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Mental health across the lifespan

Prevalence estimates of mental health problems among
autistic individuals range from “significant concern” to
“epidemic.” In a very few specific areas related to mental
health, we have a strong literature base that extends to inter-
vention science (e.g. adapting cognitive-behavioral therapy
to address anxiety disorders in autistic children and adoles-
cents; Reaven et al., 2012; White et al., 2010; Wood et al.,
2015). Still, much work remains to address even the most
widely studied of mental health difficulties. More concern-
ing yet is the fact that mental health problems are both broad
and deep in the autism population; they reach far beyond
anxiety alone (into such difficulties as depression, post-trau-
matic stress, and schizophrenia), and we know relatively lit-
tle about the complexity of presentations and effectiveness
of treatments across the life course. We need to come
together as stakeholders to figure out how best to help, and
we need to do this, as they say, yesterday.

For several decades, the focus on understanding autism
in terms of phenotype, intervention, and prevention
seemed to leave little room for research on co-occurring
mental health problems. Along the way, pioneering work
(e.g. Lainhart & Folstein, 1994) kept reminding us that
mental health symptoms, as distinct from features of
autism itself, have been described in individuals on the
spectrum from the days of Kanner’s (1943) case studies.
Autistic people and those who support them have worked
with funders to push mental health in autism up to the top
of the autism research agenda (Autistica, 2016; Cassidy et
al., 2019). Per the sharp increase in the number of research
publications on this topic over the last decade (see Figure
1 in White et al., 2018), the field of autism research is
moving toward seeing autistic individuals holistically,
and as having an important voice in directing researchers,
funders, and services toward issues of mental health and
quality of life.

While this movement is positive, the situation itself
remains quite dire: Many people on the spectrum struggle
daily with mental health problems—which often relate to
the context of living as an autistic person in a world built
for the neurotypical majority—with little recourse to treat-
ment and support. Clinical researchers get frequent
requests for referrals to mental health resources for indi-
viduals on the spectrum, yet stakeholders in all roles expe-
rience firsthand what Maddox and colleagues (2020)
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observed within this special issue: Clinicians in the com-
munity will not see autistic clients for most mental health
concerns, often because of lack of training and misconcep-
tions about working with autistic people. While pharma-
ceutical intervention is more accessible, we know of no
randomized controlled trials for using selective serotonin
reuptake inhibitors (SSRIs) specifically to treat mood
problems in people on the spectrum.

We need to understand the presentation, epidemiology,
moderators, and mechanisms that cause or contribute to
mental disorders in autistic individuals. We need validated
assessments and demonstrated-effective intervention, and
we need to disseminate them in a manner that can reach
real people in need. To do so, we must act fast—with
short-term efforts, such as building awareness and improv-
ing access to what already exists—but we must also think
slowly, about where to steer the ship, and how to apply
cutting-edge scientific methods to long-term programs of
research that will improve the mental health landscape in
autism not just now, but 25 years from now.

Toward this long-term agenda, we advocate for more
community-based participatory research (e.g. Benevides
et al., 2020), making sure that programs of research unfold
in response to the community-identified priorities. We also
recommend cross-training professionals to position them to
flexibly borrow methods from both landmark and cutting-
edge studies currently underway to treat mental disorders.
For example, future working groups and special issues
might focus on integrating behavioral science with immu-
nology, genetics, and neuroimaging toward the study of
transdiagnostic mental health problems that most commonly
co-occur with autism (Gadow, private communication). In
addition to its potential to address an immediate clinical
need, such work may afford new opportunities to study
transdiagnostic mechanisms and may have scientific and
clinical effects that reach beyond select groups. Now is the
time to lobby researchers from other fields, as well as new
trainees, to build awareness and interest in this crucial work.

This special issue dedicated to Mental Health across the
Lifespan is not the start, because this work has been started
already. It goes without saying that it is not the end. In this
special issue, we focus on two continua: breadth of mental
health problems and associated mechanisms, and lifespan
approach to their study.
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Breadth of mental health problems and
of the underlying potential mechanisms
that drive their presentation

We attend to conditions that are very common in autistic
people (e.g. depression and anxiety) and mechanisms that
are relatively well researched (e.g. emotion regulation).
We also highlight transdiagnostic mechanisms, conditions,
and contexts that receive little research attention in this
population, including obsessive—compulsive symptoms,
post-traumatic stress symptoms, substance abuse, psycho-
sis, inpatient populations, or undiagnosed adult women.

Research presented in this special issue helps build evi-
dence for processes that affect many: For example, in a sys-
tematic literature review exploring symptoms of depression
in autistic adolescents and young adults, results suggest that,
for a subset of autistic people who are more socially moti-
vated, social and communication difficulties (and associated
loneliness) can contribute to depressive symptoms (Smith &
White, 2020). Similarly, emotion regulation difficulties
were found to predict anxiety, even after controlling for
autism symptoms, in a very large community sample of
autistic individuals 6—17 years of age (Conner et al., 2020).
We continue to refine our understanding of these relatively
well-studied concepts toward improved treatment precision
and efficacy: For example, Tajik-Parvinchi et al. (2020)
noted that greater baseline somatic symptoms of internal-
ized distress in particular were associated with less robust
responses to a cognitive-behaviorally based treatment of
emotion regulation. Data from Mazefsky et al. (2020) sug-
gest that autistic people may have difficulty disengaging
from negative distressing stimuli, thus identifying a poten-
tial cognitive mechanism underlying the higher-order mech-
anism of emotional dysregulation in autistic adolescents.

This collection also informs our understanding of less
well-studied groups: “Camouflaging” one’s autism symp-
toms to fit into social contexts was associated with poorer
mental health in a study of adult women with varying
degrees of autistic traits (Beck et al., 2020). This finding
has important implications in the long term, in terms of
calls for societal acceptance over individual change, and in
the short term, in terms of considering how best to support
well-being holistically in the context of interventions that
seek to improve adaptive and social functioning.

Northrup et al. (2020) demonstrate the feasibility of
measuring emotional reactivity in psychiatrically hospital-
ized autistic individuals 5-20years of age using standard-
ized observational measures (as opposed to commonly used
informant-based questionnaires), expanding the breadth
of how mental health problems may be studied. Indeed,
Santore et al. (2020) found that the source of information
matters: Youth report, but not parent report, of obsessive—
compulsive symptoms was associated with clinician obser-
vations of repetitive and restricted behaviors in youth, which
the authors used to elucidate relations among obsessive—
compulsive and autism symptoms.

Another group of papers explored mental health condi-
tions which have been under-researched in autism. Psychosis
is one such condition, with overlapping features between
autism and psychosis potentially resulting in misdiagnosis.
Wilson et al. (2020) demonstrated that a psychosis risk
assessment tool, developed and validated for non-autistic
people, showed promising evidence for face validity in
autistic adolescents and adults. Importantly, response errors
were associated with difficulties in understanding unclear
questions regardless of diagnosis. Results from Ressel et al.
(2020) suggest a limited evidence base (26 studies) explor-
ing substance abuse in autistic people from childhood to
adulthood. While the studies were of acceptable methodo-
logical quality, the wide variety of methods and the absence
of validated tools available to identify substance abuse in
autistic people made it impossible to estimate prevalence.
Importantly, autistic people may be more at risk for sub-
stance abuse due to higher prevalence of known shared risk
markers with the general population (e.g. social isolation),
as well as unique factors (e.g. late autism diagnosis). Post-
traumatic stress disorder (PTSD) may have a different pres-
entation across autistic and non-autistic populations, which
may mean that many autistic people remain undiagnosed
and untreated. Haruvi-Lamdan et al. (2020) compared expo-
sure to potentially traumatic life events and post-traumatic
symptoms in 25 autistic compared to 25 non-autistic adults.
Autistic adults reported significantly more potentially trau-
matic life events, particularly social events, than non-autis-
tic adults, and a majority (60%) rated these social events as
the most distressing. The rates of probable PTSD and post-
traumatic symptoms were significantly elevated in autistic
compared to non-autistic adults.

A lifespan approach to mental health
research in autism

Participants reflected in this special issue range from
preschool children to those late in life. In a randomized
controlled trial of a cognitive-behavioral intervention
to improve emotion regulation in a school-age sample,
the authors concluded that greater baseline internalizing
symptoms were associated with less robust treatment
response, implying that we need to focus on prevention at
younger ages (Tajik-Parvinchi et al., 2020). Gaigg et al.
(2020) provide evidence for the use of online self-help cog-
nitive behavior therapy and online mindfulness-based ther-
apy to address anxiety in autistic adults, and explore the
feasibility of studying these effects using a randomized trial.
Considering the needs of autistic adults, and ways of mak-
ing supports accessible, is a key step to real-world effective-
ness for mental health difficulties. In capitalizing on
longitudinal design spanning from childhood to young
adulthood, Stringer et al. (2020) found that while as a group
autistic individuals show small but significant reductions in
symptoms of mental health problems, many continue to
demonstrate clinically meaningful severity levels across
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time points. Furthermore, mental health trajectories were
associated with individual (e.g. adaptive functioning) and
contextual (e.g. neighborhood deprivation) variables, which
may inform ecological approaches to care, the identification
of risk factors, and treatment planning.

This special issue encompasses different stages of the
work about breadth and lifespan, from early reviews
(e.g. Ressel et al., 2020), initial measurement evaluation
(Wilson et al., 2020), and exploratory studies (e.g. Beck
et al., 2020; Gaigg et al., 2020) to investigations of modera-
tors of treatment outcomes in randomized controlled trials
(e.g. Tajik-Parvinchi et al., 2020). Autistic voices are
included as experts (e.g. Benevides et al., 2020), both as
researchers and reviewers of this work, though we recog-
nize that there is more work to do in this area.

We would like to suggest the following next steps, indi-
cated by this special collection of articles:

1. Innovate how we operationalize and measure mental
health, its underlying mechanisms, and its changes
over time, including applying cutting-edge science
from related areas to advance this work within autism.

2. Develop validated measurement tools to capture the
unique presentation of mental health problems among
autistic people in different contexts, rather than relying
solely on “standardized” measures developed for
other groups with no evidence of validity in autism.
Ensure that these tools can be used with different
kinds of responders to take into account autistic per-
spectives and those of family carers and clinicians.

3. Build awareness in stakeholders of all roles by
developing task forces around mental health liter-
acy, wellness, prevention, and promotion. It is cru-
cial that autistic adults and their families are drivers
in these efforts.

4. Aim to further understand which mental health
interventions work for whom, and for what targets,
recognizing that there is no one-size-fits-all approach
across difficulties, characteristics, or contexts.

5. Develop low-cost ways to educate community clini-
cians about autism, including common misconcep-
tions and treatment adaptations, so that existing
resources become more accessible to this community
even as we strive simultaneously to improve these
resources or develop new ones.

6. Recognize everyday trauma and identify creative
ways to support meaningful social contact in
accepting environments.

In this age of crucial identity politics, when stakeholders
struggle to reconcile different models and monikers for
autism in daily life—from disease to celebrated differ-
ence—most of us would agree that the mental health prob-
lems prevalent in autistic individuals are NOT necessary to,
or consistent with, autistic identity. Let us come together,
then, in working toward improved mental health in autism.
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