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Abstract: For many reasons, adults with severe Autism Spectrum Disorder 

(ASD), are some of our most vulnerable citizens. To understand what we 

mean by this, in this essay we look closer at what makes this group unique. 

In particular, we discuss what we mean by severe Autism, and what we know 

(and what seems to be missing) from research about adults with severe ASD. 

Unfortunately, since most academic research in this area has focused on 

children, and children who would not likely be considered to have severe 

Autism, there is still much that academic research does not tell us. But other 

sources can fill in some of these gaps. This essay ends with some thoughts 

about why this lack of academic research is not harmless, as it prevents the 

needs of adults with severe Autism from being represented where decisions 

are made. However, the answer is not simply to “do more research”; the 

way that research is done must also change. 

 

 
Introduction  
 

For many reasons, adults with severe Autism Spectrum Disorder (ASD) are some of our most 

vulnerable citizens. This is not a new claim, of course, as one of the first studies of adults with 

Autism in Ontario, the result of an extensive review of the literature and survey published in 

1991, was titled Our Most Vulnerable Citizens.i In this series of three short essays we focus on 

this vulnerability, knowing that there are many ways of being vulnerable, and that raising 

awareness of the particular aspects of vulnerability experienced by adults with severe Autism is 

crucial to make needed social changes. This first essay sets the stage by discussing how part of 

understanding the nature of this vulnerability is to recognize the uniqueness of the group: what 

we mean by severe Autism, and what we know (and perhaps don’t know) from academic 

research about adults with severe ASD.  

 
What do we mean by severe Autism Spectrum Disorder? 
 

To define severe, we draw from the definition found in the current version of the Diagnostic and 

Statistical Manual of Mental Disorders, now in its fifth edition (DSM-5).ii This criterion does not 



cover the entire experience of Autism, as it is an authoritative definition and not attempting to 

capture an exhaustive account. We will use this definition here, as it helps us be clear about our 

starting place. An individual is diagnosed with Autism Spectrum Disorder according to the 

DSM-5 if they demonstrate persistent deficits in social communication and social interaction 

across multiple contexts, and restricted, repetitive patterns of behaviour, interests, or activities, 

and finally that these symptoms are present from early childhood, and limit or impair everyday 

functioning. In addition to this, the DSM-5 asks the clinician to determine whether an 

individual’s ASD is accompanied by other aspects, such as with or without intellectual 

impairment, and with or without language impairment. These accompanying factors greatly 

impact the severity of an individual’s Autism. 

 

Clinicians use a variety of assessment tools, such as questionnaires and structured 

observation, to go into depth about a person’s life to determine whether and to what extent an 

individual meets the DSM-5 definition, and gather information to determine the level of severity 

of the impairments.iii The distinction of severe is attributed when an individual’s experience of 

Autism meets the DSM-5 criteria of severity of the individual’s deficits in the two categories of 

(1) social communication, and (2) restricted, repetitive behaviours, from Levels 1-3. These levels 

indicate degrees of support an individual needs for each of the two diagnostic categories. Level 1 

is the least severe, indicating that the individual “Requir[es] support,” Level 2 means the 

individual “Requir[es] substantial support,” and finally Level 3 means the individual “Requir[es] 

very substantial support.” If an individual’s experience, for example, of social communication is 

that “Without supports in place, deficits in social communication cause noticeable impairments,” 

this is considered to be Level 1 (“Requiring support”). If an individual has “Marked deficits in 

verbal and nonverbal social communications skills […] apparent even with supports in place,” 

this is Level 2 (“Requiring substantial support”). Whereas for an individual’s experience to be 

considered Level 3, it would mean that “Severe deficits in verbal and nonverbal social 

communication skills cause severe impairments in functioning,” and so the individual 

“Requir[es] very substantial support.” This is where we draw the definition of severe ASD, that 

an individual would require very substantial support (Level 3) in either or both areas due to 

deficits in social communication, and restricted, repetitive behaviours.  

 

In addition to this clinical definition, other sources offer helpful expansions of what 

severe ASD involves. For instance, the UK charity St. Elizabeth’s states that, “Severe autism 

[…] means that an individual needs a great deal of support – it is not unusual for a person with 

severe autism to require 24/7 support and supervision.”iv And of course, we need to keep in mind 

what the authors of research articles call the “heterogeneity” or “variability” of people with 

Autism – meaning there is great diversity found in how the same diagnosis presents in each 

individual’s life. Although adults with severe ASD will share important similarities that would 

result in severe ASD according to what the DSM-5 outlines, each person’s experience of those 

aspects, and so the specific nature of their needs for support, will be unique.v 

 

Why adults? 

 
It is likewise important to take a closer look at why it is the case that adults with severe Autism 

are uniquely vulnerable. Unfortunately, there is a lack of research specifically on adults with 

ASD altogether, without even narrowing to adults with severe ASD in particular. Researchers in 



this area often acknowledge the gap, while also recognizing that there is an important difference 

between adults with ASD, and children or adolescents. For example, one author wrote that ASD 

in adulthood is a complex condition that should be distinguished from ASD in childhood and 

adolescence, especially for high levels of co-occurring psychiatric conditions and specific 

needs.vi  

 

So why is there this gap when it comes to research articles specifically about adults? 

Autism isn’t new, but the clinical use of the term began in the 1940s and became more common 

in the 1960s. This means that the first cohort of adults who were diagnosed with Autism as 

children began to enter old age in roughly 2012.vii And so one reason for the lack of research 

specifically about adults with ASD could be due to less time to perform this work. Another 

reason is that there is a lack of measurement tools, such as psychiatric tests, that are proven 

reliable for this population in order to do the research. This is especially true for individuals who 

would qualify as having severe ASD, with severe deficits in social communication, and/or severe 

levels of restricted and repetitive behaviours. Of the research articles found for this current 

project that did focus on adults, the majority seemed to select their participants based on those 

who were most likely to best fit the testing instruments. That is, individuals with less severe ASD 

symptoms, with more spoken language, and without accompanying intellectual disability. As one 

author stated, “there are few tools designed to capture the complex clinical presentation of ASD 

in adulthood.”viii This presents a dilemma, since the tools are needed for research, but research is 

needed to develop these tools for the full range of people’s experience with Autism. And 

importantly, tools that can include individuals with severe Autism, and those who are 

nonspeaking or communicate in other ways. 

 

What can we learn from longitudinal studies about adults with 

Autism? 

 
Another source to learn about adults with Autism are longitudinal studies that follow individuals 

with an Autism diagnosis over long periods of time, such as from childhood to adulthood. These 

studies identify a specific aspect of individuals’ experiences or assessment results to track and 

compare, and while these kinds of studies are rare they are growing, and we will note some 

examples here. One longitudinal study followed the behavioural outcomes of participants over 

time, performing assessments once as children and once as adults. Authors stated that there were 

large variations both between the participants at each point in time, and when comparing the 

outcomes at the two different time points. This means that participants were very different from 

each other in both instances, and very different in their own outcomes between the two time 

points. The authors interpreted this as reflecting the large individual variability that is 

characteristic of individuals with ASD. One notable finding of this longitudinal study is that 

there was some improvement in adaptive functioning in the group over time, particularly in daily 

living skills, but less improvement in socialization skills.ix This combination of variability and 

positive report was also found in a teacher’s account of following a small group of their students 

with Autism and similar diagnoses as they grew up, from school age to when they were 30-40 

years old. The teacher recorded that each of the ten individuals made great progress, but with 

varied outcomes.x  

 



One area that researchers have identified as having much to benefit from longitudinal 

studies is the impact of aging on older adults with Autism. Even within the DSM-5, the section 

titled “Development and Course” within the overview of ASD states, “Scarcely anything is 

known about old age in autism spectrum disorder.”xi This is especially significant since the 

results of recent studies challenge assumptions that adults with Autism are at a higher risk for 

accelerated cognitive aging. Some results even suggest that individuals with Autism may be less 

susceptible to typical cognitive aging affects.xii Longitudinal studies are needed, among other 

things, to understand a full picture of the aging process for people with ASD.  

 

Many authors are also quick to remind readers of the limits of these longitudinal studies 

because of the way they have been done so far. As we mentioned above, these studies face the 

lack of fitting assessment tools for adults with ASD, but they are also limited by their distinct 

pattern of who most often are in these studies, and those who are not. In particular, participants 

of longitudinal studies are often described as a result of “convenience sampling,” meaning, they 

are people with whom researchers already have an ongoing connection with through a treatment 

program or clinical facility. This makes them convenient to include. And so, participants of 

longitudinal studies have most often been recipients of expert and dedicated support through 

treatment centres, which is not everyone’s experience. Looking closer still, there are patterns of 

who are most likely to have access to these kinds of centres: people who are most often white, 

from families that are English speaking, and with high socioeconomic status. Researchers note 

this as something that limits the findings of study results, as well as indicates important changes 

for future research. 

 

What is still unknown? 
 

Although this is not an exhaustive account, we can draw together some lessons of what we know 

and don’t know about adults with severe ASD in academic research. And what we are left with is 

much that remains unknown. The majority of research articles found focus on children, and those 

rare studies that do focus on adults, study adults who most likely would not be considered to 

have severe ASD in the sense we mean here. This imbalance in the research does not go 

unnoticed in the field. As one author wrote: “the vast majority of studies have focused on either 

young toddlers and preschoolers or older higher functioning, verbal children primarily because 

they are easier to evaluate using standard assessment tools, and they are more compliant…”xiii 

Simply put, one reason that certain groups of individuals with Autism are more studied is 

because they are easier to study.xiv And unfortunately, assumptions often take the place of 

research results until those studies are performed.  

 

What does this lack of research cost? 
 

When considering the little that research offers us specifically about adults with severe ASD, it’s 

important to recognize how this increases their vulnerability. Academic research directly 

contributes to what interventions, treatments, and services are designed and sustained on a larger 

scale. When government bodies are looking to make evidence-based decisions on policy making, 

or where to allocate resources, for example, the evidence to support specific answers is lacking. 

It is difficult to advocate for solutions to meet the needs of adults with severe Autism when there 

is little research on the needs themselves.  



 

This consequence has been documented in the literature. For example, one group of 

researchers identified this as part of the challenge when considering how to evaluate whether 

older adults with ASD had their needs met within residential care in the UK. The authors stated 

that, 

  

“Very little is known about the support needs of older autistic adults in general, or their 

specific needs within residential care services. As such, it is impossible to determine 

whether existing residential services are meeting the needs of older autistic adults.”xv  

 

Another example of this comes from psychiatry. Several authors have acknowledged that there is 

a lack of evidence-based conclusions for which treatments psychiatrists should use with patients 

who have Autism and depression, leaving psychiatrists without best practices to ensure they 

provide the best care.xvi Where there is little research, the needs and experiences of adults with 

severe ASD remain unrepresented in places where decisions that impact them are made. 

 

The solution here is not simply to do more research to provide the evidential backing for 

the support adults with severe Autism need, rather, more and different research is needed. What 

we need is research that does not simply engage those who easily fit with existing study designs 

and who are convenient to the researchers; research that prioritizes capturing first-person 

experiences; researchers that engage with the work in a way that is sensitive to the people and 

families it includes. And of course, research that contributes to relevant improvement in tangible 

ways for people with Autism.  

 

A way forward? 
 

One source of guidance for these changes is the autobiographies of individuals with Autism and 

their families. Although autobiographers are not speaking for all people with Autism, one author 

argues that “Autism narratives […] are creating the language in which to describe the experience 

of autism” and by doing so are “helping to forge the concepts” we use to think about Autism. xvii 

These works can also reveal common ways people who don’t have Autism are mistaken in their 

assumptions about people who do. For example, works by Temple Grandin have been credited 

with “depicting an inner autistic world” which people were surprised to learn existed.xviii That 

readers were surprised by this is likely just one of many examples of mistaken assumptions we 

are sure to find elsewhere, including within research. If researchers were to draw from the many 

forms of autobiographical work of adults with Autism in order to contribute to their concepts and 

ways of thinking about Autism, this could positively impact how studies are designed and results 

are interpreted. And ultimately, this could be one part of how we address the lack of research 

about adults with severe ASD in a way that can more accurately represent the needs of this 

vulnerable group in places where decisions are made.  
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