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“Realizing the problem wasn’t necessarily me”: the meaning of childhood 
adversity and resilience in the lives of autistic adults
Gabrielle A. Heselton a, Gwen R. Rempel a and David B. Nicholas b

aFaculty of Health Disciplines (FHD), Athabasca University, Athabasca, Alberta, Canada; bFaculty of Social Work, Central and Northern 
Alberta Region, University of Calgary, Calgary, Alberta, Canada

ABSTRACT
Purpose: There is evidence that childhood adversity is correlated with poor health outcomes 
across the lifespan. Resilience results when internal and external protective factors in child
hood mitigate this relationship. However, among children on the autism spectrum, these 
relationships are understudied, and little is known about the characteristics and role of 
adversity and resilience in their in their lives. This study interprets these phenomena as 
experienced by autistic young adults.
Methods: Initially, we conducted community engagement with five members of the autism 
community who advised on the research question, research design, and analysis. 
Subsequently, four autistic young adults, three women and one non-binary, aged 19–27, 
were recruited to participate in semi-structured interviews via phone, video conference, and 
online chat. Credibility checking interviews followed data analysis.
Results: Through interpretative phenomenological analysis we identified themes related to 
the negative effects of adversity, including social disconnection, mental and emotional well- 
being, sense of self, and development into young adulthood. Resilience developed in places of 
refuge and identity and was evident in their transitions into young adulthood.
Conclusion: These findings provide direction for decreasing adversity and fostering resilience 
in children and adolescents on the autism spectrum.
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Introduction

Childhood adversity has been established in the litera
ture as a predictor of poor physical and mental health 
outcomes in adulthood (Bright et al., 2016; Felitti et al., 
1998; Hughes et al., 2017). Additionally, there is evi
dence that adversity is correlated with physical and 
mental health outcomes for children and adolescents 
(Bellis et al., 2018; Bright et al., 2016; Rigles, 2017). 
Adverse experiences are diverse and may include 
abuse, neglect, bullying, parental death or illness, expo
sure to violence, and living in poverty (Berg et al., 2016; 
Felitti et al., 1998; Hughes et al., 2017; Kerns et al., 2015; 
Mehtar & Mukaddes, 2011; Moore & Ramirez, 2016; 
Taylor & Gotham, 2016). However, the potential nega
tive effects associated with childhood adversity can be 
ameliorated by internal and external protective factors 
—a concept known as resilience. (Gartland et al., 2019; 
Herrman et al., 2011; Liu et al., 2020; Moore & Ramirez, 
2016). In relation to experiences of adversity, the 
American Psychological Association [APA] (2014), sug
gested that resilience simply means “adapting well” to 
and “bouncing back” from adverse circumstances (p. 1). 
Researchers have identified many factors that 

potentially contribute to resilience, such as an indivi
dual’s personal characteristics, genetics/biology, posi
tive family/social connections, and community factors 
(Gartland et al., 2019; Herrman et al., 2011). For example, 
Liu et al. (2020) found that youth who experienced high 
levels of adversity had better health outcomes when 
they also experienced high levels of protective factors 
in their lives, as compared to those who experienced 
adversity but did not have the benefit of mitigating 
protective factors. While these phenomena are well 
studied in the general population, there is little research 
specifically exploring the relationship between child
hood adversity, resilience, and mental health among 
autistic individuals (Lai & Szatmari, 2019; Taylor & 
Gotham, 2016). Epidemiological research has shown 
that children on the autism spectrum endure more 
adversity than their non-autistic peers (Berg et al., 
2016; Rigles, 2017) and experience a high prevalence 
of mental health diagnoses across the lifespan (Centers 
for Disease Control and Prevention [CDC], 2020; Joshi 
et al., 2010; Lai et al., 2019; Madden et al., 2017; Soke 
et al., 2018). While some researchers have explored the 
relationship between adversity and mental health

CONTACT Gabrielle A. Heselton heselton1@athabasca.edu FHD, Athabasca University, 1 University Drive, Athabasca, Alberta T9S 3A3, Canada
Supplemental data for this article can be accessed here.

INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING
2022, VOL. 17, 2051237
https://doi.org/10.1080/17482631.2022.2051237

© 2022 The Author(s). Published by Informa UK Limited, trading as Taylor & Francis Group. 
This is an Open Access article distributed under the terms of the Creative Commons Attribution License (http://creativecommons.org/licenses/by/4.0/), which permits 
unrestricted use, distribution, and reproduction in any medium, provided the original work is properly cited.

http://orcid.org/0000-0003-0262-7782
http://orcid.org/0000-0002-0416-5967
http://orcid.org/0000-0003-4480-322X
https://doi.org/10.1080/17482631.2022.2051237
http://www.tandfonline.com
https://crossmark.crossref.org/dialog/?doi=10.1080/17482631.2022.2051237&domain=pdf&date_stamp=2022-03-17


challenges in children on the autism spectrum (e.g., 
Storch et al., 2013; Taylor & Gotham, 2016; Wood & 
Gadow, 2010), the current literature does not reflect 
the lived experiences of adversity and mental health 
among autistic individuals. Furthermore, limited 
research on the prevalence of protective factors in the 
lives of autistic children hasdescribed inconsistent find
ings. For example, Rigles (2017) found that children on 
the autism spectrum did not demonstrate as much 
resilience as their non-autistic peers, while McCrimmon 
et al. (2016) found no difference in the presentation of 
resilience factors among children on the autism spec
trum and those without an autism diagnosis. It is impor
tant to note that the samples in these studies differed. 
McCrimmon et al. included only participants with 
a diagnosis of high-functioning autism, while Rigles 
included those who had received any autism-related 
diagnostic label. Therefore, these findings are not fully 
comparable. Regardless, this brings into question the 
role of resilience in mitigating the effects of adversity on 
autistic children. Rigles (2017) posited that the factors 
contributing to resilience in children on the autism 
spectrum may be different from what is currently 
being measured by researchers. Thus, more research is 
needed to understand the nature of resilience in autistic 
children.

Aim

The lack of understanding of these phenomena among 
autistic individuals is concerning, particularly given the 
prevalence of poor mental health among autistic indivi
duals. A conceptualization of the interplay between 
childhood adversity, resilience, and mental health in 
individuals on the autism spectrum would inform men
tal health promotion and intervention for this popula
tion, potentially improving their mental health. The aim 
of this study was to provide insight into the influence of 
childhood adversity on the lives of autistic adults, and 
the meaning of resilience in their lives.

Theoretical and methodological approach

Autism is typically understood as a neurobiological con
dition characterized by (a) difficulty with social commu
nication and (b) restricted, repetitive patterns of 
behaviour (National Institute of Mental Health [NIMH], 
2020). Social communication challenges may lead to 
difficulty with relationships and managing changing 
social contexts (Lord & Jones, 2012; NIMH, 2020). 
Restricted, repetitive behaviours take many forms, 
sometimes presenting as physical movements, speech 
patterns, or a hyper-focus to certain activities or inter
ests (NIMH, 2020). We sought to understand how being 
autistic interacted with childhood experiences of adver
sity and the development of resilience. We conceptua
lized autism as not only a diagnosis but also as part of 
participants’ identities, a notion rooted in neurodiver
sity (O’Dell et al., 2016). Proponents of neurodiversity 

conceptualize autism as a neurobiological difference 
that contributes to unique strengths and abilities, rather 
than as a pathology to be treated or fixed (Baron- 
Cohen, 2017; Silberman, 2015). Accordingly, neurodi
versity and autistic identity were considered in inter
preting the participants’ experiences of childhood 
adversity and resilience. We conceptualized mental 
health as being influenced by an interaction between 
autistic identity, adversity, and resilience.

Furthermore, autism-related research has most often 
been conducted by non-autistic researchers, leading to 
misunderstandings and misinterpretations of what it 
means to be autistic (Milton, 2014; Milton & Bracher, 
2013; Milton et al., 2012). To decrease the risk of harm 
and make autism-related research more ethical, it is 
imperative that members of the autistic community, 
and other community stakeholders, be included in 
identifying priorities and informing methodologies 
(Chown et al., 2017; Milton & Bracher, 2013; Pellicano 
et al., 2014; Pellicano & Stears, 2011). This study incor
porated philosophies and methods borrowed from par
ticipatory research to establish an inclusive research 
design and uphold the principles of ethical autism- 
related research (Chown et al., 2017; Pellicano, 2014).

Interpretative phenomenological analysis (IPA) 
informed this study, with participatory methods inte
grated throughout the design. IPA is rooted in phe
nomenology, which focuses on describing human 
experiences; hermeneutics, which seeks to interpret 
and make meaning of participants’ experiences; and 
idiography, by which researchers attend to the details 
and context of a participant’s experience (Smith et al., 
2009). IPA researchers pay close attention to partici
pants’ descriptions and understandings of their lived 
experiences, interpreting the participants’ interpreta
tions of their own experiences. This makes IPA an 
appropriate methodology for conducting ethical aut
ism-related research; through reflective interpretation, 
researchers do not claim to have first-hand knowl
edge of autistic experiences, rather they seek to 
understand and highlight the perspectives of partici
pants, while acknowledging the influence of their 
own biases on the findings (MacLeod, 2019). This 
approach, along with positioning participants as 
experts, helps lessen the inherent power imbalances 
between non-autistic researchers and autistic partici
pants (Howard et al., 2019). Our first step to increasing 
the participation of the autism community in this 
study was to engage advisors from the autism com
munity (see Heselton et al., 2021).

Methods

Participants

To engage the community, we recruited five commu
nity members, three autistic individuals and two non-
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autistic mental health practitioners working within the 
autism community to provide input into the research 
design. Two advisors also identified as parents of 
children on the autism spectrum. Community advisors 
were interviewed via phone or videoconference. 
Community advisors provided recommendations for 
recruitment and data collection methods; and insight 
into autistic ways of thinking, communicating, and 
interacting, which influenced data generation and 
analysis. Following community engagement, partici
pants were recruited through social media, local aut
ism-community serving agencies, and a university 
online announcement board. Four young adults 
(aged 19–27), three women and one non-binary 
volunteered for this study. While the eligibility criteria 
for this study did not exclude participants based on 
gender, self-selection resulted in a participant sample 
that did not include any men. This allowed us to 
explore the unique experiences of women and non- 
binary participants, who are underrepresented in aut
ism-related research (Lai et al., 2015).

Procedure

The study design was approved by the institutional 
Research Ethics Board (Athabasca University, #23780). 
Both community advisors and participants reviewed 
the informed consent form and gave written or audio- 
recorded verbal informed consent prior to their 
interviews.

As per the advice of community advisors, partici
pants were offered a variety of participation options 
(e.g., videoconference interview, phone interview, 
online chat interview, or written narratives with or 
without visual images). Two participants participated 
by phone, one opted for videoconference, and one 
engaged via online chat. In-person interviews were 
not offered due to COVID-19 safety concerns. The 
first author conducted the interviews. All participants 
opted to preview the interview guide. To enhance 
transparency and understanding, the interview guide 
provided detailed explanations of the purpose for 
each question and contained both open-ended ques
tions and concrete, specific prompts (see supplemen
tal data). Interview topics included childhood 
adversity, resilience, and mental health. Video and 
phone interviews ranged from 58 minutes to 107 min
utes. Phone and video interviews were audio 
recorded and the online chat log was saved. 
Participants received a $25 gift card following the 
interview.

Data analysis

As per IPA, each participant’s data were thematically 
analysed as a single case, and then analysis was com
pleted across cases to identify common themes (Smith 

et al., 2009). In the initial noting phase, data were 
annotated according to descriptive, linguistic, and con
ceptual elements (Smith et al., 2009). Following initial 
noting of a single case, annotations and reflexive com
ments were reviewed to identify emergent themes. 
Similar themes were then clustered according to adver
sity or resilience. These themes were tabled, described, 
and then through abstraction, narrowed further to 
superordinate themes. Finally, the superordinate 
themes for each single case were compared, grouped, 
and renamed through abstraction, and then clustered 
one more time, described, and categorized into new 
superordinate themes. These final themes were tabled 
with supporting participant quotations to ensure 
themes derived across cases were found in the details 
of each participant’s recount of their experiences.

Rigour
To maintain rigour, the first author kept reflexive 
notes and integrated them into analysis. Reflexivity 
gives the IPA researcher opportunity to evaluate the 
influence of their own experiences on the analysis 
(Smith et al., 2009). To further demonstrate analytic 
rigour, the second author also completed initial not
ing and emergent theme development for each case, 
with ongoing discussions and critical evaluation 
throughout the process of thematization. Finally, the 
first author engaged participants a second time for 
the purpose of credibility checking. Participants were 
provided with a summary of overall themes and sup
porting quotations pertaining to their interview. Three 
participants provided feedback via recorded phone or 
videoconference, and one responded in writing. 
Through this process, participants confirmed aspects 
of the analysis that were consistent with their experi
ences. Often the themes resonated strongly with par
ticipants, and this compelled them to provide 
additional detail to enrich the description and under
standing of their experiences. One participant also 
provided clarification when our interpretation of 
their experiences was not congruent with their inter
pretation. This additional data was incorporated into 
the findings. Additionally, participants chose 
a pseudonym to be identified by in the final report 
and dissemination. Participants were given another 
$25 gift card following the credibility check. The feed
back was integrated into the findings.

Findings

Themes of both adversity and resilience were appar
ent in the interpretations of participants’ recounted 
experiences. Themes related to adversity highlight the 
negative influence of adverse experiences on partici
pants’ well-being, while resilience-related themes 
demonstrated protection from adverse experiences.
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Through data analysis we derived 4 themes related 
to adversity and 3 themes related to resilience. Each 
theme encompassed multiple sub-themes, with 
a total of 27 sub-themes. In this section we will 
describe the over-arching themes related to adversity 
and resilience with quotes from participants related to 
important sub-themes.

Adversity

Participants described diverse experiences of adver
sity including bullying at school by peers and tea
chers; rejection by peers; verbal, emotional, and 
physical abuse by parents; growing up in an oppres
sive communist dictatorship; and internal dysregula
tion and behaviour challenges. Despite their unique 
and varied experiences, participants described similar 
effects of adversity on their lives: adversity influences 
social disconnection, adversity influences mental and 
emotional well-being, adversity influences sense of self, 
and adversity influences development into young 
adulthood.

Adversity influences social disconnection
Participants identified social disconnection related to 
adversity, which affected their relationships with 
friends and romantic partners, even into young adult
hood. While participants did not attribute their experi
ences of social disconnection to autistic 
characteristics, they were often victimized for being 
different, which exacerbated social disconnection. 
Social disconnection occurred in multiple ways, 
including through avoidance of social interactions, 
and ostracization and stigmatization by others.

For participants in this study, social disconnection 
occurred when participants chose to avoid social 
interactions based on previous negative experiences, 
such as bullying at school. Hannah said, “I just tried to 
stay away from [the other kids].” The social disconnec
tion was not isolated to childhood: Chris described 
their ongoing avoidance of social connection, “I had 
a really hard time trusting people around me . . . and 
so, it’s become really hard for me to reach out to 
people on my own.”

Besides their own avoidance of social connection, 
participants described adverse experiences of ostraciza
tion, (i.e., exclusion from social groups and activities); 
and stigmatization, wherein they were negatively 
labelled and consequently mistreated by others, both 
of which led to social disconnection. Not surprisingly, 
participants were ostracized by peers. Hannah recalled 
being unwelcome among peers: “People were just tell
ing me that I don’t deserve to be here.” Additionally, 
some participants were ostracized by adults. Shirley 
recounted an experience with her grandmother: “I 
started drumming on the table because I was so 

happy. [My grandmother] asked my mom to escort 
me out because I was disrupting her pets.”

Participants recounted a range of experiences of 
stigmatization. They described being negatively char
acterized and subsequently deemed unworthy and 
unwelcome. For instance, Hannah recounted the con
sequences of being labelled as unstable: “[I was] con
stantly being called a psycho, being beaten up at 
school.” The stigmatization Chris faced at school by 
peers was reinforced by teachers: “they were making 
a point of making sure that everybody knew that 
I was different and wrong. I had been built up as 
like this problem child who did everything wrong on 
purpose.” In a follow-up discussion, Saoirse expressed 
how policies and practices within the school system 
set her up to be ostracized and stigmatized:

Because I was in that spec ed/gifted class . . . we were 
still segregated from the rest, were still the different 
or the special kids. And while I’m really grateful that 
we had a specific place for us, why are we the ones 
that have to be treated as the other? 

Adversity influences mental and emotional 
well-being
Participants in this study expressed a history of men
tal health challenges and emotional distress. These 
issues began in childhood and, for all four partici
pants, continued into adulthood, with varying 
degrees of severity. Their experiences of childhood 
adversity particularly influenced suicidal ideation and 
emotional distress.

Suicidal ideation emerged as a common experi
ence among participants. Chris’s suicidal thoughts 
and behaviours began at a young age: “I had first 
experienced suicidal ideation when I was eight . . . 
my first suicide attempt was when I was nine. It was 
rough.” Related to suicidal ideation was emotional 
distress. This included emotional pain, sadness, anxi
ety, anger, and self-hatred. Hannah experienced dis
tress from a young age:

I hated myself since I was 5, actually . . .. I was really 
sad all the time. I was angry. I couldn’t control my 
anger . . .. When I was in high school [I] started ther
apy because my anxiety was really bad. 

Shirley recalled, “As a child I was depressed a lot 
because I was always bullied at school or by my 
dad . . .. I’d say my mood was hurt and confused 
through my childhood.”

Adversity influences development into young 
adulthood
Saoirse frequently characterized her experiences of 
adversity as “formative,” and this attribution was simi
larly reflected in the other participants’ accounts. 
Formative experiences were those that influenced 
participants’ development, including how they
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interacted, behaved, and felt in adulthood. As they 
entered young adulthood, they had to unlearn learned 
behaviours and had difficulty with adult relationships.

The adversities that participants encountered were 
complex, ongoing, and pervasive. These experiences 
were interwoven with the development of their atti
tudes, beliefs, values, and behaviours. Over time, they 
learned that there were alternatives to these views 
and behaviours and, in some cases, that they were 
unhelpful or even unsafe. For example, Saoirse’s 
father modelled aggression:

I was using the same awful tactics that my father was. 
I was using aggression, and hatred and resentment, 
anger . . . I ended up just like my father . . .. And I was 
like, no, I can’t do that . . .. And that’s what made me 
look inside and do a lot more internal work. 

Furthermore, participants experienced challenges with 
initiating and maintaining adult relationships. Shirley 
said, “I’ve also been in tons of failed relationships and 
recently got out of an abusive one which I feel is all 
linked to my past experiences.” Saoirse described how 
her template for interacting with others developed 
through interactions with her father:

Yeah, the relationships I had growing up in my family 
just did not give to me the tools . . . to communicate 
properly with people, to have a productive and posi
tive conversation, to make friends, [or] to repair 
relationships. 

Adversity influences sense of self
Participants held many negative perceptions of them
selves and a lack of agency, which developed through 
feelings of shame and powerlessness.

Experiences of adversity taught participants that 
they should be ashamed of themselves because they 
were different and inadequate. Shirley tried despe
rately to hide her autistic identity from others:

Honestly, I felt very claustrophobic trying to hide who 
I was. Almost like you were trying to physically stuff 
me into a literal desk drawer at times . . .. I wanted to 
be normal and ‘non autistic’ growing up so I studied 
my peers to try and be like them. 

Chris felt unworthy and inferior, “it was a lot of me 
internalizing that I was a bad person.”

Along with shame came feelings of powerless
ness. Participants described feeling that they had 
no capacity to change their circumstances. Saoirse 
said of her conflict with her father, “it didn’t matter 
what I tried to do with my life . . .. it seemed insur
mountable and I wasn’t going to be able to do 
anything, because I wasn’t allowed.” Hannah felt 
powerless to her emotional dysregulation, “I never 
meant to hurt anyone. It just happened because 
I lost control.”

Resilience

Participants described factors in their childhoods 
that protected them from the effects of adverse 
experiences; resilience was interpreted as 
a function of these factors and evidenced in posi
tive outcomes. In speaking about the meaning of 
resilience in their lives, participants identified inter
nal and external factors that provided them with 
security, stability, and support in the face of adver
sity. Each participant defined resilience differently; 
however, their definitions alluded to a perseverance 
in the face of adversity and resistance to its poten
tially detrimental effects. From Saoirse:

Resilience, to me, means fighting back in the face of 
adversity . . . it sucked, but you had to deal with it, and 
you had to find a way to either overcome it, circum
vent it, or cope with it. 

Resilience factors were interpreted as being present in 
places of refuge and identity. Additionally, resilience 
influenced transitions into young adulthood.

Places of refuge
Resilience was fostered in safe spaces, where partici
pants could escape from the ongoing and relentless 
stress of adversity in their lives—places where they 
were free to be themselves. These places of refuge 
were not only physical spaces, but also connection 
with other people and internal resources. Participants 
found refuges in external spaces—communities that 
were accepting and that gave participants a sense of 
belonging. Internal places of refuge included immer
sion in their interests and talents and their 
imaginations.

Participants found refuge and safety when they 
were accepted by others unconditionally and when 
they were able to feel a sense of belonging with 
others. Shirley recalled feeling safe with her aunt 
and cousin:

[My aunt] always made me laugh by being silly and so 
did my cousin who lived with her . . .. I remember in 
the summers we’d stay there he’d look through teen 
magazines with me, do the high school musical sing- 
alongs with me, etc., and my aunt was always pre
tending to be clumsier or sillier than she really was. 

Saoirse highlighted her high school experience in 
a gifted programme:

Those kids were like me. That was really awesome. 
That was the first time that I had seen a conglomerate 
of classmates that had similar characteristics. And 
then I kind of realized, wow, I don’t have to cover 
up anymore, necessarily. I don’t have to wear a mask. 
I don’t have to try, and you know, spend the abhor
rent amount of energy that I do trying to fit in in 
a neurotypical world. I could just be with these kids 
and it would be great. 
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Participants found internal refuge in the activities they 
were passionate about. Hannah expressed how she 
depended on her special interests for stability and 
security, “having a special interest to rely on . . . 
I really enjoyed lining up Little Pet Shops and organiz
ing them. I acted out scenes from my life.” Saoirse 
described how her musical talent helped her, “if 
I needed to feel good . . . I would just sing and play 
the piano for hours and pretend. It was a really nice 
escape.”

Similarly, Chris recalled retreating into their imagi
nation, as that was somewhere their hardships did not 
exist, “My favorite thing to do was to go to the pool 
and just swim. And I would like to imagine I was a fish 
or a mermaid or whatever because it was like an 
escapism thing.”

Resilience develops through identity
While adversity influenced participants’ sense of self 
and self-perception, their identities, namely their per
sonal traits and uniqueness, also contributed to their 
resilience. The aspects of their identities that pro
moted resilience were developing self-understanding, 
personal attributes, including determination, and 
a sense of pride.

Related to adversity, participants talked about lack
ing self-understanding and being mystified by their own 
thoughts, feelings, and behaviours. Conversely, as parti
cipants developed self-understanding, they could inte
grate their uniqueness into a sense of identity, which 
influenced resilience. For example, Saoirse remembered 
identifying with Disney characters as a child:

Most people just think that I am a little bit more to 
myself, or . . . ‘strange’ or ‘eccentric’ or ‘weird’ are the 
terms that were used with me as a child . . . but 
I didn’t find anything wrong with being ‘eccentric’ 
or ‘strange’ . . .. I mean, frig, they called Belle in 
Beauty and the Beast strange and I was like, she’s 
not strange! She just likes to read books. I like to read 
books, too. What’s weird about that? 

Hannah discussed how receiving an autism diagnosis 
changed her understanding of herself:

I got diagnosed when I was 17 years old and it was 
a really eye-opening experience because it finally 
explained what was going on in my childhood . . . 
I thought I had a personality disorder because I was 
so emotionally unstable, but it turned out to be just 
autism and that my sensory needs weren’t being met. 

Personal attributes, such as Shirley’s sense of humour, 
contributed to participants’ overall sense of identity 
and resilience to adversity. Shirley said, “I’ve adapted 
a very dark sense of humor to my life experiences.” 
Additionally, several participants expressed their 
determination to make changes in their lives and 
circumstances and to be heard, despite the negative 
effects of adversity. As Saoirse’s understanding of her 

circumstances shifted, she gained the confidence to 
improve her situation:

Realizing that the problem wasn’t necessarily me . . . 
after that, I applied to university and college without 
[my father’s] permission. Because I was like, you know 
what? I will be damned if I am not allowed to go out 
and live my life. 

Finally, developing a sense of pride in one’s accom
plishments served as a resilience factor for partici
pants. Hannah spoke about her school 
achievements, “I’ve always been a high achiever aca
demically. I’m a straight A student and always have 
been. And I work really hard and really enjoy studying 
and that’s something that I’ve always taken pride in.”

Resilience influences transitions to young 
adulthood
For the participants in this study, resilience meant 
positivity and growth in their young adult lives, 
despite their experiences of adversity, which was evi
dent as they developed social connections and 
demonstrated moving forward with their lives.

In young adulthood, participants expressed new
found social connections, including friendships and 
romantic relationships. Saoirse expressed gratitude 
for her current social connections, “I have amazing 
other supportive friends [and] my partner who 
I disclosed most of this information to. So, yeah, I’ve 
had really great people around.”

Participants were future-focused—making plans and 
engaging in activities, facing challenges with adaptabil
ity. Hannah happily noted how she had learned to 
regulate her emotions and behaviour, “On the whole, 
I am pretty much in control most of the time, I can 
control the sensory input. Saoirse described her life 
after leaving home, “I was able to explore the world . . . 
I started hanging out with people that I otherwise 
wasn’t allowed to hang out with. I started trying differ
ent activities.” Chris enrolled in a post-secondary pro
gramme and engaged in entrepreneurship, “[I’m] 
starting a small business with my friend.”

Discussion

In this study, participants’ experiences of childhood 
adversity varied, however the effects were commonly 
destructive to their well-being and sense of self. 
Furthermore, there was commonality in their experi
ences of resilience. The influence of adversity in the 
lives of participants was not solely related to mental 
health, as has been identified in the research literature 
(Bellis et al., 2018; Bright et al., 2016; Rigles, 2017). 
Participants linked adversity to negative outcomes in 
other aspects of their lives, such as relationships and 
their social-emotional development into young adult
hood. Related to resilience development, participants
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identified factors that were unique to their individual 
characteristics and circumstances but that had com
monalities. Seeking refuge in safe people and places, 
as well as a sense of identity, were important for 
participants’ ability to manage the relentless adversity 
they faced.

Research has indicated a relationship between 
mental health symptomology and adversity in non- 
autistic children (Bellis et al., 2018; Bright et al., 2016; 
Rigles, 2017) and there is limited evidence that chil
dren on the autism spectrum also experience mental 
health challenges related to adverse experiences 
(Storch et al., 2013; Taylor & Gotham, 2016; Wood & 
Gadow, 2010), however these studies do not provide 
evidence from the lived experiences of autistic indivi
duals. In a study by Ahlström and Wentz (2014) ado
lescents diagnosed with both autism and attention 
deficit hyperactivity disorder (ADHD) described stres
sors in their everyday lives that were similar to those 
of the participants in this study, including victimiza
tion by peers and adults, anxiety, and rejection. Our 
study is unique in that we not only described the 
presence of adversity and resilience in participants’ 
lives but did so by examining first-hand accounts 
from autistic adults. Therefore, this study provides 
insight into the immediate and long-term complex 
influence of adversity on their lives. Participants con
nected their mental health challenges, including 
depression, anxiety, and suicidal ideation, to adversity, 
symptomology that has been identified in previous 
research (Storch et al., 2013; Taylor & Gotham, 2016). 
Additionally, they described how adversity influenced 
other aspects of their lives—their diminished social 
interactions, lack of connection, and negative self- 
concept—and how it permeated their development 
beyond adolescence into young adulthood.

Theoretical frameworks of adversity and 
resilience

Some theorists posit that the neurobiological charac
teristics of autism influence how adverse experiences 
are perceived by autistic children, thus mitigating or 
exacerbating their effects (Im, 2016; Kerns et al., 2015); 
however, this was not identified by participants in the 
present study as a feature of their experiences of adver
sity. Instead, these findings show a complex and con
textual interaction of autism with both adversity and 
resilience that is simultaneously detrimental and pro
tective. For example, autistic characteristics contribu
ted to both adversity and resilience. Autism interacted 
with adversity to influence social disconnection, how
ever not because autism was adverse in and of itself or 
as a confounding influence in participants’ interpreta
tions of their experiences; rather this social disconnec
tion was often prompted by maltreatment related to 
participants’ autistic traits and differences. This 

distinction does not preclude the damaging effects of 
these experiences on many aspects of the participants’ 
lives. In relation to resilience, participants’ autistic char
acteristics carried significance for them as resilience 
factors that mitigated the effects of adversity. 
Participants found safety and comfort in special inter
ests and talents, as well as with peers who understood 
and experienced the world in a similar way.

Additionally, the present study goes beyond epi
demiology and provides an in-depth exploration of 
the meaning of resilience in the lives of participants. 
In typically developing children, resilience is theorized 
to be the result of the mitigation of the negative 
effects of adversity by internal and external protective 
factors. Individuals who experience better health out
comes despite significant childhood adversity are con
sidered resilient and this characteristic is attributed to 
the protection provided by common factors in their 
young lives (Gartland et al., 2019; Herrman et al., 2011; 
Liu et al., 2020; Moore & Ramirez, 2016). However, 
little is known about the characterization of resilience 
to adversity in children on the autism spectrum, as 
the available research is predominantly epidemiologi
cal and quantitative (e.g., McCrimmon et al., 2016; 
Rigles, 2017). In non-autistic children, factors such as 
supportive adults, personality characteristics, and 
positive social relationships have been identified as 
potentially protective against the negative effects of 
adversity (Gartland et al., 2019; Herrman et al., 2011). 
Autistic participants in the current study identified 
similar protective influences in their childhoods. 
They described positive internal and external influ
ences on their lives, including personal attributes, 
attentive adults, and accepting social groups, but 
also elements unique to being autistic, such as special 
interests and talents, a sense of belonging among 
peers with similar traits and experiences, and self- 
understanding related to their autistic identities. 
Notably, participants also described some positive 
aspects of young adulthood, which suggests that resi
lience has mediated, to some degree, the negative 
effects associated with childhood adversity.

Strengths, limitations, and implications for future 
research

The present study provides new insight into the experi
ences of childhood adversity and the meaning of resili
ence among autistic adults. While these findings need to 
be considered in the context of a small sample size, the 
sample is reasonable as per IPA methodology. Our find
ings offer nuanced attention to the details of participant 
accounts, thus providing an in-depth understanding of 
these phenomena in the lives of participants. 
Additionally, IPA provided an opportunity to hear directly 
from autistic individuals about their experiences, rather 
than drawing conclusions from non-autistic, outsider
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observations. This, along with integration of participatory 
methods into the study design (Heselton et al., 2021), 
aligns this study closely to the principles of ethical aut
ism-related research (Chown et al., 2017).

Consistent with IPA, we engaged a small, homoge
nous sample of participants, which presented several 
limitations. Given that there were no male-identifying 
participants, the findings are somewhat constrained by 
gender; the experiences of men and boys may be dif
ferent. However, given the gender bias towards men 
and boys in the diagnosis of autism, women and non- 
binary individuals are underrepresented in research (Lai 
et al., 2015), therefore this study addressed that gap.

Additionally, several community advisors sug
gested that limiting recruitment to individuals who 
had been diagnosed prior in childhood would exclude 
valuable input from those who went through child
hood without a diagnosis. Future research comparing 
the experiences of autistic participants diagnosed in 
childhood rather than adulthood, or those self- 
diagnosed in adulthood, could provide understanding 
of the influence formal diagnosis has on experiences 
of childhood adversity and resilience.

Lastly, all participants had strong verbal communi
cation skills and their accounts were not limited by 
expressive language differences. Given that differ
ences in social communication and language use are 
commonplace for autistic individuals, the number of 
autistic individuals who are non or minimally speak
ing, and the high percentage of individuals on the 
autism spectrum with co-occurring intellectual disabil
ity, the results of this study may not be wholly repre
sentative of their experiences. This sub-set of the 
autistic population is understudied, and future 
research could explore their unique experiences of 
childhood adversity and resilience.

Clinical implications

From the present study, we learned that childhood 
adversity has significant and long-term effects on the 
lives of autistic individuals, including their social con
nectedness, their emotional and mental well-being, 
their sense of self, and their development into adult
hood. Furthermore, from these findings, it is evident 
that resilience plays an important role in providing 
safety and escape from adversity, maximizes indivi
duals’ strengths to endure and overcome the adver
sity, and influences positive outcomes in early 
adulthood.

These findings compel clinicians and caregivers to 
pay attention to the potential sources of adversity for 
children, and to attune to the potentially ambiguous 
effects of those experiences and seek to foster resili
ence. This is similar to the conclusions of Ahlström and 
Wentz (2014), who suggested that clinicians give spe
cial consideration to the increased stress experienced 

by adolescents on the autism spectrum in coping with 
everyday life. Being alert and open to the potential root 
causes of behaviours, challenges with social interac
tions, and mental and emotional dysregulation could 
lead to earlier mitigative interventions fostering well- 
being, and even prevention of the effects of adversity. 
Furthermore, recognizing the unique attributes and 
activities of children on the autism spectrum that may 
be protecting them from the negative effects of adver
sity primes clinicians and caregivers to nurture the 
development of such traits and provide opportunities 
to engage in protective activities. Additionally, con
structing external protective factors, such as mental 
health interventions, safe environments, and places of 
belonging and acceptance, may promote resilience in 
children on the autism spectrum.

When identifying and executing formal resilience- 
building interventions, it is important to recognize the 
potential pervasive and complex influence of adversity in 
the lives of autistic children and be aware that adversity 
affects more aspects of a child’s life than their emotional 
and mental well-being. There is ample evidence support
ing resilience-building programmes in non-autistic chil
dren to improve their mental health (Dray et al., 2017). 
Additionally, some researchers have adapted resilience- 
fostering interventions for use with children on the aut
ism spectrum, successfully fostering internal protective 
factors in these children (Mackay et al., 2017). However, 
for children on the autism spectrum, it is important to 
also address the social disconnection and harm to iden
tity they may have suffered. Accordingly, providing exter
nal supports that minimize social disconnection and 
bolster a child’s sense of identity will be as important as 
promoting the development of internal resilience factors 
to improve mental health outcomes.

Conclusion

These findings describe the pervasive and critical 
influence of childhood adversity on the lives of chil
dren on the autism spectrum and the unique, and 
often misunderstood, aspects of being autistic that 
may contribute to resilience. Their insights give 
a deeper understanding of how adverse childhood 
experiences affect young people and how better to 
support the development of resilience to minimize 
poor outcomes in adulthood. Clinicians and caregivers 
must be aware of the complex and pervasive effects 
of adversity on children on the autism spectrum, 
strive to minimize potentially adverse experiences, 
and work to foster internal and external resilience 
factors in these children.
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