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Abstract

Individuals with Autism spectrum disorder (ASD) are prone to stress and anxiety affecting their mental health. Although
developing coping and resilience are key to cope with stressors of life, limited research exists. We aimed to explore stake-
holders’ experiences related to the coping and resilience of adults with ASD. We interviewed 22 participants, including
13 adults with ASD, five parents, and four service provides of adults with ASD from various Canadian provinces. Using
thematic analysis, three themes emerged including: (a) societal expectations and conformity, (b) adjusting daily routines,
and (c) learning overtime. This study highlights the importance of coping and informs the development of services to help

enhance resilience among adults with ASD.
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Autism Spectrum Disorder (ASD) is a lifelong disorder char-
acterized by persistent deficits in social communication and
restrictive and repetitive patterns of behaviour (American
Psychological Association, 2013). Although the core char-
acteristics of ASD typically appear during childhood, most
individuals with ASD continue to experience ASD-related
challenges throughout the life including adulthood (Matson
& Kozlowski, 2011; Whiteley et al., 2019). Concurrent men-
tal health disorders are highly prevalent among individuals
with ASD (Lai et al., 2019). It has been shown that adults
with ASD are more likely to experience anxiety and stress
related to coping with change and unpleasant events (Gillott
& Standen, 2007). Despite the high prevalence of psychi-
atric conditions like anxiety and depression among adults
with ASD, many adults with ASD and their families are not
able to access appropriate mental health services, leading to
negative outcomes including: significant distress, adaptive
functioning impairments, challenges with independent liv-
ing and poor quality of life (Maddox & Gaus, 2019). Lack
of funding to access mental health services, long waitlists
associated with mental health services, the fact that most
supports are geared towards children with ASD rather than
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adults with ASD and mental health professionals’ limited
knowledge of ASD were all found to be major barriers expe-
rienced by adults with ASD who attempted access mental
health support (Camm-Crosbie et al., 2019). The finding that
adults with ASD are especially prone to stress and mental
health problems highlights the need to develop resources
targeted at improving coping skills and resilience among
adults with ASD (Bishop-Fitzpatrick et al., 2015).
Although there is no conceptual consensus regarding a
definition of resilience (Halstead et al., 2018; Southwick
et al., 2014), resilience has been defined by some authors
as adapting positively in the face of adversity (Al-Jadiri
et al., 2021). Resilience is dynamic and modifiable, and
characterized by two criteria including, risks (adverse
biological or environmental circumstances) and positive
adaptations (competence and successful adjustment to life
events) (Kaboski et al., 2017). Although resilience refers to
the adaptive capacity, coping mechanisms refer to cogni-
tive and behavioral efforts or strategies to manage taxing
and stressful events (Dachez & Ndobo, 2018; Folkman &
Moskowitz, 2004; Steinhardt & Dolbier, 2008). Previous
studies have indicated a relationship between resilience
and coping (Campbell-Sills et al., 2006; Chen et al., 2019).
Several coping mechanisms have been already identified
including problem-focused coping (where an individual aims
to solve the problem that is causing stress) and emotion-
focused coping (where an individual attempts to manage
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the negative emotions caused by the stressor and the search
for new meaning to a stressful situation) (Dachez & Ndobo,
2018). A previous qualitative study found several coping
strategies frequently employed by adults with ASD includ-
ing, engaging in special interests, normalizing their view of
ASD, seeking support from family and friends, and intellec-
tualizing by ascribing meaning to particular events (Dachez
& Ndobo, 2018). It has been found that inappropriate cop-
ing strategies such as avoidance and self-blame were linked
to lower mental health-related quality of life in adults with
ASD (Khanna et al., 2014). One possible consequence of
maladaptive coping strategies is autistic burnout, which has
been described as the chrsonic exhaustion and reduced toler-
ance to stimuli that results from the inability to cope with the
chronic life stress (Raymaker et al., 2020). Constantly mask-
ing ASD symptoms and attempting to pass as an individual
without an ASD can result in autistic burnout (Raymaker
et al., 2020). There is a need to alleviate the use of mala-
daptive coping strategies and help gain necessary coping
strategies in order to improve the health-related quality of
life (Khanna et al., 2014).

Previous studies have indicated several models of resil-
ience that make coping and adaptive responding more
likely (Ledesma, 2014; Masten, 2001). This includes the
compensatory model, which considers resilience as a tool
to neutralizes exposures to risk factors, the challenge model
that argues that exposure to risk factors can provides an
opportunity to enhance resilience, and the protective fac-
tor model that posits there is an interaction between risk
and the protective mechanisms in an individual (Ledesma,
2014; Masten, 2001; Ungar, 2019). Considering the theoreti-
cal framework of resilience, individual’s resilience can be
determined based on how they can balance risk and protec-
tive factors (Ledesma, 2014; Masten, 2018; Ungar, 2019).
Although the severity of disorder has been considered as a
risk factor, a higher social support, family dynamics, socio-
economic status, adaptation and positive thinking can help
buffer the stress associated living with ASD (Al-Jadiri et al.,
2021; Ghanouni & Hood, 2021; Bekhet et al., 2012).

While several publications have focused on resilience and
coping strategies among family members of those with ASD,
few studies have explored resilience and coping in individu-
als with ASD themselves (Dachez & Ndobo, 2018; Gha-
nouni & Hood, 2021; Khanna et al., 2014). A previous study
has proposed a resilience framework by considering the
importance of both risk and protective factors, when explor-
ing why some individuals with ASD experience ongoing
deficits related to functioning while others experience opti-
mal outcomes (Kaboski et al., 2017). Both personality traits
and environmental conditions should be considered, because
they can either promote or impede adaption among individu-
als with ASD (Kaboski et al., 2017). Resilience frameworks
stress the importance of considering the multitude of factors

that can promote adaptation, including environmental vari-
ables and personality traits (Kaboski et al., 2017). Rather
than simply focusing on how risk factors can result in nega-
tive outcomes, resilience frameworks also explore protective
factors that can result in positive outcomes (Kaboski et al.,
2017). Resilience frameworks view risk and protective fac-
tors as modifiable and at multiple levels to explore how these
factors can influence ASD trajectories (Kaboski et al., 2017).

Overall, limited research has explored the direct experi-
ence of individuals with ASD related to resilience and cop-
ing strategies. Such scarcity in data prevents researchers and
clinicians from understanding the barriers that currently
impact adults with ASD and the coping mechanisms that
adults with ASD use to circumvent the barriers they face.
More research is critical, and should include the perspec-
tives of adults with ASD to get a firsthand account of their
experiences related to coping and resilience. Thus, the pur-
pose of this project was to explore stakeholders’ experiences
related to the coping and resilience of adults with ASD. This
knowledge would be useful to provide insight regarding how
individuals with ASD adapt to the stressors that they face,
informing programs and services targeted at improving resil-
ience and coping in adults with ASD.

Methods
Research Design

This study used a qualitative design approach to investigate
lived experiences about coping and resilience among indi-
viduals with ASD. The primary research question was: What
are the experiences of individuals with ASD related to resil-
ience and coping mechanisms?

Participants

The research team used convenience sampling to recruit par-
ticipants for this study. We recruited 22 participants from
three groups of stakeholders, including: 13 adults with ASD
(six females, seven males), five parents of adults with ASD
(all female), and four service providers of adults with ASD
(all female). To illustrate the geographic diversity, par-
ticipants were recruited from various Canadian provinces
including: three from Alberta, five from Prince Edward
Island, two from Ontario, three from Quebec, one from Brit-
ish Columbia, three from Nova Scotia, three from Manitoba,
two from New Brunswick. To recruit participants, posters
were placed in public areas, clinics and community centres.
Invitation letters were also circulated to invite individuals
to participate in the study, Snowball sampling was used in
this study, with participants being encouraged to share study
information within their networks.
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Individuals with ASD were included in this study if they
met following eligibility criteria: a) they were aged 15 years
or older, and b) they were diagnosed with ASD by a psychol-
ogist and the diagnosis was self-reported by participants.
Service providers were also included in this study if they
had at least one year of experience working with individuals
who have ASD. Parents were eligible if they had an adult
child with ASD. All participants were required to be able
to communicate verbally in English in order to participate
in this study.

The age of adults with ASD ranged between 27 and
53 years of age. Overall, six adults with ASD reported
that they had at least one co-occurring condition. The self-
reported co-occurring conditions were as followed: six
adults with ASD indicated attention deficit hyperactivity
disorder, three indicated a concurrent learning disability,
and three stated a mental illness.

The age of parents of adults with ASD ranged between
46 and 63 years of age. Overall, four parents had reported
their adult child having one or more co-occurring conditions.
Altogether, one parent indicated their adult child had a co-
occurring attention-deficit hyperactivity disorder, one parent
indicated that their adult child had a co-occurring learning
disability, and two parents indicated that their adult child had
a co-occurring mental health disorder. The age of their adult
children with ASD ranged from 25 to 36 with an average age
of 29.75 (SD=4.57).

The age of service providers of adults with ASD ranged
from 42 to 58 years of age. Their number of years of
experience working as a service provider for adults with
ASD ranged from 8 to 11 years, and the average years of
experience working as an ASD service provider was 9.67
(SD=1.52). There were two behavioural consultants, one
day-program support provider, and one autism educational
specialist. Please see Table 1 for more details.

Data Collection

Interested participants were asked to review the informed
consent form with a member of the research team. Each
participant needed to attend a 60-min interview session. Par-
ticipants also completed an online questionnaire to collect
demographic information such as: age, sex and their back-
ground. Interviews were scheduled at a convenient time and

Table 1 Demographic information of participants

Participants group Number Sex: Male/  Age:

Female Mean (SD)
Adults with ASD N=13 716 40 (8.43) years
Service providers N=4 0/4 48.60 (7.50) years
Parents N=5 0/5 58 (8.04) years
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location for participants (face to face, over skype, or over
the phone). An in-depth, semi-structured interview guide
was used by members of the research team to explore coping
mechanisms and resilience in individuals with ASD. Inter-
view questions were developed by the research team and
validated by two adults with ASD. We also received input
from two service providers who were members of the autis-
tic community to edit questions prior to use in the study. We
piloted the interview to make sure questions are clear and
easy to understand. Specific examples of questions were:
What do individuals with ASD do when feeling stressed?
What strategies will individuals with ASD use to improve
resilience (overcome challenges)? What resources should be
in place to promote the mental health and resilience of the
those with ASD?

Interviews were recorded on a password-protected audio
recorder. Field notes were also used by members of the
research team to best capture participants’ responses. To
maintain anonymity, names of participants were removed
and participants were assigned pseudonyms. The Behav-
ioural Research Ethics board approved this study.

Data Analysis

One research assistant transcribed all interviews verbatim,
and another research assistant checked the transcripts to
ensure accuracy and analyzed interview transcripts to deci-
pher common themes. Transcripts were read by two mem-
bers of the research team and were analyzed using Nvivo
software. Researchers used constant comparative methods
to develop codes, create categories, and identify overarching
themes. Two research assistants worked independently to
code data and then came together to develop categories and
themes based on the common patterns in data. Any disagree-
ment between the two coders was resolved via a consensus
meeting with the rest of the team to discuss differences in
their findings to reach agreement.

Researchers engaged in reflexivity when coding inter-
views by using memos and reflecting on their biases and
assumptions. Triangulation was also used to ensure that the
study findings were credible and that the perspectives and
ideas of multiple researchers were incorporated.

Results

Participants discussed the contexts in which adults with
ASD can develop resilience and suggested that various cop-
ing strategies are used to help adults with ASD. Three areas
related to resilience and coping strategies for adults with
ASD were identified including: (1) societal expectations and
conformity, (2) adjusting daily routines, and (3) learning
over time.
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Societal Expectations and Conformity

Participants shared their experiences and pressure felt related
to conforming to societal expectations. Three concepts were
generated from this theme: (a) societal attitudes towards
adults with ASD, (b) inaccurate generalisation of abilities,
and (c) the need for inclusion and graded expectations.

Societal Attitudes Towards Adults with ASD

Participants discussed how adults with ASD were often the
target of biases and negative attitudes. Participants noted that
society often holds negative perceptions of adults with ASD.
For instance, Tara (an adult with ASD), stated:

“Sometimes people just make assumptions, like they
think that you're being rude. Or maybe they think you
are being lazy something, but you are not. And they
don't understand. They don't understand you, and that
makes it really hard.”

From Tara’s experiences, members of society sometimes
fail to understand why people with ASD act the way that
they do and hold negative assumptions about adults with
ASD. Similarly, Suzy (an adult with ASD) said, “autistic
people feel like they're bad people because they never knew
they were autistic and society taught them they were bad”.
This suggests the inherent role of societal perception on how
ASD symptoms may be attributed. Sacha, a service provider
for adults with ASD also stated:

“I think there is a really strong role for the rest of
society to stop being so judgmental. So, as an example
we have our young man [with ASD] who loves music,
when he dances he really looks unusually, right you
know? I've had people in the community say, ‘Maria
you have to stop him from doing that in public’. And
it’s because he looks different and when we look differ-
ent, we live in an unsafe society and we are vulnerable
when were different.”

This statement showcases how adults with ASD may be
judged for expressing themselves in unconventional ways
and how this can result in them feeling unsafe. Jack (an adult
with ASD) also said:

“People in the community gotta understand that you
know we’re not great at being sociable, or eye contact
or anything like that, [so] we can come off as kinda
rude but we don't mean to be, ... So, they meet us and
they go, ‘Well' you know, they don't know what to make
of us.”

This illustrates how others within society may negatively
misinterpret the behaviors associated with ASD without
acknowledging what led to these behaviours.

Inaccurate Generalization of Abilities

Participants indicated that adults with ASD were often sub-
jected to inaccurate assumptions based on their abilities.
Participants suggested that individuals within society often
falsely assume that adults with ASD who experience a few
specific deficits, may function poorly in all areas. For exam-
ple, Sophy (an adult with ASD), stated:

“Nobody in autism is fully high functioning in all
areas. So, there are low functioning areas, and there
are high functioning areas. And I think a lot of peo-
ple don't understand what that means. But you can
be very high- you can be very intelligent, but there’s
certain areas you have... you're low functioning. So
that understanding is important to communicate to
people.”

In stating that a person’s level of functioning in one area
does not necessarily correlate with their functioning in other
areas, Sophy suggests that generalizations about the capa-
bilities of adults with ASD are prevalent within society.
Sophy elaborated on this idea by saying: “There are people
like me that are high functioning, so it doesn't appear on
the surface that there’s anything the matter. But the truth is
that there is something the matter.” Similarly, Tara (an adult
with ASD) stated:

“It’s like people want you to have a certain level of
communication um, to be able to function at a higher
level and they don't understand that its different. Some
people can't function that way, and it just gets hard.”

These quotes show how adults with ASD may face dif-
ficulties when they to do not function the way that members
of society believe they should.

The Need for Inclusion and Graded Expectations

Participants stressed the need for society to acknowledge and
accept neurodiversity of individuals with ASD. For instance,
Suzy (an adult with ASD) said:

“Our sense of belonging is incredibly important but
it’s often we, we need more of community and like,
just we never have a sense of belonging the neuro-
typical society in general you know, and it can be
made less painful defiantly but educating [informing]
neuro-typical about us, it’s not 'we're broken' we just
are different.”

In saying this, Suzy implies that how information sharing
is necessary to combat the medical model of disability to
fix problems. She also stressed the importance of fellow-
ship and belonging for adults with ASD and the need for
society become more accepting of neurodiverse individuals.
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Sebastian (an adult with ASD), described the difficulties he
faced as an adult with ASD having to conform to neuro-
typical societal expectations when he said, “that’s been a
big realization the pressure that society puts on people to
conform, really hurts those of us who are neuro-divergent
because it disables us in so many ways”. He also added:

“I have to deal with the realities and I have to accept
that I'm never going to be a neuro-typical person and
it's okay that I can't do things the way that neuro-typ-
ical people do them. And that means living my life
differently.”

This statement showcases experiences of an adult with
ASD to adjust his lifestyle. Similarly, other stakeholders
indicated that adults with ASD feel pressured in conforming
to societal expectations related to independent living. For
example, Milo (an adult with ASD), described his experi-
ence and highlighted how he has to explain that he is unem-
ployed. He said:

“You know not having a career, having to answer, to
answer people, 'Well, what do you do?' Well they ask
you, 'What are you doing', the weird, the difficult nor-
mal question that anybody asks in a social setting and
that’s totally fair but then, you know you're inquiring
and you're required to answer well 'what do you do as
a career' and you don't have one.”

This indicates that adults with ASD may worry about how
they are perceived by others when describing their stage in
life and struggle to explain why they have not met societal
expectations associated with their age. To cope with these
societal expectations, participants noted that it is important
for adults with ASD set reasonable expectations and goals.
For instance, William (an adult with ASD) said:

“I think another thing is expectations, it thinks it’s
probably a good thing to have a graded expectation
for people with disabilities. But the system just puts
everything on you, that’s the whole independence thing
is like, oh, and that’s engrained in our society. You
become 18, you become independent supposedly, and
nobody can help you.”

These quotes show how society’s expectation of norms
can affect feeling of inclusion among adults with ASD and
how they view and experience these situations.

Adjusting Daily Routines

Participants suggested that adults with ASD adapt their daily
routines as a coping strategy and to develop resilience. Three
concepts emerged under this theme including: (a) engaging
in recreation and leisure, (b) seeking emotional support, and
(c) adopting technology to adjust routines.

@ Springer

Engaging in Recreation and Leisure

Participants suggested that adults with ASD adjust their
daily routines by taking time to engage in recreation and
leisure pursuits. For example, Drake (an adult with ASD),
emphasized the importance of incorporating breaks into his
daily schedule, when he said, “I guess, just focus a bit more,
take a break at times, and then get back on this”. In saying
this, David acknowledges how taking breaks can help him
recuperate and refocus. Similarly, Madison (a parent of an
adult with ASD), stated:

“What makes him [my son with ASD] happy is par-
ticipating and horseback riding. He loves horses, he
loves animals. He loves archery.... So, those types of
activities we foster those for him, and make sure that
he's participating in that kind of stuff.”

In stating this, Madison recognizes how necessary it is
to ensure that her son engages in these meaningful activi-
ties on a regular basis. Participants also emphasized how
incorporating leisure into their daily routine was important
and helped them with soothing and coping with stress. For
instance, Cameron (an adult with ASD) stated that: “I'd rec-
ommend [everyone], if they could like find their own way of
like calming themselves. Kinda like listen to music, watch a
TV show, read, write, cause it really helps.” Similarly, Kalie
(an adult with ASD) said:

“One thing that helps me is doing an activity that I
enjoy whenever I'm feeling over-whelmed by my emo-
tions. Like, for example I like to listen to music. And
that usually works quiet well for me. I also like to play
video games, whether it was on the computer or it’s on
a console, or hand held. And those can also be quite
helpful.”

In saying this, Kalie acknowledges how participating in
leisure activities such as listening to music or playing vide-
ogames is beneficial in coping with distressing emotions like
feeling overwhelmed. Kalie also explains how taking baths
has been effective in helping her cope with, when she says,
“I've been told that lying in the bath, with bath soap helps.
So, I just try to leave the situation and just relax for a bit
before going back in.” Thus, incorporating recreation and
leisure breaks into the daily schedule of adults with ASD
can bring joy and serve as a coping strategy.

Seeking Emotional Support

Participants identified seeking social support as a way that
adults with ASD adjust their daily routines. For instance,
Suzy (an adult with ASD) acknowledged the positive impact
that joining a support group for adults with ASD had on her
life, when she stated:
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“I joined an ASD support group, that for the first time
in my life I had a group of people around me that were
as weird ones too [like myself], and I was like 'wow
this is amazing, I love it, you know? And ever since
then I have attended that support group whenever my
Jjob permits me.”

In making this statement, Suzy showcases the effect of
attending a support group and integrating social participa-
tion into her daily routine. Madison (a parent of an adult
with ASD), stated her belief that social support would help
her son thrive when she says, “My goal is just for Alex [my
son with ASD] to be able to socialize more, and just break
out of his shell”. Although socialization may help, not eve-
ryone knows how to do it. Jack (an adult with ASD), states,
“I'd like to learn how to [socialize], I don't know how get
and keep a friend maybe”. This statement also indicates the
importance of friendships and social support for adults with
ASD.

Adopting Technology to Adjust Routines

Making use of technology and other supports is another
way in which participants suggested that adults with ASD
adjust their daily routines. The use of technology to make
socialization easier was particularly evident in interviews.
For instance, Tara (an adult with ASD) stated, “I've heard
from a lot of other people on the spectrum that if they have a
really hard time making friends in life, they can make friends
easier on the internet and that really helps them.” Likewise,
Lily (an adult with ASD) explains how the use of technology
can enable individuals to socialize:

“Find other autistic people online, because I haven't

found like any really in person, yeah. Find other peo-
ple through like social media stuff who you feel a con-
nection with, so that you don't feel like you're in it
completely by yourself.”

This showcases how the use of technology to interact with
others is the key aspect of the daily routine of adults with
ASD.

In addition to using technology to socialize, adults with
ASD also suggested the use of technology to achieve their
activities of daily living. Tara (an adult with ASD), stated:

“Before it’s [daily routines were] used to be a really
big problem, because I just wouldn't get groceries and
stuff, and I didn't have anyone to help me but. Now,
some stores deliver groceries. So, I order my groceries
and they deliver them, and that really, helps me a lot.”

Tara’s statement exemplifies how technology has been
useful in her responsibility of grocery shopping. In a similar
way, Nora (an adult with ASD) explains that the reminder

function on her phone helps her to complete her daily activi-
ties when she says, “Because there’s an app for whatever I
needed to be reminded for, so it's... a huge strategy.” Wil-
liam, an adult with ASD, also stated that he makes use of a
similar phone application when he says, “There’s an app,
where you put tasks in and it will tell you when to do them.”
These statements demonstrate how adults with ASD may
incorporate technology into their routines as a strategy to
accomplish their activities of daily living.

Learning Over Time

Participants suggested that adults with ASD can learn how
to develop resilience and coping strategies over time. Within
the theme of learning over time, three concepts were identi-
fied including: (a) recognising strengths and weaknesses, (b)
education and advocacy, and (c) and processing traumatic
experiences.

Recognising Strengths and Weaknesses

Participants indicated that adults with ASD cope and develop
resilience by gradually learning to identify their strengths
and shortcomings. The need to recognize the strengths can
be seen when Sophy (an adult with ASD), stated:

“I believe that every child for example, has gifts and
talents, and to take the time for parents or teachers to
find what are those gifts and talents, and then develop
those gifts and talents.”

In saying this, Sophy stressed the need to acknowledge
the unique capabilities of individuals with adult and to
develop and maximize these strengths. Similarly, Dawn (a
service provider for adults with ASD) stated:

“T also think that there needs to be that acknowledge-
ment, or that, you know, support of the individual to
help them to understand what their strengths and their
challenges are.”

This showcases how acknowledging and cultivating the
strengths of adults with ASD can help with the development
of resilience.

Participants also stressed the importance of recognizing
the deficits or challenges of adults with ASD. For instance,
Nora (an adult with ASD) stated,

“If you don't, if you're not able to address and talk
about the weakest points, the things you really strug-
gle with the most, everything else is only going to be
a show, ..., a chain is only as strong as its weakest
link, so, resilience to me is actually strengthening that
weakest link in your own psychology.”
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This indicates how resilience involves identifying and
working on weaknesses to improve mental health. Similarly,
Holly (a parent of an adult with ASD), stressed the impor-
tance of acknowledging the triggers of individuals with ASD
over time when she said:

“When it comes to autism, because every person is
different, the more they can explain about themselves
and, learn their own triggers, they need to take respon-
sibility for their own actions but also be, you know
accepting and um, helping others understand.”

This statement showcases how it is necessary for individ-
uals with ASD to understand their triggers, hold themselves
accountable for their actions and help others understand
what their triggers are. Stakeholders also highlighted how it
is important for adults with ASD to embrace their identity.
For instance, Milo an adult with ASD stated:

“I'm on the spectrum, and I have lived like that for a
‘long time’. I've relied on these identities to describe
who I was or, you know that existential question. |
wouldn't be able to tell you, I would just say that I'm
autistic. And obviously there is a lot more to who I am
[with strengths and capabilities ] then those identities.”

This statement demonstrates how Milo has come to
acknowledge his identify as an individual with ASD, but
also has learned that his diagnosis of ASD is only one aspect
of what makes him who he is. These quotes illustrate that
recognizing and managing strengths and weaknesses among
individuals with ASD may be essential in cultivating resil-
ience over time.

Education and Advocacy

Education and advocacy were also identified by participants
as important coping strategies and mechanisms of develop-
ing resilience. For instance, Holly (a parent of an adult with
ASD) stated:

“One of the things that I think is so very important is
the education piece for the individuals [with ASD],
making sure that individuals know all they need to
know about their own disability. Because once they
are very aware about what works for them and what
doesn't work, [they can] become that advocate and
speak up for themselves.”

In saying this, Holly, recognized how education can help
individuals become more comfortable with their diagnosis
and understand ways to manage their ASD. Another adult
with ASD, Sebastian, stated: “We need better education for
autism, for the general public, we need better education for
doctors, we need better systems.”

@ Springer

Participants also emphasized how advocacy and support-
ive community can facilitate coping. For instance, Kalie (an
adult with ASD) stated:

“Having a strong community of people and nurturing
supports at a young age or just having people around
you that care, ...., having a strong independent, a
strong support system at a young age, I think is very
important in creating a mind that is confident to pro-
mote self-advocacy.”

This statement shows how, in Kalie’s experience, having
a supportive community network has been key to helping
adults to advocate for themselves and their needs.

Processing Traumatic Experiences

Participants also expressed how trauma affects the ability of
adults with ASD to cope, thrive and develop of resilience.
Several participants reflected on how their past negative
experiences continue to affect them. For instance, Kalie (an
adult with ASD) explained how she is afraid to learn to drive
after being involved in a motor vehicle accident when she
said,

“I'm actually afraid of getting my own transportation.
I've been a passenger in a vehicle that was in an acci-
dent at least once, and although I wasn’t hurt physi-
cally, sometimes, they make me nervous or they shake
me up. I'm just too afraid to learn to drive.”

This statement showcases how one traumatic event had a
long-lasting impact on Kalie’s life and discouraged her from
learning to drive. Suzy, another adult with ASD, described
the impact that being bullied within the workplace and at
school had on her when stating: “I was always the out-
cast and bullied and viewed as the weird one.” In saying
this, Suzy described the how the bullying she encountered
throughout her life affected her. Participants also described
how their encounters with other individuals have resulted in
trauma. For instance, Lucy (an adult with ASD) described
the impact that a past abusive relationship had on her when
she said:

“This was while I was in the middle of breaking up
with my partner. Because he was not supportive at all,
he did not believe the diagnosis, he didn't think that
I was on the spectrum, he didn't think that he had to
treat me any differently. So, as I get older, I find that 1
have very, my tolerance of, of rude behavior, I'm con-
ditioned to deal with rude behavior.”

Lucy’s statement provides insight into how unsupport-
ive relationships can result in long-lasting trauma and how
to enhance tolerance over time to cope with trauma. Par-
ticipants also suggested using mental health counselling
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services to manage trauma. For instance, Nora (an adult with
ASD), stated: “So, trauma counselling, trying to come grips
with a lifetime of trauma. That is a huge, huge, area, that you
need address.” Similarly, Nora (an adult with ASD) stated:

“Resilience only comes when you can address the most
hurtful part in you, and then there’s a space where you
can actually talk about it, and that space can be held.”

These statements highlight the importance of processing
trauma over time with counselling services as a strategy to
enhance coping and resilience.

Discussion

Through interviews with adults with ASD, their parents,
and service providers, this study explored the experiences
of coping and resilience among individuals with ASD. We
found that adapting to societal expectations and pressures to
conform, adjusting their daily routines, and learning over-
time are several factors to affect the development of coping
and resilience.

Participants stated that adults with ASD may face nega-
tive attitudes from members of society as a result of their
ASD diagnosis. Individuals with ASD may be viewed to be
different and stereotypical, which may contribute to individ-
uals’ low self-esteem (Maich, 2014; Treweek et al., 2019).
It has been found that adults with ASD may feel pressured
to fit into neurotypical society, leading to increased stress
and anxiety among them and their families (Rosqvist, 2012).
While participants in the current study did not indicate
potential discrimination, research shows that implicit bias
towards adults with ASD may lead to mental health chal-
lenges (Dickter et al., 2020). Participants in the present study
highlighted that the members of society may misinterpret
behaviours and/or make inaccurate generalizations about the
abilities of adults with ASD. This finding may be explained
by the public lack of knowledge about ASD heterogeneity
and its associated behaviors (Draaisma, 2009; Martin et al.,
2013). Despite research showing that individuals with ASD
may present vast differences in their impairment levels (Masi
et al., 2017), participants in the present study indicated that
members of society assume that every adult with ASD expe-
riences the same level of deficits. Education, awareness and
discourses about ASD may be helpful to improve societal
perception about individuals diagnosed with ASD in com-
munity (Alsehemi et al., 2017).

As a novel finding, participants highlighted the impor-
tance of social inclusion and belonging in developing resil-
ience and coping. Participants emphasized that society needs
to accept the neurodiversity and differences in behaviors of
adults with ASD. This is consistent with the social model
of disability, which suggests that barriers within society, not

individuals’ differences, make them feel disabled (Oliver,
2013). The social model of disability recognizes the unique
characteristics of individuals with disabilities, rather than
expecting them to conform to able-bodied, neurotypical
norms (French & Swain, 2013). Research suggests that the
social model of disability can be applicable to individuals
with ASD by promoting the use of positive language about
ASD, developing support services, and enacting policies to
ensure the rights of adults with ASD are respected (Woods,
2017). This is aligned with the social-ecological model of
resilience, which emphasizes social contexts that make adap-
tive responding more likely (Ungar et al., 2013). Accord-
ing to the social-ecological model of resilience, factors at
the individual, interpersonal, community, organizational,
and societal levels should be considered to facilitate health
promotion (CDC, 2021; Ungar, 2015; Ungar et al., 2013).
Stakeholders in the project stressed the need to have graded
expectations for adults with ASD, recognizing that their
life milestones and when they are reached may be different
compared to their neurotypical peers. No known research
has explored the need for graded expectations for adults
with ASD to enhance inclusion but findings from this study
suggest that graded expectations may be beneficial coping
strategy to help accept differences and enhance inclusion.

Participants also stressed the importance of adjusting
their daily routines by incorporating recreational activities
and leisure to cope with the stressors of life. Given the per-
ceived high levels of stress among individuals with ASD
and their families, participations in leisure activities has
been found to be an effective stress survivals strategy to
reduce and manage stress, helping to facilitate the develop-
ment of resilience (Denovan & Macaskill, 2017; Garcia-Vil-
lamisar & Dattilo, 2010; Iwasaki et al., 2010; Stacey et al.,
2018). Relaxation techniques and meditation exercises can
help individuals with ASD enhance self-control and avoid
burnout (Raymaker et al., 2020; Siqueira & Ahmed, 2012).
Although participants in the current study did not explicitly
state how to deal with potential burnout, it has been found
that taking regular breaks can allow adults with ASD to
cope with sensory overloads and the stressors of everyday
life (Higgins et al., 2021; Marcus, 1984; Raymaker et al.,
2020). Regular socialization and seeking social support
throughout the day was also an important coping strategy
for participants. It has been shown that social support is a
protective factor against depressive symptoms and mental
health challenges in adults with ASD (Hedley et al., 2017).
Previous research has also indicated that social support is
significantly tied to the quality of life for adolescents with
developmental disabilities and can help promote resilience
(Migerode et al., 2012).

Participants in the present study emphasized how incor-
porating technology into their daily routines enabled them
to cope with stressors and manage their daily tasks. It has
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been found that checklist apps and alarms were effective
in helping individuals to plan and organize their days and
support their executive functioning (Desideri et al., 2020).
Our participants also indicated that they used technology
for social support and networking, which is consistent with
pervious research (Cafiero, 2012; Mazurek, 2013). Given the
profound interest of individuals with ASD to adopt technol-
ogy and the fast growth of technologies in the recent years
(Diener et al., 2015; Mazurek, 2013), incorporating appro-
priate technology into daily routines can be an effective cop-
ing strategy for adults with ASD.

Participants suggested that acknowledging their disability
and self-acceptance of ASD identity may be a beneficial
coping strategy. It has been shown that acceptance of autistic
identity is a protective factor against mental health issues
for adults with ASD (Cage et al., 2018). Our stakeholders
stressed how recognising their strengths and weaknesses was
important in the process of coping and developing resilience.
It has been shown that well-developed identity can comprise
of understanding individuals’ uniqueness and limitations
(Cresswell & Cage, 2019). Identity formation for individu-
als with developmental disabilities is a dynamic process that
involves accepting the ASD label and assimilating the mean-
ing of their disability into their personal and social identity
(Goff & Springer, 2017). A key step in identity formation for
individuals with disabilities involves embracing disability
narratives and acknowledging their unique experiences (Goff
& Springer, 2017). Given that self-advocacy is important in
the process of identity formation (Leadbitter et al., 2021),
individuals with disability should know themselves, their
rights, and how to negotiate their desired goals (Test et al.,
2005).

Our participants stated that they experienced emotional
trauma throughout their lives, but they learned how to pro-
cess them to enhance resilience. Several research studies
have found that adverse childhood experiences are com-
mon among individuals with ASD (Hoover & Kaufman,
2018; Morrow Kerns et al., 2017). For instance, research
has shown that adults with ASD are at an increased risk of
adverse childhood experiences including parental divorce
and bullying and that these experiences can negatively affect
physical and mental health (Hoover & Kaufman, 2018; Mor-
row Kerns et al., 2017). Consistent with the findings of these
studies, participants in the present study reflected on the
lasting impact that traumatic experiences have on their men-
tal health. Although personal traits affect how an individual
can respond to a traumatic event, some research has found
that it is possible to teach resilience and coping to children
with disabilities by promoting them to connect with others
and helping them to feel control over their lives (Mather
& Ofiesh, 2005). As both adults and children can greatly
benefit from learning to be resilient to bounce back from
setbacks, efforts to teach resilience to individuals can start
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in childhood, leading to more resilient adults (Gartrell &
Burger Caroine, 2014). Teaching resilience and coping can
help adults with ASD use them, when need be, though there
is limited research on how we can facilitate the learning pro-
cess. Given the importance of resilience to overcome chal-
lenges and cope with adversity, there is a need for support
services to help adults with ASD manage traumatic events
and learn resilience (Bonanno, 2005; Kimhi & Eshel, 2015).

Overall, resilience has been considered as one of the pri-
mary elements within the mental health promotion frame-
work. Given the lifelong nature of ASD, resilience can allow
individuals to tap into their strengths and support services
to overcome potential challenges. This is much more pro-
nounced in the contexts of additional environmental stress-
ors, such as the context of coronavirus disease (COVID-19)
(Masten & Motti-Stefanidi, 2020). The worldwide outbreak
of COVID-19 could be a source of unexpected stress and
adversity for many people, especially those who experience
health disparities including ASD. Findings from this study
can inform how to promote resilience and coping among
adults with ASD, reduce the effects of stressful events, and
most importantly prevent future mental health.

Limitations and Future Directions

There are several limitations of the study. The first limitation
of this study is the small sample size from each stakeholder,
which may affect the representation of overall populations.
Furthermore, this study only included middle-aged adults
with ASD, so the findings from this study may not be gener-
alizable to children or older adults with ASD. A second limi-
tation of this study is that it only included adults with ASD,
who were able to communicate verbally, and did not make
use of alternative communication to include the perspectives
of adults with ASD who cannot communicate verbally. A
third limitation of this study is that it was cross-sectional
in nature, so it could not capture how coping strategies may
change over the life course. Furthermore, due to the explora-
tory nature of this qualitative study, it is limited to portray
comprehensive information about risk and protective factors
among adults with ASD. Finally, this project is limited to
indicate how race/ethnicity and gender identity can influence
coping and resilience.

It is suggested that future studies recruit a larger sample
size from each stakeholder group to better represent diversity
in race/ethnicity, gender identity, and socio-economic status
and to explore how/to what extent these risk and protective
factors can affect coping. It is also recommended to explore
the viewpoints of sub-populations with ASD who experience
communication deficits using alternate modes of communi-
cation. Additionally, longitudinal research that involves fol-
low-up interviews is needed to explore how the coping skills
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and resilience of adults with ASD may change overtime. It
is also suggested to explore family support or resources that
adults with ASD access to cope with traumatic experiences
and the resources that adults with ASD wish they had to
access to enhance their coping and resiliency.

Conclusion

The findings from this study add to the limited research on
coping and resilience for adults with ASD by illuminating
stakeholder perspectives. While most of the exiting literature
has focused on family members of children with ASD and
childhood outcomes, this study focuses on the experience of
adults with ASD related to coping skills and resilience. This
study provides new insight into how adults with ASD may
advance resilience and coping over time, informing future
efforts to advance services to promote resilience.
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