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Abstract

The stressors autistic individuals encounter and experience as traumatic may vary from non-autistics. We conducted
a qualitative study to identify potential sources of trauma for autistic individuals and evaluate correspondence with a
standard measure. We enrolled autistic adults (N=14) and caregivers (N= 15) with varied adversities, levels of functioning,
and socio-demographics. Participants completed standard measures of autism, traumatic exposures and stress, and
qualitative interviews, which were submitted to thematic analysis. A wide range of experiences were described as
traumatic. Whereas some reflected traditional traumas (e.g. maltreatment) and forms of social marginalization, others
reflected conflicts between autistic characteristics and the environment (e.g. sensory trauma). All adults and caregivers
described sources of trauma in interviews not captured by standardized measures. Varied stressful experiences, many not
detected by a standardized measure, may have a traumatic effect on autistic individuals. Whereas some reflect commonly
recognized trauma sources, others may reflect particular vulnerabilities for autistic individuals. Results have implications
for assessing traumatic events and understanding their contribution to mental health inequities in the autistic population.

Lay abstract

The stressors autistic individuals encounter and experience as traumatic may vary from those not on the spectrum and
typically measured. We conducted in-depth interviews with autistic adults and caregivers of children and adults on the
spectrum to identify potential sources of trauma for autistic individuals and evaluate the ability of a standard trauma measure
to capture those experiences. Fourteen autistic adults and |5 caregivers with varied backgrounds, clinical profiles, and
histories of adversity were interviewed. Participants also completed standard measures of autism, traumatic exposures, and
stress. Interviews were analyzed to record both traditional sources of trauma, for comparison with the standard measure,
and distinct sources, described as traumatic only in the narratives of participants. Participants described varied experiences
as traumatic. Whereas some reflected traditional traumas (e.g. maltreatment) and forms of social marginalization, others
reflected conflicts between autistic characteristics and the environment (e.g. sensory trauma). All adults and most caregivers
described sources of trauma in interviews not reported on the standard measure. Results have implications for assessing
traumatic events in autism and for understanding their contribution to the mental health of this group.
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alone (Cohen et al., 2010) and results not only from an experi-
ence, but also from one’s appraisal of and ability to cope with
that experience. There is thus strong rationale to examine indi-
vidual narratives regarding trauma sources in an open-ended
manner (i.e. qualitative inquiry) to inform the design and inter-
pretation of more “top-down,” quantitative investigations.
This may be particularly true for autistic individuals, whose
experiences, appraisals, and coping may vary from non-autis-
tics (Haruvi-Lamdan et al., 2018; Kerns et al., 2015).

Autistic characteristics may influence the experience of
trauma at multiple levels, altering not only the rate of poten-
tially traumatic events (PTEs) but also the range of experi-
ences appraised as traumatic (Haruvi-Lamdan et al., 2018;
Hoover, 2015; Kerns et al., 2015; Rumball et al., 2020). In
support of these theories, studies suggest not only increased
rates of PTE among autistic individuals but also enhanced
vulnerability to PTSD (Berg et al., 2016; Golan et al., 2021;
Haruvi-Lamdan et al., 2020; McDonnell et al., 2019;
Rumbeall, Brook, et al., 2021). Various adversities are also
implicated in the prevalent mental health concerns observed
among autistic individuals (Dell’Osso et al., 2019; Kerns
et al., 2017, 2021; Rumball, Antal, et al., 2021; Taylor &
Gotham, 2016), and recent studies suggest PTSD may
develop in this population in response to a broad range of
experiences, including bullying, psychological “break-
downs,” unexpected sounds, misunderstandings, and life
transitions (Kildahl et al., 2020; Rumball et al., 2020).

Nonetheless, research has relied upon measures devel-
oped for non-autistics (Rumball, 2019). Such measures
may omit the adversities experienced as most traumatic by
those on the spectrum and impinge our ability to identify
the full breadth of experiences that contribute to poor
health outcomes in autism, including but not limited to
PTSD. As such, we conducted a qualitative study with
autistic adults and caregivers to explore potential sources
of trauma for autistic individuals. We also examined the
congruence between qualitative findings and the frequency
of PTE reported on a standard questionnaire. An ultimate
goal was to develop an inclusive list of PTE, grounded in
the personal accounts of autistic adults and caregivers, to
ensure that hypotheses and measures utilized in future
quantitative studies and ultimately clinical practice are
appropriately tailored to the autistic population, informed
by their priorities and equipped to evaluate the full range
of events that may have a traumatic impact.

Method

Methods and findings are reported per the Consolidated
Criteria for Reporting Qualitative Research (COREQ;
Tong et al., 2007).

Participants

We used stratified purposeful sampling to enroll 14
autistic adults and 15 caregivers (Tables 1 and 2) with

varied traumatic experiences, functional abilities, and
socio-demographics. Thematic saturation (defined as the
point at which no new themes emerged from two subse-
quent interviews) was achieved after 17 interviews (8
adults and 9 parents); however, 12 additional interviews
were conducted to ensure diverse perspectives. No eligi-
ble participants withdrew or refused participation.
Participants were required to be 18—70years old, fluent
in written or spoken English, and US residents. Autistic
adults were required to have a self-reported, community
diagnosis of autism and to have experienced a signifi-
cant stressor that continued to consistently and nega-
tively impact their health or well-being for a month or
more after the stressor occurred (per self-report).
Participating caregivers were required to be the adoptive
or biological parent of a child or adult meeting these cri-
teria (per caregiver report). Exclusionary criteria
included (1) severe thought disturbance; (2) for autistic
adults, scoring below the Ritvo Autism and Asperger
Diagnostic Scale—Revised Screen (RAADS-14; Eriksson
et al., 2013) clinical cut-off or, for caregivers, the identi-
fied child scoring below the Social Communication
Questionnaire (SCQ; Rutter et al., 2003) clinical cut-off.
We recruited participants via flyers to local and national
autism-related organizations, professional contacts, and
word of mouth. The interviewer had no prior relation-
ships with all participants with the exception of one car-
egiver, who participated in a prior study. Selection of
caregivers aimed to ensure experiences of young chil-
dren and individuals with communication impairments
were represented.

Procedures

This study was approved by the Drexel University
Institutional Review Board. Participants provided
informed consent, which included a description of study
aims, planned questions, questionnaires, and the back-
ground and credentials of the principal investigator (PI),
a Caucasian, female, and clinical psychologist with
expertise in stress-related disorders in autism. Steps to
recognize and offset researcher positionality and bias
were taken throughout. The qualitative interview guide,
though drafted by the PI, was piloted and revised with
input from caregivers, autistic adults and researchers
(study co-authors) with diverse expertise (autism, child-
hood trauma, and qualitative research), and training
(social work, epidemiology, sociology, psychology, and
psychiatry) to balance potential PI assumptions. All
interviews were conducted and audio-recorded by the PI,
but participation occurred, per participant preference, in-
person at the research site (n=13), by phone (n=15), or
by email (n=1) to enhance participant comfort and
empowerment. To enhance validity, field notes were
recorded and interpretations shared with participants dur-
ing interviews to clarify and confirm meaning.
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Table I. Characteristics of autistic adults (N=14).
Socio-demographics M (SD) or N Clinical characteristics M (SD) or N
Age, range: 22—-64years 37.14 (12.53) Communication ability survey
Gender “Fluent Speech” 14
Male 9 RAADS-14 31.86 (6.80)
Female 4 PDS-5 35.57 (17.61)
Transgender | Prior community diagnoses
Race PTSD 3
Caucasian I Anxiety 9
Asian | Depression 5
Biracial 2 Bipolar/mood disorder I
Annual income Attention deficit hyperactivity disorder 4
<US$25,000 ] Obsessive compulsive disorder 6
US$25,001-US$50,000 2 Alcohol/substance abuse 0

US$50,001-US$75,000 |
Years education

2-year degree/some college 5
College 6
Graduate degree 3

Living situation
With parents
On own
Roommates/spouse
Assisted housing
Without a stable home
Environment
Rural |
Suburban 7
Urban 6

—_ — W U N

RAADS-14=Ritvo Autism and Asperger’s Diagnostic Scale-Revised Screen PDS-5 = Post-traumatic Diagnostic Scale—5.

To characterize the sample, participants completed sev-
eral questionnaires prior to the interviews, including a sur-
vey of socio-demographics and communication ability and
a traumatic events checklist, the Trauma History
Questionnaire (THQ; Berkowitz et al., 2011; Stover et al.,
2010). Participants also completed a standardized measure
of traumatic stress symptoms, either the PTSD Diagnostic
Scale (PDS-5) for adults or Child PTSD Symptom Scale
(CPSS) for children. Both have demonstrated reliability
and validity in individuals exposed to trauma, though not
autistic samples specifically (Foa et al., 2001, 2016). Each
interview was 60-90min in length. Participants were given
the SAMHSA (2014) trauma definition: “Psychologists
define trauma as a response to an experience that over-
whelms a person’s ability to cope and has a lasting, nega-
tive effect on his or her physical, social or emotional
well-being.” They were asked to summarize this definition
(to check comprehension) and describe events or circum-
stances they viewed as traumatic given this definition (“Are
there any events or experiences in your childhood that may
have been traumatic?” see Supplemental Appendix A).
Participants received a gift card for their time and
contributions.

Data analysis

Qualitative. Interviews were transcribed verbatim from
audio-recordings and textually analyzed using NVivo
12. We conducted a six-step reflexive thematic analysis,
using a realist framework and an integration of inductive
and deductive approaches (Braun & Clarke, 2006, 2019):
(1) data familiarization, (2) coding, (3) initial theme
generation, (4) theme review, (5) theme definition/nam-
ing, and (6) writing of results. We identified semantic
themes in the dataset and categorized them where appro-
priate into logical groupings related to known sources of
trauma. These theory-based, deductive codes were based
on the interview guide, THQ, and research literature.
Inductive themes (e.g. novel trauma sources) were iden-
tified via “bottom up” coding (Lofland et al., 2006). To
monitor and offset PI positionality, both the PI and two
other analysts with different expertise (one masters and
one doctoral student with basic autism training) were
responsible for data familiarization and the generation of
codes and initial themes. This began with line-by-line
open coding and group discussion of four transcripts
(two parent and two adult), followed by a review and
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Table 2. Characteristics of parent participants and their autistic children (N=15).
Parent characteristics M (SD) or N Child/adult child characteristics M (SD) or N
Age 45.92 (10.01) Age, range: 5-29years 16.47 (7.91)
Male 3 Male 13
Race Living situation
Caucasian 10 With parents 12
Black 3 College/boarding school 2
Asian I Group home/mental health facility |
Hispanic I Communication ability
Annual income “No trouble communicating” 4
<US$25,000 4 “Little trouble communicating” 5
US$25,001-US$50,000 I “Lot of trouble communicating” 6
US$50,001-US$75,000 2
>US$75,000 8 SCQ (range: 18-36) 25.71 (5.83)
Years education Traumatic stress symptoms
2years/some college 5 PDS-5 (> 18years, N=8) 23.75 (11.09)
College degree 5 CPSS (5—-18years, N=7) 10.14 (6.87)
Graduate degree 5 Prior diagnoses
Relationship to child PTSD 2
Biological mother 13 Anxiety 9
Biological father 2 Depression 5
Adoptive parent 2 Intellectual disability |
Relationship status Attention deficit hyperactivity disorder 4
Single parent 5 Behavior/conduct problems 3
Committed relationship 10 Obsessive compulsive disorder 6
Environment
Rural I
Suburban 6
Urban 8

SCQ =Social Communication Questionnaire; PTSD = post-traumatic stress disorder; PDS-5 = Post-traumatic Diagnostic Scale-5; CPSS = Child PTSD
Symptom Scale; SD =standard deviation. Parents included 12 mothers, | father, and 2 mother/father couples. For couples, demographics were

collected for the parent completing questionnaires.

revision of codes and themes via focused coding (e.g.
applying formulated codes to transcripts) of original and
four new transcripts (two parent and two adult). The
coding scheme was documented in NVivo and applied to
all remaining transcripts by two to three analysts, whom
met regularly to ensure consistent code application and
reconcile inconsistencies, review, and refine theme defi-
nitions and names. Finally, theme names, definitions,
and a thematic map were presented to, reviewed, and
refined with our multidisciplinary co-authors, consistent
with a recursive, reflexive process.

Mixed-method analyses. We compared univariate frequen-
cies for each THQ item, as reported within the THQ and
qualitative interviews.

Community involvement

Community members provided letters of support to the
grant agency and offered input on initial versions of the
interview guide and study protocol.

Results

Participant characteristics

Autistic adults (Table 1) reported varied educational levels
and living arrangements. They were predominantly
Caucasian with annual incomes <US$25,000. The major-
ity (n=10; 71%) exceeded the clinical cut-off for PTSD on
the PDS. Only three reported a prior PTSD diagnosis, a
pattern also observed by Rumball, Antal, et al. (2021).
Caregivers (Table 2) were more racially and socioeconom-
ically diverse. Parents reported a prior diagnosis of PTSD
in two children, although four exceeded the CPSS cut-off;
six caregivers (40%) reported their child had “a lot of trou-
ble communicating.”

Mixed-method analysis

Participants reported a range of 3—17 PTEs on the THQ
(M=9.08, SD=4.15; Table 3). Bullying, physical abuse,
emotional abuse, and “other traumas” were most fre-
quently endorsed and described as trauma sources in
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Table 3. Frequencies of PTEs (per THQ and qualitative interviews).

N=14

N=15

Adult THQ

Adult interview

Caregiver THQ Caregiver interview

THQ trauma items

Physical abuse

Sexual abuse

Emotional abuse

Serious accident/injury/illness
Death of loved one
Unexpected separation caregiver
Traumatic medical treatment
Loved one seriously sick/injured
Robbery (self/close other)
Domestic violence

Community or school violence
Bullying

Neglect

Food/housing instability
Exposure to drug/alcohol abuse
Suicide or attempt in loved one
Animal attack

Exposure to disaster
Incarceration family member
“Other trauma”
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PTEs = potentially traumatic events; THQ =Trauma History Questionnaire.

Bold reflects trauma endorsed by ~50% of sample per interviews.

qualitative interviews. Bullying and emotional abuse were
the most frequently endorsed PTEs among children with
communication challenges. Notably, 71% of adults and
47% of caregivers endorsed an “other trauma” on the
THQ); 100% of adults and caregivers described sources of
trauma in interviews not captured by the THQ.

Qualitative analysis

Qualitative data provided insight into the sources of “other
trauma” reported on the THQ (Table 4). Social exclusion
and traumatic incongruities were the most common induc-
tive themes, including among participants with communi-
cation challenges. Alternative names are used for quotes to
maintain confidentiality.

Trapped

Sources of trauma, described by both adults and caregivers,
included being physically or psychologically trapped
(theme). This theme comprised physical restraint and seda-
tion (subtheme)—being physically (e.g. held down) or
pharmacologically restrained via sedatives, mood stabiliz-
ers, or anti-psychotics. Participants noted that for autistic
individuals these experiences may be particularly traumatic
due to challenges predicting the behavior of others, such as
when and why restraint/sedation would be used.

Psychological forms of entrapment were also described
and included the loss of autonomy and constant scrutiny
(subtheme)—for example, placement in institutions, where
adults reported being “trapped” and “helpless,” or overly
restrictive learning or therapeutic environments, in which
they felt intensely monitored and controlled. Adults and
caregivers described enhanced attention to and manage-
ment of quotidian behaviors in autistic youth, for example,
restricting the autistic child’s movements (e.g. ability to
travel between classes independently, movement of body),
basic decisions (e.g. when/where to eat), or ability to con-
verse with others (e.g. forced seclusion). Traumatic restric-
tion was also described as arising from diminished
self-determination and opportunity (subtheme). Autistic
adults described being blocked from opportunities for
learning, development, and self-actualization in educa-
tional and therapeutic environments. This often occurred
due to segregated schooling in which academic goals were
inappropriately lowered or via prolonged institutionaliza-
tion, during which necessary life and socialization skills
were never mastered and opportunities for future auton-
omy and well-being derailed. Chronic, diminished expec-
tations for the future and for an equal quality of life were
also described and related to a dearth of employment
opportunities, or appropriate education, vocational train-
ing, housing and other social services for autistic individu-
als, particularly those without intellectual disabilities.
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Table 4. Themes/subthemes with quotations and frequencies.

Themes/subthemes

No. autistic No. caregivers

adults

(no. with CC)?

Quotations

Trapped
Physical restraint,
sedation

Loss of autonomy/
scrutiny

Loss of opportunity/
self-determination

Social exclusion
Bullying

Social isolation,
alienation

Stigma,
discrimination

Betrayal

Traumatic
incongruities
Sensory

9/14
2

4

5

14/14
14

13/14

5/15 (2/6)
2(0)

2(0)

3(2)

14/15 (5/6)
12 (5)

Q)

5(1)

7(1)

15/15 (5/6)

7(4)

“One time they almost killed me in seclusion by giving me, you know they
shot me up with enough Haldol or something that made my blood pressure
sink so low that when | stood up to leave the seclusion room | passed out”
(Helen, 53 yo woman)

“The trust in people just in general often is lacking because he does not know
how people are going to react and then plus autism in and of itself, because
of the social aspect, he can misinterpret people’s reaction . . . it’s kind of is

a double whammy . . . from the perspective of being restrained.” (Esther,
mother of 22yo son)

“Being constantly analyzed and forced into therapy in childhood. The feeling |
described about special ed, feeling like | didn’t have the same human rights as
other people.” (Karen, 40 yo woman)

“He was just schooled by himself one whole year and that was . . . it was
just like scrutinizing, | mean he would move his arm and you know that was a
disaster.” (Esther, mother of 22yo son)

“. . . they pushed me off to the community center to wash dishes. During
school hours when | should’ve been in math class or | should’ve been you
know learning about things.” (Luke, 22yo man)

“This need of wanting to be successful and like study and make his mark

on society, it’s such a basic need and there doesn’t seem to be any kind of
support.” (Suraya, mother of 19yo son, who is minimally verbal)

“Well, it never ends, you know. They say it gets better but it never gets
better, | just have adults bullying me now, you have coworkers or your boss
or other people. It doesn’t change. It’s all the same.” (William, 52 yo man)
“Bullying is one that has been sort of pervasive and | almost feel like it just
kept taking a greater and greater toll on his self-confidence or lack thereof; it
just sort of kept adding up.” (Daniela, mother of 12yo son)

“| felt like everywhere | went | was just treated like | was a space alien yet no
body had a reason why, there was no explanation.” (Lucy, 39 yo woman)

“No overt bullying, but a lot of . . . excluding . . . it’s had a really big impact on
him through the years, | really see it a lot now because he tries and tries and

a lot of times, it’s not reciprocated . . . he’s just so lonely, he has nobody.”
(Kelly, mother of 20yo son)

“We're suffering from a world that doesn’t understand us. A world that’s
hostile to us even. Somebody made a very irresponsible news report

stating that Dylan Roof was autistic, that may well be but because it was so
irresponsibly reported . . . now autistic people could be potentially looked as
sociopathic.” (George, 39 yo male)

“She’ll be like ‘people don’t like me because I'm autistic and they think I'm
stupid or they think I'm a baby’ and stuff like that . . .” (Carissa, mother of
9yo daughter who is minimally verbal but communicates by typing)

“When | do what I’'m mandated to do, | get fired or get fined. That is probably
the big thing that really sets me off. | don’t trust people.” (Amy, 38yo woman)
“The group was given instructions . . . to just let it all out and talk about
whatever and feel protected . . . and [she] got in trouble for what she brought
up. They were not protecting her the way they said they would; they betrayed
the trust.” (Scott, father of 39yo daughter)

“I can’t put like a lotion or anything like that on my skin. That is one of the
other traumatic memories | have is being covered in Aquaphor from head to
toe and . . . feeling very ashamed, like | was cut off from my body and there’s
a lot of tactile issues.” (Kurt, 22 yo male)

(Continued)
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Table 4. (Continued)

Themes/subthemes  No. autistic No. caregivers

adults (no. with CC)?

Quotations

“He foams at the mouth at a haircut . . . we’d have to physically restrain
him, it’'d take an hour just to do a haircut . . . he talks about it even after it
happened . . . he couldn’t get over it.” (Denise, mother of a 5yo son)

Transitions/ change 5

1 (5)

“. .. the fact that something unpredictable could happen is like the number

one fear for everyone autistic.” (Tyler, 27 yo man)

“I don’t know how | pieced it together, but you know the leaves were falling
off the tree! And it was disrupting to him. His whole life was disrupted at the
age of four by leaves falling off of the tree.” (Esther, mother of 22yo son)
“The transition finished, school was off, and it was just like a vacuum, there
was nothing there. And for people with autism that doesn’t have much family
or friends around, and he loses that too? | think that’s a traumatic event.
Not | think, | know.” (Colette, mother of 26 yo son with communication

challenges?)
“When I'm having conversations with people, | struggle just to read their body

Social confusion 7 5(0)

language and it makes things frustrating . . . it makes me suspicious, maybe
wrongly so sometimes, which causes issues.” (Eric, 24 yo man)

“He knows his brain is wired different and he’s not thinking the same way as
everybody else so he doesn’t know if it’s him causing it or them causing it so
he takes it on himself.” (Jennifer, mother of 26 yo male)

2CC: communication challenges; specifically, caregivers (n=6) described their child as having “a lot of trouble communicating” on study survey.

In sum, a source of trauma, beginning in childhood, born
out in varied scenarios and frequently reported by both adults
and caregivers, related to feeling physically and psychologi-
cally restricted and, at a meta-level, socially stymied—pre-
vented by society from being able to pursue a full life.

Social exclusion

Trauma was also attributed to different forms of social
exclusion (theme), that is, being kept apart from others or
thwarted social belonging. Though the THQ assesses bully-
ing, we describe bullying here as well given its relevance to
the social exclusion theme. Bullying (subtheme) was
described as chronic, sometimes seemingly incessant and
inescapable. This theme included emotional (e.g. teasing),
physical and interpersonal (e.g. intimidation) aggression by
peers. Parents noted social perception deficits could also
lead their children to perceive bullying in nonaggressive
encounters, compounding the issue. This ambiguity and
heightened sensitivity to bullying was reported by autistic
adults (e.g. “I always had the sneaking suspicion [ was being
bullied but I never knew who,” Jude, 27-year-old man), who
also noted that the severity and impact of bullying was often
underestimated by others due to a tendency for emotional
difficulties to be viewed as innate in autism. Parents
described feelings of powerlessness to end bullying or ade-
quately protect their children; this feeling of powerlessness
to escape bullying was echoed by autistic adults.
Participants also reported social isolation and aliena-
tion (subtheme). This theme, though often related to bully-
ing encounters, transcended them, reflecting a prevailing

feeling of social disconnectedness, difference, and isola-
tion (e.g. “even if the bullying stopped I couldn’t be friends
with these girls . . ..” Lucy, 39-year-old woman). Autistic
adults and caregivers described subtle exclusions that
cumulatively became traumatic (e.g. being treated like “a
space alien” or as if “speaking a foreign language”).
Exclusion was described as occurring in childhood, at
work, and through social services, where individuals were
periodically denied supports due to their autism diagnosis
(“T keep falling through every single crack . . . I feel like
the world doesn’t care about me.” George, 39-year-old
man). George described the long-term impact of his alien-
ation: “I’ve decided it’s easier to be a loner than it is to try
and fit in where I don’t belong.”

Direct experiences of stigma and discrimination (sub-
theme) related to autism (e.g. discriminatory behavior
from others following diagnosis disclosure) and, gender
and sexuality (e.g. being intentionally misgendered), were
also reported within this theme. Caregivers of Black chil-
dren on the spectrum expressed concerns about their chil-
dren being dually targeted by police for their race and
autistic behavior, which could draw unwanted attention
and prevent their children from understanding and safely
navigating racially charged interactions.

Traumatic betrayal (subtheme) spanned not being
believed or being blamed when reporting maltreatment
(e.g. abuse, bullying), to a general perceived lack of sup-
port and protection from adults, peers and family. Several
autistic adults reported traumatic betrayal within the con-
text of romantic relationships, which they found particu-
larly devastating given their difficulties connecting with



1994

Autism 26(8)

others in general. Autistic adults also reported feeling
betrayed by people due to a lack of directness and honesty.
This form of betrayal often resulted from concrete inter-
pretations by autistic individuals of others” words. David
(37-year-old man) described his mother’s failure to follow
through on her word regarding his ability to quit an extra-
curricular activity as traumatic: “Right there, I lost my
trust for what she would say.”

Traumatic incongruities

Per adult and caregiver report, trauma also arose in
response to incongruities (theme) between the sensory,
social and executive processing style of autistic individu-
als and the external environment. Participants described
certain sensory experiences (subtheme; for example, hair-
cuts, fire alarms, ointment) as causing intense distress,
and, in some cases, physical pain and chronic anxiety.
Traumas also appeared to stem from autistic children’s
particular interpretations of certain phenomena (e.g. leak-
ing roof perceived as preternatural and a drowning threat).

Participants described significant transitions and
changes (subtheme) in daily life as trauma sources.
Parents noted increases in depression, obsessive compul-
sive symptoms, aggression, hospitalizations and regres-
sions in self-care coinciding with school transitions, high
school graduation, and moves from specialized to main-
stream learning. Autistic adults described these transitions
as traumatic due to the mismatch of environmental
demands with limited coping abilities (e.g. struggles to
learn and adjust to new rules, people, social expectations)
and resources (e.g. limited access to explicit training and
supports to navigate a new environment). Adults and par-
ents also described routine changes (e.g. falling autumn
leaves) and unpredictability in day-to-day life as having a
traumatic impact, again due to a dearth of both internal
(e.g. cognitive flexibility) and external resources (e.g.
clear communication, forewarning, social support) to sup-
port adaptation.

Finally, participants described trauma related to persis-
tent social confusion (subtheme)—that is, chronic, damag-
ing stress resulting from a reduced ability to understand
and predict others’ intentions and actions. This subtheme
reflected the confluence of difficulties interpreting social
cues with inhospitable social environments, in which
direct instructions and clarifications, better suited to autis-
tic processing, were not provided. This confusion was
linked to entrenched self-blame, self-doubt, anxiety, para-
noia, and exhaustion related to having to communicate
with others.

Autism and traditional sources of trauma

Rather than providing a description of all traditionally rec-
ognized sources of trauma reported, below we highlight
how autism was described to shape these stressors.

Maltreatment. Physical abuse (subtheme) was described
within the context of bullying and the use of physical
restraints in therapeutic settings as well as in the home,
when sensory resistance was brutally ignored (e.g. force
feeding child who resists eating specific textures). Adults’
recollections of emotional abuse (subtheme) from caregiv-
ers and caretakers (e.g. therapeutic staff, teachers) were
vivid and highly specific, consistent with a traumatic reac-
tion. George (39-year-old male) described specific inci-
dents of emotional abuse:

Those were so formative that I can’t wipe them out of my
mind. [ mean I could write a story about it. I could dictate to
you the weather conditions of those days . . . It’s so burned
into my memory.

The mother of a young boy who experienced sexual abuse
(subtheme) noted another layer of trauma was added by
her son’s struggle to communicate, which made interviews
with child protective services extremely distressing and
counter-productive. Participants also noted that difficulties
communicating, a desire to be socially accepted and diffi-
culties reading social cues make autistic children vulnera-
ble to sexual abuse and assault.

Environmental instability. This theme covered instability
other than maltreatment in formative relationships in the
family and living environment. Housing instability (sub-
theme) was described by participants who spent time in
shelters due to domestic violence and homelessness. Parents
highlighted the struggle to establish routine and the sudden,
enormous changes to their living situations as some of the
more damaging aspects of this trauma. Other challenges
noted were the lack of training in autism among shelter staff
and limited space in shelters for their child’s self-regulatory
behaviors (e.g. jumping), which escalated dramatically fol-
lowing relocation. A mother exposed to domestic violence
also noted that she initially resisted moving out of danger
due to concerns about losing her son’s intervention team.
Another mother described that her son appeared most per-
turbed by the loss of his cat, his primary source of compan-
ionship, who could not accompany them to the shelter.

Autistic adults described trauma related to exposure to
extreme mental illness (subtheme), including suicide
attempts, violent outbursts, self-harm, delusional thinking,
paranoia, stalking, and substance abuse within their families
and the limited social networks they were able to establish,
all of which added to their feelings of thwarted social con-
nectedness (see social exclusion). Finally, when describing
the loss of loved ones (subtheme), caregivers and adults
included the traumatic loss of critical support staff due to the
end of school, job turn-over, or lost funding.

Injury and illness. Another source of trauma described by
adults and caregivers was related to injurylillness (sub-
theme) that required medical treatment. Even when not
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life-threatening, illness, injury, and subsequent medical
care were described by some as traumatic because of a
sensitivity to needles, other sensitivities (bright lights), as
well as intolerance of uncertainty.

Discussion

We conducted interviews with autistic adults and caregivers
of autistic people to identify potential sources of trauma and
evaluate the ability of a standard questionnaire, the THQ, to
assess these experiences. Consistent with the Kerns et al.
(2015) model, findings suggest trauma may arise for autistic
individuals from a combination of autism-specific and tradi-
tionally recognized stressors, some but not all of which were
represented by the THQ. Consistent with the recommenda-
tions of Kildahl et al., (2020), Rumball (2019), Rumball
et al., (2020), and Haruvi-Lamdan et al. (2018), these find-
ings suggest a need to adapt current measures and diag-
nostic criteria to include a broader range of stressors in
order to accurately assess, research, and treat traumatic
reactions, including, but not limited to PTSD, in the autis-
tic population.

Traditionally assessed sources of trauma, captured in
both the THQ and qualitative interviews, included physi-
cal, sexual, and emotional abuse, neglect, severe injury and
illness, and bullying. Findings are consistent with research
suggesting autistic children experience these adversities at
above-average rates (Hoover & Kaufman, 2018; McDonnell
et al., 2019). Qualitative findings shed further light on how
autism may shape a child’s vulnerability to these stressors
via communication barriers (which may limit abuse allega-
tions and convictions), social naivete, and a desire for social
acceptance (which enhance a child’s vulnerability to
manipulation) and sensitivities to sensory input and novel
experiences (which can exacerbate the shock of injury, ill-
ness, and medical treatments), themes also reported by
mental health clinicians supporting autistic adults with co-
occurring autism and intellectual disability (Kildahl et al.,
2020). Interviews also illuminated how autism may shape
what aspects of a stressor are experienced as most trau-
matic; for example, a move away from one trauma (abuse)
may yield another (change in routine, loss of pet) for some-
one on the spectrum. Understanding such nuances in how
autistic children and adults experience commonly recog-
nized stressors may be critical to ensure that the most semi-
nal aspects of an autistic individual’s trauma are accurately
identified and effectively targeted by clinicians (see
Peterson et al., 2019).

Another key source of trauma was social exclusion and
marginalization. Such experiences are associated with nega-
tive psychological and physical outcomes (Heinz et al.,
2020; Leigh-Hunt et al., 2017; Williams, 2007), and social
stressors have been linked to PTSD specifically in autism
(Haruvi-Lamdan et al., 2020). Autistic adults and caregivers
identified varied, often compounding forms of exclusion

and being socially trapped—via physical restraint, sedation
and institutionalization or via disenfranchisement—as
sources of trauma that begin in childhood. The “trapped”
theme reflected the experience of being limited and restricted
by society, such that basic human drives—the drive to excel,
prosper, contribute, become autonomous and for many, to
connect with others—felt not only out of reach, but purpose-
fully removed from range. Rather than isolated incidents,
most participants described repeated experiences of restric-
tion and removal of opportunities and rights that lastingly
altered their coping resources and well-being overtime.
Findings are consistent with research demonstrating autism
is associated with bullying, poor social integration, and
minority stress (Botha & Frost, 2020; Howlin, 2013; Roux
et al., 2013; Sterzing et al., 2012). These varied, accumulat-
ing forms of exclusion and marginalization were among the
most prominent themes identified, suggesting they may be
key, but understudied contributors to mental health out-
comes in autism.

Additional sources of trauma were incongruities
between the sensory, executive function and social pro-
cessing of autistic individuals and their surrounding envi-
ronment. Haircuts, fire alarms, and dental work, managing
changes—from the shifting seasons to moving homes to
day-to-day stressors—and the chronic uncertainty and
exclusion caused by missing or struggling to understand
social cues were described as sources of long-lasting psy-
chological injury. Prior research has identified these chal-
lenges as sources of stress and anxiety for autistic
individuals with and without intellectual disabilities
(Brewin et al., 2019; Groden et al., 2001; Kerns et al.,
2021; Kildahl et al., 2020; Rodgers et al., 2016). Our
results are consistent in suggesting a traumatic or long-
lasting injurious effect of such stressors on the well-being
of autistic individuals.

A secondary goal was to evaluate the correspondence
between qualitative interviews and the THQ. Many, but
not all experiences endorsed on the THQ were described
as traumatic in qualitative interviews. Not all adversities
are experienced as traumatic (Bonanno, 2005), and our
results suggest such resilience or resistance to adversity is
also observed in those on the spectrum. Nonetheless, some
experiences (e.g. bullying, emotional abuse), when
endorsed on the THQ, were universally described as trau-
matic by participants. Furthermore, most autistic adults
and approximately half of caregivers endorsed “other
trauma” on the THQ—indicating a trauma not covered by
existing items. Moreover, all autistic adults and caregivers
reported sources of trauma in interviews not represented
by the THQ. Findings underscore the importance of devel-
oping tailored tools, better equipped to capture the diverse
range of stressors experienced by this population.

Study limitations include reduced gender and racial
diversity, which likely restricted our ability to examine the
traumas of autistic women, non-binary individuals, and
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people of color. Our results were also focused on identify-
ing potential sources of trauma for autistic individuals
using retrospective reports, which may be subject to recall
bias. Thus, the extent to which PTSD and other mental
health concerns can be directly attributed to these stressors
was not confirmed and should be investigated in future
research, akin to Rumball et al. (2020). Finally, we used
caregiver interviews to capture the experiences of individ-
uals with communication impairments, an incomplete
approach given that child and parent perspectives may be
discrepant (Kalvin et al., 2020).

Conclusion

Physical and psychological comorbidities are disproportion-
ately represented among autistic children and adults (Croen
et al., 2015; Kerns, Rast, & Shattuck, 2020). There are
growing calls for research to consider how adversities and
social determinants, such as social status and integration,
contribute to these outcomes (Kerns et al., 2015; Shattuck
et al., 2020). To be most effective, such research must be
informed by an understanding of the full range of stressors
that impact the well-being of autistic individuals. The
sources of trauma illuminated by this study may be transfer-
able to other cases, but are unlikely to constitute an exhaus-
tive or directly generalizable list since their representation
and associated characteristics (i.e. communication ability,
socioeconomic status) within the autistic population require
quantitative evaluation (our sample was small and purpose-
fully recruited for those with trauma histories). Nonetheless,
our findings provide critical information regarding how
adversity might be operationalized in future research and
practice. Findings suggest that varied forms of exclusion
and marginalization may be critical to assess and that facets
of the autism phenotype may transform common life events
into traumas and shape what aspects of traditionally recog-
nized stressors are experienced as most traumatic. Awareness
of these themes may help ensure that the traumatic experi-
ences of autistic individuals are not underestimated in future
research or inappropriately discounted in case formulations
and the development and application of trauma-focused
treatments.
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