adult requests: A review of the literature. Clinical 
Child and Family Psychology Review, 19, 39–54. 
https://doi.org/10.1007/s10567- 015- 0197- 3

Railey, K. S., Love, A. M. A., & Campbell, J. M. (2020). 
Systematic review of law enforcement training related 
to autism spectrum disorder. Focus on Autism and 
Other Developmental Disabilities, 35, 221–233. 
https://doi.org/10.1177/1088357620922152

Richards, D., Miodrag, N., & Watson, S. L. (2006). Sexuality 
and developmental disability: Obstacles to healthy 
sexuality throughout the lifespan. Developmental 
Disabilities Bulletin, 34(1–2), 137–155.

Sabatello, M. (2013). A short history of the interna-
tional disability rights movement. In M. Sabatello & 
M. Schulze (Eds.), Human rights and disability advo-
cacy. University of Pennsylvania Press.

Sala, G., Hooley, M., Attwood, T., Mesibov, G.  B., & 
Stokes, M.  A. (2019). Autism and intellectual dis-
ability: A systematic review of sexuality and relation-
ship education. Sexuality and Disability, 37, 353–382. 
https://doi.org/10.1007/s11195- 019- 09577- 4

Sala, G., Pecora, L., Hooley, M., Stokes, & Mark, A. 
(2020). As diverse as the spectrum itself: Trends in 
sexuality, gender, and autism. Current Developmental 
Disorders Reports, 7, 59–68. https://doi.org/10.1007/
s40474- 020- 00190- 1

Sandoval-Norton, A. H., & Shkedy, G. (2019). How much 
compliance is too much compliance: Is long-term 
ABA therapy abuse? Cogent Psychology, 6(1). https://
doi.org/10.1080/23311908.2019.1641258

Sexuality Information and Education Center of the 
United States. (2021). Sex Ed State Law and Policy 
Chart: SIECUS State Profiles 2021. Author. Accessed 
online on 20 December 2021 at https://siecus.org/wp- 
content/uploads/2021/12/2021- Sex- Ed- State- Law- 
and- Policy- Chart- 3.pdf

Solomon, D., Pantalone, D. W., & Faja, S. (2019). Autism 
and adult sex education: A literature review using the 
information-motivation-behavioral skills framework. 
Sexuality and Disability, 37, 339–351. https://doi.
org/10.1007/s11195- 019- 09591- 6

Stein, S., & Dillenburger. (2017). Ethics in sexual behav-
ior assessment and support for people with intellec-
tual disability. International Journal on Disability and 
Human Development, 16, 11–17.

Stokes, T. F., & Baer, D. M. (1977). An implicit technol-
ogy of generalization. Journal of Applied Behavior 
Analysis, 10(2), 349–367. https://doi.org/10.1901/
jaba.1977.10- 349

Tekin-Iftar, E., Olcay, S., Sirin, N., Bilmez, H., 
Degirmenci, H.  D., & Collins, B.  C. (2020). 
Systematic review of safety skill interventions for 
individuals with autism spectrum disorder. The 

P. F. Gerhardt et al.

https://doi.org/10.1177/1363460713516338
https://doi.org/10.1177/1363460713516338
https://doi.org/10.1007/s11920-015-0562-4
https://doi.org/10.1007/s11920-015-0562-4
https://doi.org/10.1007/BF01101735
https://doi.org/10.1007/BF01101735
https://doi.org/10.1007/s11195-020-09636-1
https://doi.org/10.1007/s11195-020-09636-1
https://doi.org/10.1007/s10803-014-2093-y
https://doi.org/10.1007/s10803-014-2093-y
https://doi.org/10.1007/s40489-019-00192-9
https://doi.org/10.1007/s40489-019-00192-9
https://doi.org/10.1007/s11195-016-9427-y
https://doi.org/10.1901/jaba.2000.33-335
https://doi.org/10.1901/jaba.2000.33-335
https://doi.org/10.1007/s11195-018-9534-z
https://doi.org/10.1007/s11195-018-9534-z
https://doi.org/10.1016/j.chc.2020.02.007
https://doi.org/10.1016/j.chc.2020.02.007
https://doi.org/10.1007/s10567-015-0197-3
https://doi.org/10.1177/1088357620922152
https://doi.org/10.1007/s11195-019-09577-4
https://doi.org/10.1007/s40474-020-00190-1
https://doi.org/10.1007/s40474-020-00190-1
https://doi.org/10.1080/23311908.2019.1641258
https://doi.org/10.1080/23311908.2019.1641258
https://siecus.org/wp-content/uploads/2021/12/2021-Sex-Ed-State-Law-and-Policy-Chart-3.pdf
https://siecus.org/wp-content/uploads/2021/12/2021-Sex-Ed-State-Law-and-Policy-Chart-3.pdf
https://siecus.org/wp-content/uploads/2021/12/2021-Sex-Ed-State-Law-and-Policy-Chart-3.pdf
https://doi.org/10.1007/s11195-019-09591-6
https://doi.org/10.1007/s11195-019-09591-6
https://doi.org/10.1901/jaba.1977.10-349
https://doi.org/10.1901/jaba.1977.10-349


429

Journal of Special Education, 54, 239–250. https://
doi.org/10.1177/0022466920918247

Tepper, M. S. (2000). Sexuality and disability: The miss-
ing discourse of pleasure. Sexuality and Disability, 18, 
283–290.

Turner, D., Briken, P., & Schottle, D. (2017). Autism- 
spectrum disorders in adolescence and adult-
hood: Focus on sexuality. Current Opinion in 
Psychiatry, 30, 409–416. https://doi.org/10.1097/
YCO.0000000000000369

UNESCO. (2021). Comprehensive sexuality education: A 
foundation for life and love campaign. United nations 
educational, scientific, and cultural organization. 

Retrieved from 28 December 2021 https://en.unesco.
org/themes/education- health- and- well- being/
cse- campaign

Van Houten, R., Axelrod, S., Bailey, J. S., Favell, J. E., 
Foxx, R.  M., Iwata, B.  A., & Lovaas, O.  I. (1988). 
The right to effective behavioral treatment. Journal of 
Applied Behavior Analysis, 21(4), 381–384.

Wolf, M.  M. (1978). Social validity: The case for sub-
jective measurement or how applied behavior analy-
sis is finding its heart. Journal of Applied Behavior 
Analysis, 11(2), 203–214. https://doi.org/10.1901/
jaba.1978.11- 203

23 Sexuality and Sexuality Education with Individuals with Autism: What You Should Know But Probably…

https://doi.org/10.1177/0022466920918247
https://doi.org/10.1177/0022466920918247
https://doi.org/10.1097/YCO.0000000000000369
https://doi.org/10.1097/YCO.0000000000000369
https://en.unesco.org/themes/education-health-and-well-being/cse-campaign
https://en.unesco.org/themes/education-health-and-well-being/cse-campaign
https://en.unesco.org/themes/education-health-and-well-being/cse-campaign
https://doi.org/10.1901/jaba.1978.11-203
https://doi.org/10.1901/jaba.1978.11-203


Part VIII

The Present and Future



433© The Author(s), under exclusive license to Springer Nature Switzerland AG 2022 
J. B. Leaf et al. (eds.), Handbook of Quality of Life for Individuals with Autism Spectrum Disorder, 
Autism and Child Psychopathology Series, https://doi.org/10.1007/978-3-030-98507-3_24

Measuring Outcomes for Adults 
with Autism Spectrum Disorders: 
Historical Perspectives and Hope 
for the Future

Amy R. Bukszpan, Jessica Piazza, Asim Javed, 
Sara Sato, and Victoria Boone

Let us face it, historically, discussions regarding 
outcomes for adults with autism spectrum disor-
der (ASD) have not been easy. The topic is often 
bleak, describing a poor outlook based on factors 
that failed to consider an array of potential per-
spectives (Howlin & Magiati, 2017). But when 
we examine these outcomes by including consid-
erations from family members, peers, employers, 
and autistic adults themselves, these conversa-
tions may become easier and more optimistic, 
revealing improved outcomes for adults with ASD 
because of the growth of new practices over the 
past 40 years (Bishop-Fitzpatrick et al., 2016).

The last 40 years have seen a shift from the 
institutionalized placement and care of individu-
als with disabilities to the inclusion of individuals 
with disabilities into the communities they live 
(Leslie et al., 2017). The deinstitutionalization of 
individuals with disabilities was driven by multi-
ple factors, including the passing of the 
Community Mental Health Centers Construction 
Act in 1963 (also known as the Mental Retardation 
Facilities and Construction Act, Public Law 
88–164, and the Mental Retardation and 
Community Mental Health Centers Construction 
Act in 1963) (Lima et al., 2018) and the Olmstead 
ruling of 1999 (Schott et al., 2021). Prior to this 

shift in the community inclusion of individuals 
with disabilities, researchers measured outcomes 
for institutionalized individuals based on rating 
scores on a scale from good to very poor with 
social and communicative abilities as the primary 
indicators for success (Rutter et al., 1967). There 
was a high level of variability in these criteria, 
and individual outcomes often looked bleak due 
to this narrow approach (Henninger & Taylor, 
2013). But this approach to analyzing and evalu-
ating outcomes for individuals with developmen-
tal disabilities, especially adults, is myopic. As 
we know from various outcome studies (e.g., 
Farley et al., 2018; Marriage et al., 2009; Oakley 
et al., 2021), outcomes vary greatly from person 
to person, informant to informant, based on the 
individual’s and their caretaker’s perspectives, 
values, and goals. Therefore, adult outcomes 
must be assessed and evaluated on the individual 
level, accounting for variability within a person’s 
experience, their individual desires, in conjunc-
tion with standardized assessments such as the 
Vineland Adaptive Behavior Scales (Carter et al., 
1998) or the Social Responsiveness Scale 
(Brugha et al., 2015).

As deinstitutionalization progressed over the 
last 50 years, the number of patients in state-run 
facilities significantly dropped, and a greater num-
ber of adults with ASD began living and working 
in a variety of community settings, indicating that 
successful outcomes with adults affected by ASD 
can, and should, look very different than previ-

A. R. Bukszpan (*) · J. Piazza · A. Javed · S. Sato  
V. Boone 
School of Education, Endicott College,  
Beverly, MA, USA
e-mail: abukszpa@endicott.edu

24

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-98507-3_24&domain=pdf
https://doi.org/10.1007/978-3-030-98507-3_24
mailto:abukszpa@endicott.edu


434

ously viewed (Burgess & Gutstein, 2007; Leslie 
et al., 2017). As the National Council on Disability 
(NCD) states on their website, “Closing institu-
tions is about developing strong and inclusive 
community supports and allowing people to have 
control over how they live their lives” (National 
Council on Disability, 2012). Thus, any discussion 
about outcomes must encompass this new, and 
evolving, landscape.

This chapter seeks to survey the historical 
approaches to evaluating outcome measures for 
adults diagnosed with ASD and then moves on to 
highlight alternative perspectives to adult out-
comes as the reporting and viewpoints shift from 
researchers toward caregivers and individuals. We 
seek to explore how deinstitutionalization and 
early intervention altered the possibilities for indi-
viduals affected by ASD and how this then further 
changes how we evaluate outcomes. Further, we 
explore caregiver perspectives on raising and sup-
porting an adult with ASD and the evolving indi-
cators of success from their unique point of view. 
From there, we examine outcomes on the indi-
vidual level and delve into self- determinism and 
person-centered planning, two key elements 
which have critically reshaped the conversation 
over adult outcomes in recent years. These inter-
related aspects are fundamental to an individual’s 
ownership over their own life and will be exam-
ined in terms of the shifting attention to the rights 
of individuals to guide their own futures.

 Historical Perspectives on Outcome 
Measures

Historically, adults diagnosed with ASD were 
considered to have deficient or substandard out-
comes (Ruble & Dalrymple, 1996). The tools 
used to measure these indicators were often 
vague and unreliable (Henninger & Taylor, 
2013). Researchers from the late 1960s through 
the early 2000s used terms like “poor” or “good” to 
describe overall adult outcomes, with most adults 
falling within the poor category (Mason et  al., 
2021). This approach to evaluating outcomes for 
adults affected by ASD was notably used by Leo 
Kanner (1971) in describing outcomes from a 

28-year follow-up study examining results for a 
group of 11 individuals. In his follow- up study, 
Kanner (1971) remarked that only 2 of the 11 
original participants demonstrated success, with 
success being measured as adults who lived 
under the care of their family members and 
engaged in communication skills respectable 
enough for employment, social interactions, and 
community activities. Kanner (1971) further 
remarked that 4 of the 11 participants represented 
the poorest outcomes in which they continued to 
live at institutions and displayed significantly 
reduced communication skills. These types of 
outcome studies were first introduced by Rutter 
et  al. (1967) as they sought to set criteria for 
individuals who, at the time, were referred to as 
having infantile psychosis and who demon-
strated “abnormalities that were autistic in 
typed” (p.  1186). It was after Rutter et  al. that 
these criteria were more readily adapted to adults 
with ASD as outcome indicators (Henninger & 
Taylor, 2013).

Rutter et al. (1967) used terms such as “good,” 
“fair,” “poor,” and “very poor” to set criteria 
when studying the outcomes of 63 adults in their 
study. Good outcomes were considered if an indi-
vidual lived at close to age-appropriate normal 
life, which included living outside of an institu-
tion, gainful employment, and engaging in typi-
cal social interactions. Individuals with fair 
outcomes were those who made some social and 
educational progress but continued to demon-
strate deficits in interpersonal relationships and 
engaged in inappropriate behaviors. Lastly, indi-
viduals who fell in the poor to very poor outcome 
categories were individuals who were marked by 
stark deficits or maladaptive behaviors that they 
were deemed unable to lead independent lives. 
Differentiation between those in the poor and 
very poor categories meant that the poor group 
had some potential for social progress and 
improvement while the very poor had none. The 
results from the sample demonstrated that 14% 
of individuals had good outcomes and 61% had 
poor or very poor (Rutter et al., 1967).

In 1987, Gillberg and Steffenberg applied 
this classification system to 46 individuals over 
the age of 16 years who were previously diag-
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nosed with infantile autism or autistic-like con-
ditions but added a new sub-category between 
“fair” and “poor” addressing “restricted but 
acceptable” behaviors. This additional crite-
rion “restricted but acceptable” was the first 
step in 20  years to expand outcome measures 
for adults with ASD. This is notable as Gillberg 
and Steffenberg expected to see better outcomes 
with the introduction of this new criterion, which 
they believed, addressed the acceptance of cer-
tain behaviors in specific contexts with certain 
people. Unfortunately, this was not the case as 
outcomes from their study still followed similar 
patterns as those seen in the previous studies with 
59% of individuals investigated having a poor 
to very poor outcome. Later in 2005, Billstedt 
and colleagues expanded further on Rutter et al.’ 
(1967) work by building five outcome measures 
with more heterogenetic qualifications which 
included employment or vocational training, 
residential situations, diagnosis of comorbid 
disorders, obvious or significant disabilities, and 
significant barriers to communication. While 
this sought to expand criteria and look further 
at individualization, it was still based on vague 
data, and even under these new criteria, out-
comes were still categorized as predominantly 
poor or very poor (Henninger & Taylor, 2013).

For the following 30 years, outcome measures 
for adults with ASD were measured through the 
lens of the previously outlined process (Mason 
et al., 2021). It was not until the late 2000s that a 
shift in outlook began to occur. These changes 
reflected the mounting effects of deinstitutional-
ization and early intervention, adults with ASD 
now living in a variety of community settings and 
the widely seen and felt results from those who 
had received childhood therapeutic interventions 
(Henninger & Taylor, 2013). These two elements 
helped force the discussion of outcomes to move 
from researcher-driven and ambiguous criteria to 
individually focused and more explicit. Here the 
beginnings of environmental fit and individual-
ization began to take root in the context of an 
individual’s success.

One notable change that occurred was tar-
geted outcome definitions for social functioning 
(Farley et al., 2018). New measurements included 

building and sustaining meaningful relationships, 
engaging in competitive employment, and con-
sidering independent living placements (Mason 
et  al., 2018). Additionally, we began to see a 
swing from what makes for good institutional 
behavior change to what matters most to an indi-
vidual’s happiness and achievement in their opti-
mal environment. A second noteworthy change 
that occurred during this time is a fundamental 
alteration in the research, steering away from 
outcome evaluations and moving toward quality- 
of- life discussions (e.g., Burgess & Gutstein, 
2007; McCauley et  al., 2020; Tavernor et  al., 
2013). These studies focus on social relation-
ships, friendship, community inclusion, and 
independence (Howlin et al., 2000) and include a 
qualitative analysis from individuals studied in 
evaluating their own interventions (Tavernor 
et al., 2013).

Researchers evaluating outcome measures of 
adults with ASD have noted that intellectual and 
communication functioning can be strong indica-
tors for success and improved overall quality of 
life in adults with autism (McClannahan et  al., 
2002) with increased opportunities for gainful 
employment, social relationships, and indepen-
dent living (Marcotte et  al., 2020). Conversely, 
autism severity, linked to reductions in communi-
cation and social relationships, has been used to 
predict poorer outcomes for adults and children 
with ASD (Howlin & Magiati, 2017). However, 
some researchers (e.g., Billstedt et  al., 2011) 
noted that outcome assessments needed to ana-
lyze how well the individual fits into an “Autism- 
Friendly Environment” (p. 7), citing that it is not 
about the person being accepted into their envi-
ronment but finding suitable environments that 
are most appropriate for the individual. These 
researchers urge a more comprehensive evalua-
tion of outcomes that should include an analysis 
of most supportive and least restrictive 
environments.

Further, research has noted that variables which 
include educated caregivers or support staff, 
structured education, vocational training, or 
employment which fits the motivation and per-
sonality of the individual, plus customized treatment 
or interventions, work to improve predictors for 
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an improved quality of life and can lead to more 
successful outcomes and greater independence 
(McClannahan et al., 2002). These recommenda-
tions transfer the viewpoint of adult indicators for 
success away from the dichotomy of poor or 
good based on an individual’s functioning level 
to a more varied perspective accounting for the 
variability of each individual and their supporting 
environment. Billstedt et al. (2011) reevaluated a 
previous participant sample from their 2005 
(Billstedt et al., 2005) study in which they failed 
to account for an individual’s fit and happiness in 
the environment. In the 2005 study, results indi-
cated that 78% of the samples were categorized 
with poor or very poor outcomes (Billstedt et al., 
2011). However, upon revision of the outcome 
measures under the updated guidance from 2011, 
62% of the adults met good or very good criteria 
(Billstedt et al., 2011).

While discussing subjective indicators for 
overall happiness, fit, and well-being may run 
contrary to the training of quantitative research-
ers, it is undeniable that these elements need to 
be considered alongside standardized assess-
ments when examining the intricacies of a 
human’s life. Notably, the validity in outcome 
criteria made up the bulk of the criticisms of 
the early research on adult outcomes, remark-
ing that academic achievement, IQ scores, and 
statistical assessments do not fully present a 
picture of an individual’s success as an adult 
(Bishop-Fitzpatrick et  al., 2016; Burgess & 
Gutstein, 2007; McCauley et al., 2020). As seen 
in Billstedt et al. (2011), there is much more to 
the examination of adult outcomes than an indi-
vidual’s level of severity or level of indepen-
dence. The remaining portions of this chapter 
will venture into these more subjective concerns. 
Let us now look at how caregivers’ perspectives 
and treatment options inform their evaluation 
of outcomes, as well as reflect upon the chang-
ing landscape of self-advocacy, education, and 
employment to assess how individuals them-
selves can play an active role in shaping their 
own lives and therefore outcomes.

 Caregivers of Adults with ASD

It has been well-documented that families of chil-
dren with ASD experience higher levels of stress 
as compared to families of typically developing 
children (Hoffman et  al., 2009), children with 
Down syndrome or intellectual disability 
(Abbeduto et al., 2004), fetal alcohol syndrome 
(Watson et al., 2013), or other disabilities (Brobst 
et al., 2009). Specifically, the core deficits associ-
ated with ASD such as social communication 
impairments, restrictive and repetitive patterns of 
behavior, and disruptive behaviors along with the 
severity of these symptoms have been found to be 
the greatest factors that contribute to stress for 
families of children with ASD (Ekas & Whitman, 
2010; Hayes & Watson, 2013; Lecavalier et al., 
2006). Parents of children with ASD have 
reported needing to make significant adjustments 
in their careers to allow time for caregiving 
duties, a general lack of spontaneity in their fam-
ily life, and a decline in the development of their 
own personal social lives (Meirsschaut et  al., 
2010). For practitioners who serve children with 
ASD and their families, understanding and empa-
thizing with each family’s unique and potentially 
stressful life are critically important steps to fos-
ter rapport building and collaborative develop-
ment of effective and individualized programming 
(Rodger et al., 2008; Stanford et al., 2020).

There is some research investigating stress 
levels and the subsequent impact of behavioral 
intervention on families of young children with 
ASD (e.g., McGrew & Keyes, 2014; Strauss 
et al., 2012). McGrew and Keyes (2014) assessed 
the caregiver burden and marital adjustment of 
mothers of children with ASD within 6 months of 
diagnosis and again 1  year later. The findings 
suggested that female caregivers were function-
ing at the same level 1 year after the diagnosis; 
however, a positive change with one assessed 
variable was caregivers reporting an increase in 
perceived provider support over time. 
Additionally, research in Early Intensive 
Behavioral Intervention (EIBI) has found that 
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including parents in treatment can lead to 
improvements with child behavior and the inten-
sive and consistent parent training and  supervision 
led to parental treatment fidelity which led to 
children’s overall improvement (Strauss et  al., 
2012). These results are promising for parents of 
young children with ASD; however, since autism 
is a lifelong disability (Centers for Disease 
Control and Prevention [CDC], 2020), individu-
als with ASD often require caregiver assistance 
for their entire life span (Matson & Rivet, 2008). 
Interventions focused on improving social com-
munication, adaptive functioning, and the reduc-
tion of maladaptive behaviors continue to 
increase in accessibility for individuals with 
ASD, but it remains challenging to obtain these 
services post high school (Gerhardt & Lainer, 
2011). As a direct consequence of the lack of sup-
port, caregivers may be faced with financial, 
emotional, and developmental burdens when car-
ing for their adult children with ASD (Marsack- 
Topolewski et al., 2021; Marsack-Topolewski & 
Church, 2019).

 Personal Perspectives

The impact caregiver burden has on quality of life 
has been assessed by surveying and interviewing 
parents of adults with ASD (Marsack- Topolewski 
& Church, 2019). Marsack-Topolewski and 
Church adapted the Caregiver Burden Inventory 
(CBI), a scale used to measure caregivers’ per-
ception of burden related to caring for individuals 
diagnosed with Alzheimer’s disease (Novak & 
Guest, 1989), and tailored it for use in their study 
for parents of adults with ASD. The adapted CBI 
contained 15 items from 3 domains (i.e., time 
dependence, developmental, and emotional bur-
den) as these were deemed to be significant to 
caregivers of adults with ASD.  Marsack-
Topolewski and Church found that developmen-
tal burden, or the feeling of caregivers being out 
of sync in development with their peers, was 
found to have a statistically significant negative 
impact on parents’ quality of life. To address the 
developmental burden, the researchers suggested 
that practitioners working with parents of adults 

with ASD should focus client programming on 
developing independence in daily living skills 
while also encouraging and facilitating opportu-
nities for caregivers to participate in social inter-
actions with other caregivers or groups 
(Marsack-Topolewski & Church, 2019).

In many cases, it is likely that parents and 
caregivers of adults with ASD have dedicated a 
sizable portion of their lives focused on the edu-
cational, developmental, and behavioral needs of 
their children (Marsack-Topolewski & Church, 
2019; Matson & Rivet, 2008). Caregivers assume 
an even greater burden when their children age 
out of high school, as support and resources for 
adults with disabilities remain to be scarce 
(Bishop-Fitzpatrick et  al., 2013; Gerhardt & 
Lainer, 2011; Shattuck et  al., 2007). Given this 
unfortunate reality, we felt it was necessary to 
speak with caregivers of individuals with ASD 
and hear their journey raising a child with autism 
from childhood to young adulthood. We had the 
opportunity to speak to two women who are par-
ents of young adults with ASD as well as each 
being intimately involved in the autism commu-
nity throughout the world. Summaries of these 
interviews follow as a notable reflection of the 
perspectives caretakers have in raising children 
with ASD to young adulthood. The pseudonyms 
of Anne and Bethany are used in the following 
caregiver accounts to preserve the confidentiality 
of the caregivers, their children, and their 
families.

 Anne’s Story

Anne has a 20-year-old son who was first diag-
nosed with ASD at age 3. Access to appropriate 
supports and services in her area was difficult to 
come by, and Anne spent an exceptional amount 
of time researching interventions and strategies 
that would support her son’s education and devel-
opment. Despite her hard-fought and valiant 
efforts across countless years to secure applied 
behavior analysis (ABA) services for her child, 
Anne was unable to obtain services in her state 
and ultimately took matters into her own hands 
by becoming her son’s educator. Moreover, to 
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this day, Anne continues to hire, train, and pay for 
behavioral support for her son privately. While 
her son now has a job caring for horses, he also 
has a one-on-one aid, trained in ABA, who sup-
ports him throughout the day. Furthermore, Anne 
expressed that while ABA therapy is critical in 
improving outcomes for individuals with ASD, 
her experience with her son demonstrated that the 
school system possessed ignorance involving 
incorporating ABA services as well as resistance 
in adopting a scientific approach to solving prob-
lems. Anne additionally voiced wanting to have a 
plan in place for her son that includes access to 
ABA services should she and her husband no 
longer be able to take care of him.

As Anne discussed, there is an unfortunate 
reality in obtaining appropriate, adequate, and 
necessary services for adults with disabilities  – 
securing access tends to either be extremely chal-
lenging or impossible in most cases (Murphy 
et al., 2016; Shattuck et al., 2011). It is often the 
case that individuals may receive services when 
their behavior is at a level that is highly unman-
ageable, engaging in self-injury or severe aggres-
sion, and in those instances, they may be placed 
in institutions (Manente et  al., 2010). Further, 
when parents or caregivers choose to become 
their child’s teacher, in many instances, like in 
this caregiver’s case, they become fantastic ABA 
interventionists who help facilitate meaningful 
progress for their child. While this progress 
should be celebrated, it may result in further 
exclusion from obtaining services because their 
child is not engaging in severe challenging 
behavior, an unfortunate paradox.

 Bethany’s Story

Bethany is the mother of three boys, two of whom 
are on the autism spectrum. The first son has been 
receiving intensive ABA services for numerous 
years and today, at 19 years old, has a full-time 
program of approximately 35 hours a week and 
continues to make clinically significant progress. 
While Bethany notes that her son has learned 
numerous skills and has tremendous work poten-
tial for certain types of employment, she further 
expressed fear that employers would be uncom-

fortable in employing him should they see him 
engage in self-injury while on the job. Bethany 
stressed that while her son may engage in mini-
mal instances of self-injury, there are still some 
occasions in which he will engage in these behav-
iors, and the chance that they may occur, at work, 
is troubling for her to consider. These concerns 
are echoed by employers when surveyed, stating 
that employees with ASD can often be skillful at 
their job which is valued but the challenges that 
interactions with people and behavior problems 
can have present a barrier for long-term employ-
ment and reduction of intensive support (Schall, 
2010).

Despite these challenges and fears, this care-
giver recounted a story of when her son was 
14 years old and attended an ABA program over 
the summer. During the initial intake meeting, the 
ABA team asked for his employment plan to 
which she responded, “He’s 14,” explaining that 
she was shocked that the team was expecting an 
employment plan. Over the course of the sum-
mer, her son was able to work in the community 
with the assistance of his ABA team, and this 
experience shed light on the need to focus on 
employment training much earlier in the life of 
an individual with ASD. This program had well- 
established partnerships within the community 
and was properly set up to run an effective voca-
tional training program for their clients. She rec-
ognized the program being exceptional in that 
regard; however, in many areas of the United 
States, it is rare that vocational training starts 
early (Lounds Taylor et  al., 2012; Walsh et  al., 
2014).

Social validity is the extent to which stake-
holders find intervention procedures appropriate 
and the effects of treatment to be important 
(Wolf, 1978). One caregiver shared her experi-
ence of collaborating with her son’s ABA team to 
develop programs to teach him leisure skills so 
that he can occupy himself during “downtime.” 
The team was able to successfully teach him to 
play turn-taking board games, which was appre-
ciated. However, the caregiver is still concerned 
regarding her son’s leisure activities as his defi-
cits persist when left alone. This is now an area of 
concern that the family would like to address 
through their son’s ABA program. When pro-

A. R. Bukszpan et al.



439

gramming encompasses stakeholders’ desires 
and feedback, it ultimately creates consumer 
buy-in, develops rapport, and can lead to mean-
ingful outcomes.

The ideas, experiences, and advice shared by 
both caregivers are invaluable and thought- 
provoking for both caregivers of individuals with 
ASD and practitioners who serve the population. 
Although their stories are representative of just 
two sets of families, they paint a picture of the 
challenges associated with obtaining services and 
the need for comprehensive interventions that are 
appropriate and are focused on socially valid out-
comes. ABA-based interventions tend to be 
focused on objective measurement as a means of 
treatment and program evaluation; however, 
when evaluating the matters of social validity, 
there appears to be a burgeoning need for subjec-
tive measurement as well.

 What Practitioners Can Do

 Social Validity
As it has become increasingly apparent that the 
best treatment outcomes are achieved through the 
inclusion and collaboration of consumers 
(Bowman et al., 2021), there must be a concerted 
effort toward the recruitment of feedback from all 
stakeholders (Wolf, 1978). Methods for assessing 
social validity include having consumers com-
plete questionnaires and comparing treatment 
outcomes with behavioral norms (Carr et  al., 
1999). While the validity of subjective measure-
ment may be debatable, it has been well- 
established that including the input and 
involvement of stakeholders not only leads to 
better treatment outcomes but is the best practice 
in ABA (Fawcett, 1991; Strain et  al., 2012). 
While notable concerns over subjective measure-
ment in ABA include reliability of personal state-
ments and the replication and recordability of 
observable events (Wolf, 1978), when developing 
intervention plans, it is important to consider 
each stakeholder’s values, skills, goals, and 
stressors (Slocum et al., 2014) as the success of 
plan implementation is heavily dependent on 
these factors (Hickey et al., 2018). Practitioners 

should arrange opportunities for ongoing and 
consistent collaboration and feedback from care-
givers regarding behavioral programming while 
bearing in mind the daily challenges caregivers 
of adults with ASD face.

 Compassionate Care
As detailed earlier in this section, caregivers of 
adults with ASD are faced with persistent and 
considerable stressors on an ongoing basis. When 
practitioners are given the opportunity to serve a 
family of an adult with ASD, it is necessary to 
consider the pervasiveness and intensity how 
these challenges affect the family day to day and 
to incorporate compassionate practices as part of 
the collaborative process. Rohrer et  al. (2021) 
and Taylor et al. (2019) are both formable articles 
which outline both recommendations and check-
lists for how practitioners can improve compas-
sion and collaboration in their work and are both 
highly recommended for further insight on this 
topic. A case for how a clinician may engage in 
compassionate care when interacting with a cli-
ent may go as follows. A parent may express 
frustration that her adult son is not making the 
treatment gains that were expected. A behavior 
analyst demonstrating compassion would 
empathically listen to the parent, take the parent’s 
perspective, and acknowledge the parent’s feel-
ings. The behavior analyst then takes the addi-
tional step to alter treatment goals so that they 
teach to the son’s deficits and the mother’s con-
cerns and thus works to both improve the out-
comes of the son and resolve the parent’s overall 
frustration (Taylor et  al., 2019). This deliberate 
and active act of compassion can lead to the 
development of trust which in turn may allow the 
behavior analyst to highlight the treatment gains 
that have been met thus far and open the dialogue 
for continued gains.

 Outcomes Dictated by Individuals

It is imperative that outcome-related discussions 
are in general driven by individuals with ASD, 
for them to have a critical role in guiding the 
planning and treatment process. Camm-Crosbie 
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et al. (2019) conducted a survey that found that 
adults with a diagnosis of ASD indicated that 
they had difficulty accessing treatment for mental 
health services and that understanding and sup-
port for mental health needs, including thoughts 
of suicide, were alarmingly lacking. With the 
consideration that adults with a diagnosis of ASD 
are at a higher risk for a mental health crisis 
(Camm-Crosbie et al., 2019), it is imperative that 
goals that are meaningful to the individual are 
developed, and the most effective treatment is 
selected. Furthermore, processes have emerged 
that call for the increasing role of adults develop-
ing their own goals. Two movements or processes 
worth mentioning include self-determination and 
person-centered planning.

In short, self-determination is the process of 
exercising autonomy to make choices or deci-
sions about one’s own life (Erwin et al., 2009). 
Similarly, person-centered planning is a process 
that includes several key components such as: (a) 
centering the individual with a disability; (b) 
incorporating other key individuals in the life of 
the focus person; (c) considering the individual’s 
strengths, interests, talents, and values; and (d) 
developing an action plan consistent with those 
values (Flannery et  al., 2000; Holburn et  al., 
2000). When compared to one another, self- 
determination is an inevitable result of a person- 
centered planning process. Presently, these two 
processes have even been incorporated into fed-
eral regulations pertaining to Medicaid-funded 
services for people with disabilities (Medicaid, 
n.d.). Thus, self-determination and person- 
centered planning are two critical processes that 
guide outcome-oriented discussions for adults 
with ASD.

Within a person-centered planning approach, 
some key outcomes to consider include involve-
ment in community activities, preferred leisure 
activities, employment goals, social outcomes, 
living arrangements, and essential daily living 
skills. For example, if an adult with ASD has an 
interest in working at a local fisherman shop, spe-
cific vocational goals can be outlined in accor-
dance with their preferences. Similarly, some 

adults with ASD may hope to participate in spe-
cific community activities of interest such as a 
cooking club or an art group. Other individuals 
may even want to enhance their social skills to 
improve friendships or intimate relationships. 
Adults may even formulate certain safety or emo-
tional regulation goals. Further, adults may com-
municate the desired outcomes as it relates to 
where they want to live, who they want to live 
with, and how much support they desire within 
their preferred residential setting.

 Developing Outcomes

To develop these goals or outcomes, several dif-
ferent formal or informal methods can be 
employed. For example, for some individuals, 
informal interviews can be conducted with adults 
with ASD. This may involve asking direct ques-
tions about preferences as well as short-term and 
long-term goals (Tullis & Seaman-Tullis, 2019). 
Other processes may involve more formalized 
methods that involve multi-step, mapping of 
preferences, or even direct assessments (Reid 
et al., 1999). For adults who may have difficulties 
with communication, adult-driven approaches 
may even include observing affect, while the per-
son of focus engages with certain activities, and 
then developing outcomes based on activities 
associated with positive affect (Luiselli, 2017).

Additionally, outcomes driven by adults may 
require a shifting of priorities from traditional 
academic goals that were a focus when school 
aged to more functional alternatives. Though aca-
demic and functional are not necessarily antony-
mous or incompatible, functional goals are 
typically practical or immediately relevant skills 
for the individual (Dell’Armo & Tassé, 2019). As 
follows, adult-directed outcomes may involve a 
lesser emphasis on reading or math skills and a 
greater emphasis on community safety or self- 
care skills. Moreover, functional goals are more 
likely to facilitate community integration as well 
as progress that is meaningful to the individual 
with ASD. Additionally, considerations for goals 
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to be developed that assist adults with navigating 
complex topics, such as sexuality (Mann & 
Travers, 2019), friendships (DaWalt et al., 2019), 
and accessing healthcare (Burke et  al., 2010), 
should include the individual with a diagnosis of 
ASD, so that goals that are being targeted are 
meaningful and applicable to the individual’s 
contextual circumstances and values.

Notably, some of these methods involve a 
level of subjectivity that may be uncomfortable 
for practitioners, particularly those focused on 
objective outcomes. As Wolf (1978) outlined, 
measures related to the appropriateness of goals, 
procedures, and outcomes (i.e., social validity) 
invariably rely on subjective responses. However, 
these subjective measures ensure that outcomes 
are salient to the individuals and others in their 
direct circle of support. While several different 
methods have been developed to assess social 
validity in the past several decades, including 
more formal instruments with rating scales, fur-
ther research is still needed on how to best formu-
late outcomes that are beneficial for adults with 
ASD (Carter & Wheeler, 2019).

 Some Considerations

The role of adults in selecting their own goals 
cannot be overemphasized. At the same time, cer-
tain ethical dilemmas do arise relative to balanc-
ing autonomy or individual rights with the right to 
an effective, habilitative environment. How do 
caregivers and professionals proceed when indi-
viduals make choices that are counter- habilitative? 
Are there circumstances that may necessitate 
compromising personal liberties? For adults who 
are more impacted by their disability, what does 
person-centered planning or self- determination 
look like? (For a detailed discussion on balancing 
personal rights with habilitation, see Bannerman 
et al. 1990; Van Houten et al. 1988.)

Bannerman et al. (1990) made several recom-
mendations in their seminal article that are worth 
re-mentioning here. It is important to note that 
these recommendations apply to all individuals 

with disabilities, regardless of the severity of 
their disability. First, individuals’ preferences 
should be emphasized when considering on 
which skills to focus. Second, individuals with 
disabilities should be involved in the decision- 
making process as it relates to outcomes or goals. 
Third, choice-making skills should be taught. 
Fourth, individuals should be given the opportu-
nity to make choices throughout their daily activ-
ities. Overall, adults with ASD play a central role 
in dictating their own goals, and it is the respon-
sibility of caregivers and professionals to facili-
tate choice and independence throughout the 
planning and treatment process.

 Optimism for the Future

 The Advancement and Outcomes 
of Behavior Interventions

Since the groundbreaking publication of Dr. 
Ivar Lovaas’ EIBI research in both the 1970s 
and then the late 1980s (e.g., Lovaas et al., 1973; 
Lovaas, 1987), EIBI has been classified as a 
comprehensive, intensive intervention with 
overwhelmingly positive results (Peters-
Scheffer et al., 2011). Despite the success of the 
UCLA Young Autism Project, and the many 
studies published confirming its effectiveness 
since, EIBI has not gone without criticism 
(Healy & Lydo, 2013). Some past and current 
criticisms of EIBI include its rigidity, underde-
veloped generalization programming, and a 
more flexible, dynamic approach (Gruson-
Wood, 2016). In response, researchers have 
championed for the use of more progressive 
approaches to ABA and other behavior interven-
tions alike (e.g., Leaf et al., 2016b, 2020). For 
instance, progressive models of discrete trial 
teaching (DTT), often used in conjunction with 
EIBI, utilize more naturalized discriminative 
stimuli, emphasize stimulus generalization, and 
incorporate more environmental distractors in 
teaching (Koegel et al., 1999; Leaf et al., 2016a; 
Princiotta & Goldstein, 2013; Rogers, 2016).
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Similarly, Leaf et al. (2016a) advocated for a 
progressive approach to ABA. They posited that 
conventional approaches to ABA are often more 
static and characteristically rule-governed, lack-
ing the flexibility needed in an intervention 
claiming to focus on social contingencies. A pro-
gressive approach, on the other hand, encourages 
the use of clinical judgment rather than stand- 
alone protocols to more successful target socially 
relevant conditions. Even though documented 
outcomes have confirmed the effectiveness of a 
progressive approach to ABA (e.g., Leaf et  al., 
2016a, b, 2018), there remains an unmet need to 
operationally define and individualize our out-
come criteria as technologically as we do our 
interventions.

 Changes to Outcome Criteria 
in Adults with ASD

One way we have sought to improve the outcome 
evaluation process has been by broadening the 
inclusion criteria to allow for more individualiza-
tion while also being more standardized with our 
methods of measurement. Preliminary adult out-
come data was often criticized for its lack of 
specificity and validity (Bishop-Fitzpatrick et al., 
2016). As a result, many researchers have worked 
to formulate outcome measures in a more clear 
and personalized manner (Farley et  al., 2018). 
Outcome criteria for adults with ASD have his-
torically been based on developmental milestones 
characteristic of neurotypical adults (i.e., living 
alone, having a career, marriage, home owner-
ship). These long-standing societal expectations 
for emerging adulthood have started changing, 
leading to similar changes in how we measure 
outcomes for adults with ASD (Henninger & 
Taylor, 2013). In addition to this sociocultural 
shift in adult expectations, a focus on more spe-
cific refinement of outcome criteria is happening 
within behavior-analytic research. Definitions of 
success are now incorporating more subjective 
goals, personal preferences and characteristics, 
and an evaluation of outcomes based on person- 
environment fit (Henninger & Taylor, 2013; 
Ruble & Dalrymple, 1996; Slocum et al., 2014). 
For instance, an individual living in a residential 

home with a part-time job may evaluate their cur-
rent circumstances positively based on their own 
perception of independence. As illustrated, sub-
jective definitions for independence, self-reported 
quality of life, and personal circumstances are 
becoming more common outcome indicators.

 The Importance of Validity on Social 
Impact

The individual and their personal contextual fac-
tors should determine what is and is not of 
socially significance (Ruble & Dalrymple, 1996). 
While Slocum et  al. (2014) acknowledge our 
ability as behavior analysts to create and imple-
ment effective programs at the individual level, 
they retort that a broad social impact cannot be 
achieved until we are making changes at scales of 
social importance and across broader socially 
significant settings. This requires expansion of 
utility research, normalizing the evaluation of 
social validity, and emphasizing compassionate 
care as a standard practice (Slocum et al., 2014; 
Taylor et al., 2019; Wolf, 1978).

It goes without saying that it is important to 
demonstrate experimental control in research. A 
critique presented by Slocum et al. (2014), how-
ever, stated that an overly strict adherence to 
functional control can jeopardize the external 
validity of our findings if taken too far. Slocum’s 
response to this criticism was to expand research, 
demonstrating treatment utility and generaliza-
tion outcomes. A growing body of qualitative 
research evaluating autism in adolescence and 
adulthood is on the rise outside the field of behav-
ior analysis (Anderson et al., 2018). With studies 
examining the views of adolescents with ASD on 
their education (Fayette & Bond, 2018), adults 
with autism on their involvement with music 
(Allen et  al., 2009), and lived experiences of 
those with autism from youth to adulthood 
(DePape & Lindsay, 2016), there are emerging 
and existing models for evaluating interventions, 
developing treatment, and respecting personal 
experience to improve outcomes for those with 
ASD (e.g., Landon et al., 2016). Further, the need 
for more standardized social validity measures is 
long overdue (Ferguson et al., 2019) and essen-
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tial for collaboration between parties, and evalu-
ation of treatment outcomes should be utilized to 
improve the quality of life and the measurement 
of outcomes, for adults.

 Compassionate Care as a Clinical 
Standard

Research has demonstrated that interpersonal 
collaboration between clients and providers leads 
to more positive treatment outcomes. 
Consequently, effective collaboration means that 
clinicians must demonstrate compassionate care 
as a clinical standard. Compassionate care, 
defined here as the integration of perspective tak-
ing, active listening, and empathic responding, is 
an important part of the therapeutic alliance. It 
facilitates an environment that encourages ongo-
ing collaboration and interpersonal learning. To 
behave compassionately means clinicians must 
engage with their clients, responding with inter-
ventions and strategies that both respect the cli-
ent’s personal preferences and fall in suit with 
clinical and ethical training (Slocum et al., 2014; 
Taylor et al., 2019). Clinical methods may only 
be as successful as far as they are deemed mean-
ingful and socially appropriate by our clients and 
compatible with other aspects of the individuals’ 
environment (Baer et al., 1968).

With all forms of science, evolution is inevi-
table. As the landscape of autism-related treat-
ment continues to grow throughout the years, so 
do our confidence in the advancement in the field 
of behavior analysis. While we reflect on the his-
torical triumphs of past ABA researchers, we 
hold in parallel the urgent, communal call to 
action to carry the scientific torch forward in both 
research and practice  – this is where our opti-
mism for the future lies.
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What does the future hold for autistic adults 
across the age and ability spectrum? Absent the 
sudden development of an ability to see into the 
future or one of us stumbling upon the secret of 
time travel, the only way to even attempt to 
answer that question is to offer up our vision for 
what we hope will be the future for adults with 
autism, and the role the science of applied behav-
ior analysis (ABA) will play in that future. Even 
then, given the diversity that defines the autism 
spectrum, and the myriad applications and, at 
times, misapplications, of ABA-based interven-
tions, we may, at best, only be able to speculate 
about what the future holds for a relatively nar-
row cohort of autistic adults at a defined time in 
their lives. Does not seem all that promising, 
does it?

Maybe not, but there is still a good reason to 
try. Lewis Carroll (1865) in Alice’s Adventures in 
Wonderland has the following exchange take 
place between Alice and the Cheshire Cat:

“Would you tell me, please, which way I ought to 
go from here?”

“That depends a good deal on where you want to 
get to,” said the Cat.

“I don’t much care where—” said Alice.
“Then it doesn’t matter which way you go,” said 

the Cat.
“—so long as I get SOMEWHERE,” Alice added 

as an explanation.
“Oh, you’re sure to do that,” said the Cat, “if you 

only walk long enough.” (p. 76–77).

This exchange has since been paraphrased 
(and repeatedly “memed”) to “If you don’t know 
where you’re going, any road will get you there.” 
In other words, having an idea as to what a field’s 
future should look like is necessary to make even 
incremental progress toward that future. With 
that in mind, we have identified what we consider 
to be a short set of highly desirable and reason-
ably attainable recommendations for shaping the 
future of the field of ABA to best support adults 
on the autism spectrum. These recommendations 
include (a) the application of increasingly pro-
gressive ABA-based interventions and supports 
that are person-focused, comprehensive, and tied 
to improved quality of life in both current and 
future environments; (b) the development of 
strategies for inclusion that go beyond physical 
inclusion and are implemented across the lifes-
pan; (c) the continuing professionalization of the 
field of adult services to increase staff retention/
motivate long-lasting career paths and justify 
funding sources; and (d) further research to sup-
port the use of ABA-based interventions for ado-
lescents and adults with ASD to inform 
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programming and support the use of ABA-based 
interventions in older learners.

 Person-Focused, Progressive ABA- 
Based Interventions for Improved 
Quality of Life

In order for ABA-based interventions to improve 
the quality of life for autistic adults, the field 
needs to apply increasingly progressive ABA- 
based processes (Leaf et al., 2016) and interven-
tions that are person-focused and comprehensive. 
Let us take a minute and break this down a bit. 
Person-focused refers to the idea that the entire 
program of behavioral intervention needs to be 
designed around a single person and target the 
strengths and interests of that person while cre-
atively addressing the impact of skill deficits. Not 
easy to do, and certainly not contained anywhere 
in the Behavior Analytic Certification Board 
(BACB) Task List (BACB, 2017), but critical, 
nonetheless. Person-focused interventions are 
critical because quality of life (QoL) is highly 
idiosyncratic and changes across the lifespan of 
each individual. In general, QoL has been 
reported as lower for individuals on the spectrum 
than it is for their typical peers (Ayres et  al., 
2018). The use of QoL as an outcome measure 
requires a recognition that the interactions 
between the different parts of our lives equate to 
the totality of our lives and define the features of 
a whole, fully realized life (Roux et  al., 2015). 
Isolated skills acquired out of the natural context 
and displayed only when directed (e.g., “John, 
time to do your laundry”) probably contribute 
little to the whole of one’s life. While the mix of 
these parts may be different for each person, the 
interactions between preferred social relation-
ships, desirable living environment, preferred 
employment, financial security, level of educa-
tion, ability to make choices, and exercise control 
over these choices, and our physical and mental 
health come together to define, at least in part, 
one’s QoL (see Dell’Armo & Tassé, 2019; Kirby 
et al., 2016; Moss et al., 2017; Roux et al., 2015).

To effectively individualize treatment to pro-
mote unique improvements in QoL, intervention 

must be comprehensive and include targets that 
are related to often neglected aspects of adult life 
(Gerhardt & Lainer, 2011). Full participation in 
some of these areas (e.g., independence, self- 
management, sexuality, personal safety, time 
management, self-advocacy) may require the 
acquisition of complex discrimination and 
decision- making skills requiring these aspects to 
be targeted early and often to ensure acquisition 
to whatever level possible (e.g., Gerhardt et al., 
2013). While it is true across all skill domains, 
for these neglected aspects of transition, mea-
sures of social validity are of particular impor-
tance to ensure significant and valued behavior 
change (Schwartz & Baer, 1991; Wolf, 1978).

To that end, when working with adults on the 
spectrum, competent behavior analysts will need 
to ask:

• What does this person want to do?
• What life experiences, positive and negative, 

may impact how interventions are to be devel-
oped and implemented?

• What makes this person happy? Sad? Angry?
• What behavioral idiosyncrasies are highly val-

ued by this person?
• How does this person most effectively 

communicate?
• What are this person’s preferred environmen-

tal conditions?
• And so on….

As stated earlier, there is a significant need for 
a greater emphasis on the use of progressive 
behavior analytic processes. Leaf et  al. (2016) 
defined progressive behavior analysis as an 
approach to intervention that is structured, yet 
flexible, and contingent upon, and responsive to, 
socially valid [adult] progress. The need to pro-
duce analysts who are not just tool users is 
emphasized in the progressive approach (Leaf 
et  al., 2016). So, instead of rigid adherence to 
skills assessments and published curricula to 
drive programming, the progressive behavior 
analyst endeavors to have the person on spec-
trum, independent of where they are on the spec-
trum, tell them what they need or want. This is 
not to say that the use of assessments and 
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 established curricula is inherently bad. 
Assessments and established curricula can be 
quite helpful but should never be the only source 
of information to guide intervention. Truly per-
son-focused programming aimed at improving 
quality of life will be highly individualized and 
should not be constrained to the skills contained 
within any one tool.

In order to teach the extensive and complex 
skills that are necessary to live as independent an 
adult life as possible, there may need to be some 
sacrifice of treatment integrity which would be 
made up for by the gain in social validity. 
Behavior analysts will need to be comfortable 
with utilizing teaching procedures that go beyond 
simple discrete trial teaching while sitting at desk 
to teaching in far less controlled environments 
(see Gerhardt & Lainer, 2011; Gerhardt et  al., 
2013; Leaf et  al., 2016) across the community, 
using interventions such as chaining (e.g., 
Lambert et al., 2016), modeling (e.g., Allen et al., 
2010), shaping (e.g., Shabani & Fisher, 2006), 
differential reinforcement (e.g., Sigafoos et  al., 
2009), and readily accessible and practical 
technology- based resources such as smartphones 
(e.g., Walsh et al., 2017). Many of these proce-
dures may be more age-appropriate for older 
individuals as well (e.g., physical prompting may 
be widely accepted for a 3-year-old, but not a 
13-year-old).

Progressive behavior analysts, as Leaf et  al. 
(2016) noted, analyze behavior and environment 
interactions on a moment-by-moment basis. In 
teaching complex skills needed in adulthood, this 
may mean the use of more context-driven rein-
forcement (e.g., adding a preferred item to the 
shopping cart when wrapping up grocery shop-
ping) and adapting to the readily changing, 
unpredictable nature of community-based 
instruction. Progressive behavior analysts are, 
“shaped by clear goal specification, knowledge 
of principles, scientific method, and current envi-
ronmental contingencies, instead of rigid adher-
ence to unresponsive protocols” (Leaf et  al., 
2016, p. 721). With respect to approaching adult-
hood, this necessitates practitioners being open to 
changing procedures and skills targets when suf-
ficient progress is not being made in order to 

maximize skill acquisition and promote the best 
outcomes.

Only by adopting a more progressive behavior 
analytic perspective when working with individ-
uals with autism will long-term outcomes for 
adults improve. But why would the field move in 
that direction in the first place? The answer is 
simple. Quality ABA-based intervention is char-
acterized by the resulting outcomes. As increas-
ing numbers of behavior analysts adopt a 
progressive behavior analytic orientation and 
practice, the potential for more positive outcomes 
increases. Contingent on progressive, evidence- 
based behavior analytic practice, positive out-
comes will become more common, and the 
positive reinforcement (including economic rein-
forcement) will increase. The strength of our out-
comes mirrors the strengths of our science which 
will, moving forward, drive broader adoption.

 Strategies for Inclusion Across 
the Lifespan

Like many features in our lives, terminology is 
important and is influenced by our past learning 
history, current reinforcement, and complex 
interactions of verbal behavior. The terms inte-
gration and inclusion are often found in discus-
sions of a path forward for individuals with 
autism. When we search for a formal definition as 
our guide, the Oxford Dictionary online defines 
inclusion as “the fact or policy of providing equal 
opportunities and resources for people who might 
otherwise not get them, for example people who 
are disabled or belong to minority groups” 
(Oxford Learner’s Dictionary, n.d.). The 
Merriam-Webster Dictionary online adds: “the 
act or practice of including and accommodating 
people who have historically been excluded (as 
because of their race, gender, sexuality, or abil-
ity)” (Merriam-Webster, n.d.)

However, the current interpretation of the term 
inclusion and the practices involved currently fall 
far short of the true vision of equal opportunity 
and understanding for those living with autism 
(Schall et  al., 2015). Inclusion has often been 
interpreted as a physical act and has included 
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having those with a disability seated in the same 
space or joining into the same activities as typical 
peers. This interpretation places the responsibil-
ity upon the individual to demonstrate enough of 
the required skills to, in effect, earn social inclu-
sion. It remains vital that our practices move 
away from a narrow interpretation of what it 
means to be integrated into society. Integration 
may be legislated and operationalized, but true 
inclusion requires a shift in responsibility away 
from the individual to make this happen. This 
means new ways of teaching, systematic removal 
of barriers, creatively developing work opportu-
nities, and rightfully giving a voice and decision- 
making opportunities to those with ASD.  With 
these goals, the responsibility of inclusion is 
upon the community to learn the skills, adopt 
practices, and provide supports for individuals on 
the autism spectrum.

Jung et al. (2019) emphasized that any move-
ment to inclusion starts with a vision. Having a 
vision of inclusive communities, workplaces, and 
educational systems allows the programmatic 
focus to remain on the goal of living, learning, 
and working together. Absent such a vision, the 
process is at risk of a series of never-ending pol-
icy revisions or partial measures (Jung et  al., 
2019). Within any workplace, organization, or 
educational system, processes will change, staff 
turnover will occur, and new priorities will 
emerge that may interfere with existing inclusion 
procedures, but the accepted vision will remain. 
Kotter (2012) noted that vision is essential to 
motivating people to take action in a coordinated 
manner all headed in the right direction indepen-
dent of the environmental context. This vision 
requires inclusion efforts in the classroom, work-
place, and community.

 Inclusion Efforts in the Classroom

Discussion about the need and benefits of inclu-
sion for adolescents and adults with ASD and 
other disabilities has been going on for many 
decades (Mesibov & Shea, 1996; Schopler & 
Bristol, 1980; Stainback & Stainback 1984; 
Strain, 1983). In the early 1990s, researchers 

(e.g., Jordan & Powell, 1994; McGee et al., 1993; 
Myles et  al., 1993) were investigating ways by 
which the field of education could move toward 
inclusion by “mainstreaming” students 
(McGregor, 1997). At the same time, there was 
an emergent literature calling for a move-away 
from the “expert model” where there is a single 
point of authority/information and an inflexible 
hierarchy below that to a more collaborative 
approach (McGregor, 1997). However, advo-
cates, families, and clinicians have been arguing 
just as long for opportunities for meaningful 
inclusion (i.e., inclusion across multiple aspects 
of education and that does not focus on changing 
the individual with a disability). Much of this 
advocacy has largely been in isolated pockets 
(Lima et al., 2018; Ward & Meyer, 1999). While 
these efforts are to be applauded, society contin-
ues to come up short in meeting the goal of inclu-
sion. For example, the Individuals with 
Disabilities Education Improvement Act of 2004 
(IDEA, 2004) requires that students are given 
access to the general education curriculum, to the 
extent possible, in order to promote inclusion and 
equal opportunity. While some advocate that it is 
the right of individuals with disabilities to have 
this access (see Courtade et al., 2012), targeting 
general education curriculum should not be done 
at the expense of targeting skills that will improve 
independent functioning in adulthood and 
increase quality of life (Ayres et al., 2011; Ayres 
et al., 2012).

Central to this recommendation is that 
well- intended efforts to promote the inclusion of 
persons with autism do not, unintentionally, 
cause distress. Comprehensive school/educa-
tional inclusion is a complex process requiring 
more than just the provision of a “Velcro-aide”1 
in the classroom. Previous research (e.g., Able 
et al., 2014; Corkum et al., 2014; LeBlanc et al., 
2009) has found that school staff often lack 
knowledge about the specific characteristics and 
needs of students with autism and the practices 
that effectively support these students in inclu-

1 “Velcro-aide” is an unofficial special education term 
referring to an in-school 1:1 aide who never leaves the 
side of their assigned student.
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sive  education settings and so many may be 
reluctant to even make the attempt. Recent reports 
(e.g., Rowley et al., 2012) indicate an unaccept-
ably high prevalence of bullying and social isola-
tion in some inclusive environments. 
Comprehensive, socially valid, school-based 
inclusion is a complex process requiring the pro-
fessionals involved to monitor myriad variables 
and conditions. The long-term benefits, however, 
would seem to make this a worthwhile effort.

 Workplace Inclusion and Adults 
with ASD

Workplaces have been slow to adopt inclusive 
practices that support adults with autism and 
other neurodivergent individuals to meaningfully 
contribute to a workplace (Hendricks, 2010). 
While many employers may be knowledgeable 
about the parameters and benefits of providing 
reasonable accommodations to new hires with 
physical challenges, they are far less knowledge-
able about what constitutes a reasonable accom-
modation for a potential neurodivergent hire. 
While adults on the spectrum are far less likely to 
be employed than neurotypicals, for those who 
have found employment, there is a tendency for 
them to be paid less than even other employees 
with disabilities, work less hours, have inconsis-
tent benefits, and work in positions that are often 
below their actual ability and carry little in the 
way of status (e.g., an adult with a bachelor’s 
degree stocking and collecting carts in the super-
market parking lot; Alverson & Yamamoto, 2017; 
Burgess & Cimera, 2014; Lee et al., 2018; Roux 
et al., 2015).

A recent review of workplace inclusion prac-
tice by Santuzzi et  al. (2021) brings to light an 
important consideration with respect to the act of 
disclosure in our understanding of workforce 
participation. Although new hires may be encour-
aged by their family, support staff, or advocates 
to complete self-disclosure forms, new employ-
ees may be reluctant to disclose their disability 
label or diagnosis. Working with employers to 
reduce the stigma that may be associated with 
disclosure and provide a richer understanding of 

inclusion among its employees will ideally 
improve the comfort of those making the self- 
disclosure (Santuzzi et al., 2021). This is just one 
of a number of potential barriers to workplace 
inclusion that will require sensitivity and fore-
sight to address.

How well workplace leaders understand ASD 
in general is a predictor of successful employ-
ment for autistic adults (Bowman, 2020). 
Increased knowledge of, and familiarity with, 
autism by co-workers has been shown to improve 
communication, facilitate positive relationships, 
and minimize conflict (e.g., Nicholas et  al., 
2018). This should not be surprising, as the same 
positive impact can be seen in schools when 
teachers understand the diverse needs for their 
students with autism (Hayes et al., 2013; Webster 
& De Boer, 2019). In the workplace, studies 
(Harmuth et  al., 2018); Nicholas et  al., 2018; 
Wehman et  al., 2016) have shown that job 
coaches and mentoring systems are both effective 
forms of on-the-job training and improve social-
ization between all employees. For example, 
Nicholas et al. (2018) studied a unique approach 
of building an ecosystem to support an individual 
in competitive employment. A core component 
of the ecosystem includes employer engagement 
in understanding ASD, using accommodations 
appropriately, and leading all employees to sup-
port the work. The ecosystem model also priori-
tized employment readiness skills and prior 
exposure to work, two important indicators of 
successful employment.

 Community Inclusion

In the community at large, there is a need to 
expand beyond compliance with legislation (e.g., 
Americans with Disabilities Act; ADA, 1990) 
and instead be exposed to potentially reinforcing 
contingencies and environmental cues that may 
evoke behavior that promotes inclusionary prac-
tice. If we combine a guiding vision with 
evidence- based practices, movement toward the 
goal for inclusion should become increasingly 
likely. Although significantly more complex than 
school or employment inclusion, much of the 
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structure used to establish inclusive practices in 
those environments can, ideally, be applied to the 
greater community. One challenge, however, is 
what may be accommodating for one adult on the 
spectrum may be distracting or disorienting for 
another. For example, inclusionary practices for 
adults with autism in public spaces might begin 
with the provision of designated “quiet spaces,” 
rocking chairs, and single-stall bathrooms and 
the absence of fluorescent lighting or chemical 
smells. However, what is aversive to one individ-
ual may be unnoticed or even pleasant by another. 
This means that attempts to simply add universal 
accommodations into any number of aspects of 
community living will likely fail. True commu-
nity inclusion will likely be a more gradual pro-
cess that looks a little bit different for each adult.

 Continuing Professionalization 
of the Field of Adult Services

When graduating from school and beginning 
adulthood, a neurotypical individual expects this 
to be the most interesting, challenging, invigo-
rating, infuriating, emotional, risky, and passion-
ate time of their lives. However, an adult on the 
spectrum transitions into a adult system that is 
generally not set up to adequately support them 
across a multi-faceted adulthood. When they do 
receive support, their direct support professional 
likely only had to provide a valid driver’s license, 
pass a criminal background check, and sit 
through 2–4 weeks of state-mandated training to 
be hired. Nobody, it seems, goes to college to 
work with adults on the spectrum. Nobody. 
However, if you want to work with children with 
autism in any decision-making capacity, it will 
require an earned master’s degree in either spe-
cial education, speech and language pathology, 
occupational therapy, applied behavior analysis, 
or some related field (e.g., Best Accredited 
Colleges, 2021). To be sure, there are pockets of 
excellence in adult services in, most likely, all 50 
states. But they tend to be small and somewhat 
quiet and tend not to conduct or publish research, 
leaving them to continue with the work they do 
without a lot of fanfare. Again, nobody goes to 

college to work with adults with autism. The 
field is simply not seen as a career path to, well, 
anywhere.

Generally speaking, the field of adult services 
is at a considerable disadvantage when it comes 
to supporting individuals on the spectrum. Adult 
services are generally funded at the level far less 
than are educational services (e.g., Autism 
Speaks, n.d.-a, b; IDEA, 2004), creating a wide 
disparity in resources and staffing, leaving count-
less individuals either unsupported or under- 
supported (Gerhardt & Lainer, 2011; Roux et al., 
2015). In 2017, the President’s Committee for 
People with Intellectual Disabilities (PCPID) 
identified the adult services direct support work-
force crisis and its collateral effects on people 
with intellectual disabilities, families, communi-
ties, and the economy, as the most pressing issue 
facing this group in the United States. In this 
report, the PCPID (2017) stated, “The direct sup-
port workforce and the service system that sup-
ports it are in a crisis that will result in catastrophic 
outcomes for people with ID and their families 
unless significant and immediate responses are 
implemented” (p. 8). Allocation of funding and 
resources to increase the workforce that supports 
the ASD population into adulthood is a critical 
concern for the future of the field of ABA in its 
efforts to support individuals on the spectrum.

Among the issues related to supporting the 
workforce cited by the PCPID (2017) were (a) 
low wages; (b) growing demand for services due 
to the growth and aging of the US population; (c) 
demographics shifts resulting in fewer people 
moving into the direct support personnel (DSP) 
workforce; (d) low wages, poor access to health 
insurance, and lack of paid time off or other ben-
efits; (e) high stress; (e) insufficient training and 
preparation for DSP roles; and (f) lack of profes-
sional recognition and status for skilled DSPs. 
These issues are critical to the successful future 
of adults on the autism spectrum and can be 
thought of as a roadmap to fixing the system that 
supports them.

The Behavior Health Center of Excellence 
(BHCOE®) recently released its ABA 
Compensation and Turnover Report (BHCOE, 
2021), which reported that between the years 
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2018 and 2020, turnover steadily increased 
(increases of 8.5% for direct care staff, 2.5% for 
supervisor staff, and 13% for clinical directors). 
The primary reason cited for turnover for direct 
care and supervisory ABA staff was voluntary 
departure (BHCOE, 2021). For DSPs working 
with adults with intellectual and developmental 
disabilities (IDD), the numbers are even worse 
(Friedman, 2021). The turnover rate for DSPs is 
considerably higher, with estimates ranging from 
30% to 70% turnover a year. For DSPs who left 
their positions after only 6  months, factors 
included wages, no paid time off or health insur-
ance, high staff vacancy rates, and low staff sizes, 
leaving the cycle of turnover to perpetuate 
(Friedman, 2021).

Staffing issues are exacerbated by the fact that 
many human service professions employ essential 
workers who do not get reprieve even during 
extreme situations such as a global pandemic. 
Although data for 2021 are not yet available as of 
this writing, it would not be surprising to see the 
extent to which COVID-19 pandemic and subse-
quent national labor shortage has exacerbated the 
staffing crisis in the field. Jimenez-Gomez et  al. 
(2021) reported a snapshot of the impact of COVID-
19 on the ABA workforce and noted that job insecu-
rity, decreased productivity, and increased burnout 
compromised the ability of behavior analysts to 
provide effective services for clients.

Recruiting and retaining excellent support 
personnel will help ensure excellent adult ser-
vices. In the United States, occupational prestige 
(e.g., Treiman, 1977) represents an arbitrary 
ranking of a job based on that job’s perceived 
worthiness by others. In US News and World 
Report’s 2021 List of 100 Best Jobs (US News, 
2021), neither adult service provider nor DSP 
made the list, but speech therapist (i.e., #7) and 
occupational therapist (i.e., #19) did, as well as 
massage therapist (i.e., #58) and nail technician 
(i.e., #68). This is something that can be changed. 
ABA is a science that is highly effective at chang-
ing human behavior and even contains a subspe-
cialty that focuses on the behavior of people in 
the workplace based on modification of environ-
mental variables (Bucklin et  al., 2000; OBM 
Network, 2021). Friedman (2021) noted that 

adult services agencies can improve DSP reten-
tion (and the subsequent health, safety, and secu-
rity of adults with IDD) by providing ongoing, 
relevant staff development opportunities to DSPs. 
Establishing a field of intervention, support, and 
services that is equitably paid and professionally 
respected and can attract some of the most tal-
ented, energetic, and forward-thinking candi-
dates that might otherwise go elsewhere should 
be a central tenant of any vision for the future.

Ultimately, society needs to show that they 
care about adults on the spectrum by adequately 
and equitably funding the necessary services and 
supports. This might require us to shed more light 
on the current reality of adult services (in other 
words, the ghost of Christmas yet to be). 
Otherwise, even those who work to educate chil-
dren with autism will remain blissfully unaware 
of the unfortunate state of adult services and sup-
ports once people age out of school. It is impera-
tive that autistic adults are not allowed to slip 
through the cracks of the system and be even less 
visible to society than they might otherwise be. If 
the governmental and societal will is there, 
resources can be allocated to better support adult 
services, starting with supporting these individu-
als with adequately trained professionals on a 
career path with long-term dedication to the field. 
There may be many ways to secure adequate 
funding to support this endeavor. For example, 
state Medicaid reimbursement rates can be 
increased, allowing for an increase in wages, and 
ideally health insurance coverage might also be 
made more widely available to support behavior 
analytic services across the lifespan, without lim-
itations based on age (see Autism Speaks, n.d.-a, 
b). With further professionalization of the field, 
the crisis facing services for adults on the spec-
trum should ideally be resolvable.

 Further Research to Support 
the Use of ABA in Adolescents 
and Adults with ASD

Finally, additional research is needed to support 
the use of ABA-based interventions with adoles-
cents and adults with ASD to inform evidence- 
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based programming and practice. A prevailing 
myth in autism intervention is the existence of an 
“expiration date” on the utility and effectiveness 
of intervention based on the principles of 
ABA. The persistence of this myth can potentially 
be understood as an unexpected consequence of 
Lovaas (1987) where 47% of the autistic children 
in the study achieved “normal intelligence and 
educational funding” (p. 1) as the result of inten-
sive behavior analytic intervention. The media 
and the field of behavior analysis itself have 
broadly promoted this study (e.g., according to 
Google Scholar, it has been cited over 4900 times 
since its publication), leaving many outside of 
behavior analysis (e.g., teachers, funding sources, 
families, general public) to believe that ABA-
based intervention is primarily useful with young 
children on the spectrum. Because there is not 
similar large-scale, randomized control trial 
research showing that autistic teens and/or adults 
can achieve similar outcomes from their peers 
when provided with intensive behavior analytic 
intervention, the value of ABA- based intervention 
for them is viewed as limited by those outside of 
the field. The problem is, this perspective is 
flawed. The goal of evidenced- based, behavior 
analytic intervention with older individuals is not 
now, nor has it ever been, to “fix” the person with 
ASD and/or to make them indistinguishable from 
their peers. The goal of person-focused, progres-
sive behavior analytic intervention is, or should 
be, to change behavior in a way that results in 
greater opportunities for the individual in ques-
tion to have an increasingly positive, individually 
determined, QoL (Schwartz & Baer, 1991; 
Schwarz & Kelly, 2021; Wolf, 1978). This goal 
does not expire at an arbitrary age.

While the body of behavior analytic research 
addressing the needs of children with ASD is, 
admittedly, larger and more sophisticated 
(Howlin, 2021; Leaf et al., 2021), there is a grow-
ing interest and subsequent body of research tar-
geting community, social, and adaptive behavior 
competencies with adults on the spectrum (e.g., 
Anderson & Carr, 2021; Gerhardt et  al., 2014; 
LaRue et al., 2020; Tincani & Bondy, 2014). This 
is, unfortunately, a somewhat recent phenome-
non. Additionally, current research on older 

learners on the spectrum may suffer from design 
flaws that require additional research to mediate 
in order to develop a comprehensive and useful 
research base (Shattuck et al., 2020). These meth-
odological issues should be taken into consider-
ation in future research. Research funding also 
needs to be appropriately allocated to areas 
across the lifespan. Of note, in their examination 
of funded ASD research, the Interagency Autism 
Coordinating Committee noted that as of 2016, 
only 2% of research was dedicated to examining 
how to best meet the needs of people with ASD 
as they progress into and through adulthood 
(IACC, 2019). This disparity clearly needs to be 
remediated.

With regard to services for adults with ASD, 
there is a significant need to research the effec-
tiveness of ABA-based intervention that is more 
progressive, person-focused, context relevant, 
and collaborative, and that results in truly socially 
significant outcomes. Additionally, future 
research should further identify what specific 
skills or abilities are critical to promoting 
improved outcomes and what behavioral excesses 
may limit community participation. Input from 
autistic adults, caregivers, other professionals, 
and community members should be collected to 
help inform what skills are truly necessary and 
should be prioritized. Finally, in order to make a 
large impact on the vast world of adulthood and 
promote expansion and dissemination across dis-
ciplines, large-scale, longitudinal studies (e.g., 
the NLT-2, see Roux et al., 2015) and randomized 
control trials are likely necessary (Smith, 2013). 
Such research will be highly beneficial in advo-
cating for more substantial funding and resources 
to support older individuals on the autism spec-
trum. These findings, most importantly, then 
need to be translated into common practice.

 Conclusion

The future we envision for adults with autism 
will not happen on its own. Collectively, autistic 
adolescents and adults, their family members, 
educators, behavior analysts, other profession-
als, funders, employers, and the community at 
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large will need to identify the goals, develop the 
policies, and implement the processes that will, 
eventually, form the basis for that future. This 
will not be an easy process, but it is a worth-
while and necessary one. At the heart of all of 
this, in our opinion, is the application of increas-
ingly progressive ABA-based interventions and 
support that are person-focused, comprehen-
sive, and committed to improving quality of life 
in the supported individual’s present and future. 
Along with this, we believe strategies need to be 
developed to support inclusion across class-
rooms, workplaces, and community settings that 
are implemented across an individual’s lifespan. 
Third, and arguably most importantly, we argue 
for the continued professionalization of the field 
of adult services. The failure to professionalize 
the field of adult services will, unfortunately, 
make advancements in other areas, somewhat 
moot. The current state of DSP retention in 
adult services is, sadly, a reflection of how soci-
ety at large values adults with ASD and/or IDD, 
and that must change. Finally, we suggest that 
further research supporting the use of ABA-
based interventions for older learners will 
inform programming and help in advocating for 
additional research to help support this under-
served population. We maintain that these rec-
ommendations are needed to ensure progress 
and maintain integrity in the overall vision of 
the future.

Despite the need for improvement in the 
aforementioned areas, we remain optimistic 
about the future of programs and services for 
autistic adults across the ability spectrum. This 
book itself is a good example of why. The focus 
on QoL, the diversity of topics, and the experi-
ence and expertise of the authors are good indi-
cators of the growing interest in how best to 
meet the needs of autistic adults. In addition, 
there is a growing recognition, on the part of the 
professional community, of the need to improve 
our ability to partner with our students, adult 
clients, and their families to develop meaningful 
goals with the potential to contribute to an over-
all positive QoL.  The final reason? In many 
ways, positive outcomes for autistic adults are 
limited more by our lack of vision as to what is 

possible than almost any other obstacle. The 
only person who should be able to decide what 
they can and cannot do is the person themself. 
Far too many opportunities are left on the table 
when we say things like, “They won’t be able to 
do that.” Whether you are right or wrong is not 
the point. The point is, when you partner with 
people, it is no longer just your decision to 
make. In short, no one can predict the future for 
adults with autism; however, we can do our best 
to help by first establishing a vision for what we 
hope that future will be, including how the sci-
ence of applied behavior analysis will play a 
role in securing that future.
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and Peter F. Gerhardt

It has been reported that approximately 70,000 
autistics/individuals diagnosed with autism spec-
trum disorder (ASD) transition from school- 
based services into adulthood every year (Autism 
Speaks, n.d.). Autism Speaks further estimates 
that within the next decade up to 1,116,000 teens 
with an autism diagnosis will become adults 
(Autism Speaks, n.d.). Taken together, the num-
ber of autistics/individuals diagnosed with ASD 
transitioning into adulthood within our society is 
ever increasing. This increase is but one reason 
why it is essential for members of society and the 
helping professions to understand various topics 
(e.g., post-secondary education, dating sexuality, 
living in the community) that directly affect 
autistic adults. It is one of the reasons we concep-
tualized this handbook in the first place.

As we read each chapter from our esteemed 
colleagues, we were struck in amazement of the 
work that has already been in efforts to support 
autistic adults. Reading about the work on teach-
ing leisure and adaptive behavior (Manente et al., 
2022), improving social behaviors (Moody & 

Laugeson, 2022), creating employment opportu-
nities and maintaining employment (LaRue et al., 
2022), and decreasing maladaptive behavior 
(Dracobly & Smith, 2022) provides behavior 
analysts and other members of the helping pro-
fessions with excellent resources to teach and 
maintain valuable skills. Chapters discussing 
healthcare transitions (Pickler & Dressler, 2022), 
post-secondary education (Volpe et al., 2022), the 
court systems (Kelley, 2022), and family rela-
tionships (Fiske & Austin, 2022) provide behav-
ior analysts and other members of the helping 
professions with valuable information to help 
support autistics/individuals diagnosed with ASD 
across a wide variety of contexts and transitions 
through adolescence and adulthood. These chap-
ters have inspired the us and we hope they inspire 
the readers of this handbook as well.

Although we are inspired by the impressive 
work highlighted in this handbook, it also high-
lights that the research and clinical practice 
related to supporting autistic adults is lacking 
when compared to what exists for younger autis-
tics/individuals diagnosed with 
ASD. Unfortunately, this is also consistent with 
previous analyses (e.g., Farley et  al., 2018; 
Howlin & Iliana, 2017; King et al., 2020; Lord 
et al., 2020). Fortunately, Gerhardt et al. (2022) 
provided a wonderful resource providing clinical 
recommendations related to supporting adult 
autistics/individuals diagnosed with ASD. When 
positing areas of future research related to sup-
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porting autistic adults, however, one word comes 
to mind: more. We need more research that 
includes autistic adults, we need more individuals 
involved in conducting this research, and we 
need more funding dedicated to autistic adults. 
Fruitful areas for future research in supporting 
adult autistics/individuals diagnosed with ASD 
seem limitless. Nevertheless, the purpose of this 
chapter is to provide some suggestions for areas 
of research related to supporting autistic adults 
that we, the editors of the handbook, feel are 
imperative.

 Happiness and Quality of Life

If asked what they want for their children when 
they grow up, most parents would likely include 
happiness somewhere in their response. We hope 
that all practicing behavior analysts and those in 
the helping professions share this vision  – we 
want our clients to be happy and have a high 
quality of life (QoL). Happy with the friendships 
that they develop, happy with the job(s) they 
choose, happy with their living arrangements, 
and happy with their hobbies. Although this is a 
desire of many parents, practicing behavior ana-
lysts, and those in the helping professions, the 
research on this area is lacking, and there are sev-
eral possible areas for future research that war-
rant discussion.

First, there is no generally agreed-upon defini-
tion or behavioral account (i.e., operational defi-
nition) of QoL. Ayres et al. (2018) relied on the 
World Health Organization’s definition of QoL as 
“an individual’s perception of their position in 
life in the context of the culture and value sys-
tems in which they live and in relation to their 
goals, expectations, standards and concerns...” 
(p. 1). While the World Health Organization is a 
reputable organization, and some may adopt this 
definition, its breadth and use within behavior 
analytic research are limited. It is unclear how 
things like friendships, job placement, hobbies, 
language development, adaptive behaviors, sexu-
ality, dating, relationships, and leisure skills fit 
into this definition or affect “an individual’s per-
ception of their position in life…” (Ayres et al., 

2018, p. 1). Behavior analysts are uniquely situ-
ated with our feet planted firmly in the natural 
sciences; our emphasis on the measurement of 
overt behavior and our conceptualization of ver-
bal behavior can assist in the development of a 
behavioral account of QoL. As such, we recom-
mend behavior analysts examine the conditions 
under which various autistic individuals from 
diverse backgrounds and cultures indicate a high 
QoL has been achieved. These conditions can be 
cumulated and examined for commonalities and 
important contextual variables. This will help 
lead to a behavioral, operational, and measurable 
account of QoL that can then be examined and 
tested within the empirical literature.

Following preliminary work on developing 
and examining more behavioral accounts and 
definitions of QoL, efforts can be allocated into 
the development of QoL assessments. Although 
some QoL assessments may already be estab-
lished (e.g., Quality of Life Index [Ferrans & 
Powers, 1984], Quality of Life Scales [Flannagan, 
1982]), many rely upon self-report (e.g., 
Mosteller & Falotico-Taylor, 1989) and/or are 
not autism specific. While there is value in data 
generated via self-report, there are numerous 
variables that can affect the validity and objectiv-
ity of self-reported measures (Cooper et al., 2020; 
Howard & Dailey, 1979; Kazdin, 2011). 
Observable and objective data offer several ben-
efits over data generated via self-report, and the 
development of future QoL assessments should 
strive to include observable and objective mea-
sures whenever possible. Furthermore, previ-
ously developed QoL assessments will not have 
benefited from preliminary work on developing 
and examining more behavioral accounts of 
QoL.  The development of more objective QoL 
assessments should include involvement from 
various individuals from diverse backgrounds 
and cultures. These assessments should be evalu-
ated for external and internal validity within the 
empirical literature. It is our hope that these 
efforts will lead to a stronger focus on efforts to 
improve and continually assess autistic clients’ 
QoL across contexts and ages.

Finally, and most importantly, the develop-
ment of high-quality, objective QoL assessments 
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can assist in research examining methods to 
improve the QoL for adult autistics/individuals 
diagnosed with ASD. Recent meta-analyses have 
shown that autistic adults score lower on mea-
sures of QoL than neurotypical adults (e.g., Ayres 
et al., 2018). This finding should be alarming to 
any practicing behavior analyst and those in the 
helping professions. Future research efforts must 
be allocated to addressing this disparity in QoL 
measures. These efforts can include experimental 
evaluations of teaching methods, goals, supports, 
and other contextual variables and how theses 
variables affect QoL measures and outcomes for 
autistic individuals. This research should begin 
with single-case experimental designs to exam-
ine contextual differences across individuals, 
especially while efforts in developing culturally 
responsive, individualized QoL assessment are 
occurring. It will also be important for this 
research to move, when possible, into larger- 
scale studies to help inform large-scale efforts to 
assess and improve QoL measures for autistic 
adults.

 Long-Term Outcomes

Interventions based upon the principles of applied 
behavior analysis (ABA) for autistics/individuals 
diagnosed with ASD have been demonstrated to 
be effective for over 50 years (Leaf et al., 2021a). 
This research has led to multiple organizations 
(e.g., Autism Speaks, Association for Behavior 
Analysis International, United States Surgeon 
General, National Institute of Mental Health, 
American Psychological Association) recogniz-
ing behavioral intervention as the most effective 
intervention and/or standard in treatment for 
autistics/individuals diagnosed with 
ASD.  Despite the research and organizational 
support and endorsement, some have questioned, 
or noted concern, with what they see as the long- 
term effects of ABA-based interventions for 
autistics/individuals diagnosed with ASD (e.g., 
Bascom, 2014; Devita-Raeburn, 2016; Holcomb, 
2021; Latimer, 2019; Lynch, 2019; Ram, 2020; 
Rossi, 2021; Sequenzia, 2016). While much con-
cern is presented with anecdotal reports and little 

empirically sound research (Gorycki et al., 2020; 
Leaf et  al., 2018), it cannot be discounted and 
should motivate future research efforts.1 As such, 
another recommended area of future research 
that is necessary and should be ongoing is evalu-
ating the long-term outcomes with autistics/indi-
viduals diagnosed with ASD who received early 
intensive behavioral intervention at a young age.

Future research evaluating the long-term 
effects of ABA-based intervention could include 
comparing groups of autistics/individuals diag-
nosed with ASD who have and have not received 
ABA-based intervention across a variety of mea-
sures, one of which being QoL.  While to most 
behavior analysts, ABA refers to one of the three 
branches of the science of behavior analysis 
(Baer et al., 1968, 1987), within some communi-
ties the term ABA has become synonymous with 
autism intervention, discrete trial teaching, 
Lovaas (Leaf et al., 2021b), and numerous other 
meanings. As such, it will be essential for the 
duration, intensity, and components of the ABA- 
based intervention within this research to be ade-
quately described. Failing to do so will make 
identifying any differences in long-term out-
comes with those autistics/individuals diagnosed 
with ASD who have and have not received ABA- 
based intervention difficult, if not impossible. 
This research should also include objective mea-
sures, where possible, of desirable (e.g., QoL, 
friendships, employment, education) and unde-
sirable dependent variables (e.g., trauma, anxiety, 
stress, masking). This research will be essential 
in providing empirical evidence to inform if and 
what changes are necessary within ABA-based 
intervention for autistics/individuals diagnosed 
with ASD to improve the desired long-term out-
comes and avoid undesirable outcomes.

1 As Leaf et al. (2018) noted, “Even with the tremendous 
success of ABA-based interventions for individuals diag-
nosed with ASD, it is important to frequently assess the 
acceptability of our interventions. Those within the field 
should take every accusation that ABA-based interven-
tions could be potentially traumatic for the individuals 
receiving those interventions seriously” (p. 127).
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 Evidence-Based ABA-Based 
Interventions for Autistic Adults

As previously noted, there has been over 50 years 
of research on behavioral intervention as it relates 
to supporting autistics/individuals diagnosed 
with ASD (Leaf et al., 2021a). Researchers have 
found procedures and methods such as discrete 
trial teaching (e.g., Shillingsburg et  al., 2014), 
incidental teaching (e.g., Hart & Risley, 1980), 
behavioral skills training (e.g., Miltenberger, 
2008), the teaching interaction procedure (Cihon 
et  al., 2017), video modeling (e.g., Ezzedine 
et al., 2020), script and script fading (e.g., Garcia- 
Albea et al., 2014), prompting (e.g., Cihon et al., 
2020), and social skills groups (e.g., Leaf et al., 
2017) to be highly effective for developing 
important skills with autistics/individuals diag-
nosed with ASD. However, the preponderance of 
these studies has been conducted with the partici-
pation of younger autistics/individuals diagnosed 
with ASD with autistic adolescents and adults 
being vastly underrepresented (Gerhardt & 
Lainer, 2011). While the behavioral principles 
responsible for the effectiveness of the aforemen-
tioned procedures and methods (e.g., reinforce-
ment, punishment, stimulus control) are 
generalizable across and within populations, 
future research should strive to include autistic 
adolescents and adults as participants.

We also recommend that future behavioral 
research with autistic adolescents and adults 
strives to have members of the participants’ com-
munity implementing the methods of the 
research, as opposed to the researchers them-
selves. This more closely aligns to early behavior 
analytic research (e.g., Ayllon & Michael, 1959) 
and will help increase the likelihood of the gener-
alization and maintenance of the observed effects 
of the research (Stokes & Baer, 1977). This 
research should also include the assessment of 
social validity (Wolf, 1978) at all stages. When 
possible,  researchers should include the partici-
pants in the conceptualization of the research 
question, the selection of dependent and indepen-

dent variable(s), as well as the ratings of the 
results of the research upon completion.

Research examining the effectiveness of well- 
established ABA-based methods and procedures 
with autistic adolescents and adults should involve 
the use of single-case experimental designs (e.g., 
multiple baseline) as well as group designs (e.g., 
randomized clinical trials). Single- case experi-
mental designs will be essential in demonstrating 
and establishing internal validity and allowing 
examination of individual differences. Following 
the establishment of a body of literature using 
single-case experimental designs, group designs 
can be employed in efforts to improve external 
validity and examine the generality of ABA-based 
methods and procedures with a larger number of 
autistic adolescents and adults. Furthermore, 
group designs are more commonly accepted by 
the scientific community and society at large and 
may be useful in influencing decisions related to 
funding for behavior analytic services.

As research examining the effectiveness of 
well-established ABA-based methods and proce-
dures with autistic adolescents and adults pro-
gresses, it may be fruitful to conduct comparative 
research (Holcombe et  al., 1994). This research 
should involve comparing two or more estab-
lished ABA-based methods and procedures to 
determine the relative efficiency and effectiveness 
of the different methods and procedures. It will be 
essential that this research includes well- described 
methods, contexts, and participant demographics. 
Each of these variables will be essential in deter-
mining the conditions under which one procedure 
or method may be more or less effective and effi-
cient than another. It is also essential that this 
research involves social validity measures that 
assess the participants’ preferences across the 
procedures and methods examined. It may be the 
case that one procedure is more effective but less 
preferred than another procedure that is less effec-
tive but more preferred. It is not enough that our 
procedures and methods are effective; they must 
also be acceptable and preferred to the greatest 
extent possible.
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 Applied, Functional, 
and Meaningful Skills

Another area in which future research efforts 
should be allocated is in the examination and 
development of applied, functional, and mean-
ingful skills. While there have been numerous 
studies that have documented the effectiveness of 
various ABA-based methods and procedures to 
develop a variety of skills with autistics/individu-
als diagnosed with ASD, there has been disagree-
ment and discussion about the importance of 
these skills (e.g., Ayres et al., 2011; Gerhardt & 
Lainer, 2011). This point is exacerbated when it 
relates to adolescents and adults diagnosed with 
ASD.  For example, researchers have demon-
strated effective methods to develop on-topic 
conversation (e.g., Leaf et  al., 2017), sharing 
(e.g., Kamps et  al., 1992), sorting (e.g., Farber 
et al., 2016), and vocational skills (e.g., Villante 
et  al., 2021). These and other skills may be 
important to any individual, but they are far less 
nuanced than other important skills for adoles-
cents and adults (e.g., developing and maintain-
ing friendships, developing and maintaining 
intimate relationships, dating, hanging out at a 
bar). We encourage researchers to start exploring 
methods to teach more complex and meaningful 
skills in the environmental and social context 
where the skills are most likely to be needed and 
of use, for autistics/individuals diagnosed with 
ASD.  Teaching these skills will be difficult to 
operationally define and may require a combina-
tion of various teaching methods (e.g., the teach-
ing interaction procedure; Cihon et al., 2017), but 
this is ultimately an empirical question in need of 
further research.

 Conclusion

Some have noted the dearth of behavior analytic 
research for adult autistics/individuals diagnosed 
with ASD (Gerhardt & Lainer, 2011). The lack of 
behavior analytic research on this topic can be 
viewed as insurmountable by some. We suggest it 
be viewed as motivation and a goal to overcome. 
It may seem daunting, but we have the tools at 

our disposal, and the impact this research will 
have for so many cannot be overstated. We 
believe that the recommendations provided here 
are actionable steps to help address this ongoing 
problem. It should be noted that the recommen-
dations provided here should not be viewed as an 
exhaustive to-do list for researchers. Rather, 
these recommendations should be viewed a start-
ing point and a motivational tool for additional 
work to evaluate the application of ABA-based 
interventions for autistic adults.
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