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Abstract
Caregivers and families of autistic people have experienced stress and increase
in demands due to the COVID-19 pandemic that may have long-term negative
consequences for both their own and their children’s mental health. A scoping
review was conducted to identify pandemic related demands experienced by
caregivers and families of autistic children and youth. The review also consoli-
dated information on coping strategies and parenting-related guidelines that
have emerged to help parents meet these demands. Search strategies were
approved by a research librarian and were conducted in peer-reviewed and
gray literature databases between May 2020 and February 2021. Additional
resources were solicited through author networks and social media. All articles
were published between December 2019 and February 2021. Article summa-
ries were charted, and a thematic analysis was conducted with confirmation of
findings with our knowledge users. Twenty-three published articles and
14 pieces of gray literature were included in the review. The majority of arti-
cles characterized and highlighted the increase in demands on caregivers of
autistic children and youth during the pandemic globally. Both quantitative
and qualitative studies suggest that parents have experienced an increase in
stress and mental health-related symptoms during lockdown measures. Find-
ings suggest that families are employing coping strategies, but there no
evidence-based supports were identified. The review highlighted the potential
long-term impact of prolonged exposure to increasing demands on the mental
health and wellbeing of caregivers and families of autistic people, and pointed
to a need for the rapid development and evaluation of flexible and timely sup-
port programs.

Lay Summary
Caregivers and families of autistic children and youth have faced increased
demands due to pandemic-related lockdown measures. We reviewed the literature
to outline sources of stress, links to their influence on caregiver mental health, and
if support programs have emerged to help them. Our findings suggest a number of
demands have increased caregivers’ risk to mental health challenges, and their
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potential impact on family wellbeing. Ongoing development of evidence-based
supports of all families of autistic children and youth are needed.

KEYWORDS
autism, caregivers, COVID, literature review, mental health

INTRODUCTION

The ongoing COVID-19 pandemic has created new
stressors for families of autistic children and youth, and
amplified challenges to support their needs. Prior to the
COVID-19 pandemic, the existing peer-reviewed litera-
ture indicated that parents of autistic children and adoles-
cents can experience considerable mental health
problems (Public Health Agency of Canada, 2018)
including high rates of distress (Hayes & Watson, 2013;
Weiss & Lunsky, 2011), depression and anxiety (Lee
et al., 2009; Martin et al., 2019; Vasilopoulou &
Nisbet, 2016), financial stress and overall lower rates of
quality of life (Heinrich, 2014; Kuhlthau et al., 2014).
Family caregivers often experience considerable demands
associated with the complex needs of caregiving, which
can add to mental health challenges. This includes having
to provide ongoing care (Singer, 2006), to act as thera-
pists, advocates, navigators, or teachers in providing sup-
ports, and to manage high rates of child and adolescent
behavioral difficulties (Lai et al., 2019; Muskens
et al., 2017), while balancing their own needs (i.e., career)
and family (i.e., siblings and other dependents) responsi-
bilities (Shorey et al., 2020).

Considerations for caregivers’ mental health and
wellbeing are important because they are reciprocally
linked to child mental health and wellbeing, parent–child
relationships, and overall family functioning. For exam-
ple, the Family Systems Theory (Bowen, 1978) illustrates
the interconnectivity of family members and the influ-
ences of each member’s emotional wellbeing and behav-
ior has on each other. This concept has been explored
within families of disabled individuals (Taylor
et al., 2019). Further, the theory highlights the impor-
tance of flexibility between family members and as a unit
that impacts their ability to adapt to stress
(Brown, 1999). A number of researchers have found
transactional relationships between parent stress and
child behavioral problems. For example, higher levels of
caregiver stress often correlate with higher reports of
externalizing (Estes et al., 2013; Herring et al., 2006;
Lecavalier et al., 2006) and internalizing behaviors
(Hall & Graff, 2012; Hastings et al., 2005; Zaidman-Zait
et al., 2011). Within the family context, caregiver mental
health and wellbeing can have an impact on autistic chil-
dren’s (and their siblings) general development, including
on adaptive functioning, academic achievement, self-
esteem and friendships (Haebig et al., 2013; Ruble
et al., 2008; Zablotsky et al., 2012). Poor caregiver men-
tal health can also lead to lower levels of martial

satisfaction, which can influence family functioning and
can have significant negative impacts on economic suc-
cess (Bekhet et al., 2012; Benson & Kersh, 2011; Gau
et al., 2012; Hartley et al., 2012).

As a result of the pandemic-related social distancing
measures (i.e., lockdowns), stressors and poor mental
health outcomes in caregivers are likely more prevalent
than before the pandemic. The Family Adjustment and
Accommodation Resource Model (FAAR Model:
Patterson, 1988) is often used as a framework to under-
stand the processes that lead to family outcomes in the
face of stressors (Clifford & Dissanayake, 2009), and is rel-
evant in considering the context of family coping during
COVID-19. The FAAR model suggests that a response to
stressful life events involves the interaction of three
domains: demands, capabilities, and the family’s meaning.
Demands involve the sources of stress, strains, or negative
circumstances that persist over time, daily hassles, or other
external stressors. The COVID-19 pandemic represents a
stark example of an external stressor that can contribute
to, and exacerbate, the many demands on caregivers.
Studies have documented how around the world families
have had to face abrupt changes to their routine, limited
access to resources, and for many caregivers, interruptions
to financial support (i.e., loss of employment and income).
Policies meant to limit the transmission of COVID-19
may have inadvertently exacerbated the difficulties experi-
enced by many families of autistic children, and further
expose them to vulnerabilities that may impact caregiver
mental health and overall family wellbeing.

When demands increase, families employ their capa-
bilities, including external resources (e.g., programs, ser-
vices, etc.) and internal resources (e.g., coping behaviors)
in response to “balance” the new pressures. For example,
a family may access new services to address the added
pressures related to COVID-19 and thus improve their
mental health (i.e., mental health services). Social dis-
tancing requirements, however, have halted or signifi-
cantly altered most in-person social, education, and
therapeutic programs (e.g., diagnostic clinics and inter-
ventions, day programs, schools, adapted recreation and
leisure, etc.), reducing the formal assistance provided out-
side of the family. Further, families with the same
stressors and services may still experience different out-
comes as a result of how they perceive these factors; the
meaning that they make of their experiences (e.g., lessons
learned, ways that situations are interpreted). Family out-
come is determined by the subjective experience of how
well balance is achieved between demands and
capabilities.
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It is important to support the mental health of care-
givers and families with autistic children and understand
the services and supports that promote resilience during
and after this pandemic. We undertook a scoping review
to better understand the mental health concerns and expe-
rience of caregivers, including what makes families resil-
ient in the face of stressors, and to identify the evidence-
based best practices and service needs to support parents
faced with these pandemic-related demands. Using the
FAAR model as a framework, we searched for literature
that outlined how, as a result of the COVID-19 pandemic,
families balanced demands and capabilities, and how they
made meaning of this process during this time. The cur-
rent review aimed to identify and address knowledge gaps
and capture evidence for the demands and capabilities of
caregivers, as well as how caregivers were making meaning
of adversities associated with COVID-19 for caregivers
and families of autistic children and youth.

METHODS

The scoping review was based on the Cochrane Rapid
and Scoping Reviews Method Group (Garrity
et al., 2020) methodology guide and conducted to exam-
ine the extent, range, and nature of research activity in a
topic area and to identify research gaps in areas that have
yet to receive a comprehensive review (Arksey &
O’Malley, 2005). We generated the research question
using the FAAR model and asked, “What does the schol-
arly literature identify as the impact of the pandemic on
the mental health and wellbeing of caregivers and fami-
lies of autistic children and youth, in relation to the
demands and capabilities employed by caregivers during
this time?” We report select components of the Preferred
Reporting Items for Systematic Scoping Reviews and
Meta-Analyses (PRISMA-ScR; Tricco et al., 2018). The
research team included a group of researchers, clinicians,
caregivers, and autism advocates who have an interest in
understanding the impact of COVID-19 on the mental
health and wellbeing of families with autistic children.
Collectively, the team had experience in autism and men-
tal health, community-based mental health care, primary
care and health policy for vulnerable populations, and
transition services for developmental disabilities. Several
research team members also serve as registered healthcare
providers in the areas of pediatrics, clinical psychology,
nursing, and speech-language pathology. An integrated
knowledge translation approach (Gagliardi et al., 2015)
was taken, working with knowledge users throughout the
process. Knowledge users included representatives from
autism advocacy agencies and parents of autistic people.

Search terms

A list of search terms was developed in consultation with
a reference university librarian and in collaboration with

all members of the research team and knowledge users.
Primary search terms included all derivatives of COVID-
19, autism, family, and mental health (see Table 1).

Search strategy

A systematic electronic search for articles were conducted
between May 25 and June 12, 2020. A second and third
round of searches were done on August 6, 2020 and
February 25, 2021 to identify new peer-reviewed articles
that were published after the original search time period.
The searches were carried out using three strategies.

Strategy one

Concurrent searches were conducted of Ovid
MEDLINE, PsycINFO, PubMed, CINAHL Plus, Socio-
logical Abstracts, and Social Work Abstracts databases.
Restrictions to date of publications varied slightly by
database (because of differences in search settings).
Searches were limited to include articles published since
either December 2019 (i.e., CINAHL Plus, Sociological
Abstracts) or January 2020 (i.e., Ovid MEDLINE, Psy-
cINFO, PubMed, Social Work Abstracts), as these were
the dates when the first cases of COVID-19 were
reported. All databases were searched using the terms
“COVID” and “autis*”, and “family” was included as an
additional search term for PubMed and PsycINFO (other
databases returned less than 10 results when “COVID”
and “autis*” were searched in combination, so the deci-
sion was made to not include “family” as an additional
term). Searches conducted in PsycINFO, CINAHL Plus,
and Sociological Abstracts were also limited to search for
terms anywhere except in the full text of articles.

Strategy two

A search of Google Scholar articles published since
January 2020 was conducted using combinations of

TABLE 1 Rapid scoping review search terms

Research database terms
Gray literature
terms

Target
population

Family, parent, caregiver Family, parent,
caregiver

Diagnosis “Autism spectrum
disorder”, ASD, Autis*,
“developmental
disability”

Autis*,
“developmental”

Disease COVID,
coronavirus

COVID

Mental health “Mental health”, wellbeing “Mental health”,
Wellbeing

Note: Asterisks (*) were used for multiple character searching; Quotation marks
(“”) were used for exact phrases.

LEE ET AL. 2479



“COVID” or “coronavirus,” and “autism” or “ASD” (See
Supplements for exact search terms used in Google
Scholar). Searches were first restricted to search article
titles only, which yielded few results. A secondary search
was completed by including “family” or “parent”, and
“wellbeing” or “mental health” in combination with the
previously used COVID and autism-related terms, and
opening the search up to allow terms to appear anywhere
in the text of an article. The resulting titles were screened
within Google Scholar, and potentially relevant articles
were downloaded for a more thorough review.

Strategy three

Searches were extended beyond peer-reviewed and empir-
ical databases to include gray literature. Gray literature
are nonpeer reviewed products that have been increas-
ingly used by researchers to supplement reviews, contex-
tualize emerging themes and areas of research, as well as
to validate or corroborate findings from academic litera-
ture (Adams et al., 2016, 2017). Gray literature can con-
sist of a heterogeneous set of materials including books,
newspaper articles, government and not-for-profit orga-
nizational surveys and reports, and social media posts.
Importantly, we only considered gray literature with
“known” or “identifiable” sources because of their retriev-
ability from searches and high credibility (Adams
et al., 2017). We have included a search of gray literature
in the current review to extend and contextualize the
scope of our findings in an emerging and dynamic area of
research. Newspapers archives were searched for articles
published from December 1, 2019 onwards. The Cana-
dian Major Dailies database was searched using the
terms “COVID” and “autis*”, which can be used to iden-
tify articles published both nationally and internationally.
In addition, an advertisement was shared with service
providers, researchers, clinicians, and members of the
autism community via email and Twitter, requesting key
literature (i.e., peer-reviewed publications, reports, guide-
lines, newspaper articles) on mental health and wellbeing
of caregivers and families of autistic people during the
COVID-19 pandemic. We also used hand searching of
bibliographies of relevant articles and preprint databases
(i.e., PsyArXiv) news articles, newsletters, organizational
surveys and reports to find other materials.

Screening and study selection

We used covidence (www.covidence.org), a systematic
review management system to organize articles for our
searches. Only peer-reviewed publications were entered
in Covidence; all gray literature reports were screened
and analyzed separately. Articles identified across the
three phases were reviewed and included if the article
focused and/or discussed parent and family stressors,

parenting experiences, guidelines for parents of children
and youth on the spectrum, mental health and/or
wellbeing of parents, caregivers, siblings, or other rela-
tives of autistic children and adolescents (aged 25 years
and below), during the COVID-19 pandemic. Articles
needed to be published in English to be included.

Given the number of articles and gray literature
resources available for the scoping review, two indepen-
dent reviewers screened all articles by title and abstract
for their applicability to the research question. If the arti-
cle was deemed relevant and appropriate by both
reviewers, it was then added to Covidence for a full-text
screening. Agreement between the two reviewers was
100% during the screening process. Articles that met eli-
gibility progressed immediately to the next phase of
screening. The full-text assessment was completed by two
reviewers independently, with discrepancies resolved by
the first author.

Risk of bias appraisal

Gray literature was included in the current review to
strengthen our approach and provide contextual informa-
tion. Given that peer-reviewed literature takes time to
reach publication, especially during a pandemic, it was
important to consider other forms of information. At the
same time, we acknowledged the limits to including gray
literature (Adams et al., 2017). Searching gray literature
in a systematic way can be onerous and can make results
difficult to reproduce. As well, gray literature does not
undergo a peer-review process, which may mean substan-
tive variability in the quality of the information
available.

Critical appraisal

Two reviewers used the Critical Appraisal Skills Pro-
gramme (CASP) Checklists (2018) to determine the
quality of empirical data included in the study. The
CASP is an appraisal tool used to assess the quality,
trustworthiness, relevance, and results of published
papers included in literature reviews (Byers & Beaudin,
2001; Dixon-Woods et al., 2007 Katrak et al., 2004).
Specifically, each checklist systematically allowed
reviewers to assess the validity of the results by deter-
mining whether the study stated the purpose clearly,
reviewed the relevant background, justified the design of
the study, reasonably justified their analysis and results,
minimized bias, identified important confounding fac-
tors, and so forth. (See Table 2 for CASP Ratings). For
quantitative studies, scores ranged between 0 and 12 for
CASP Cohort Study checklist, with 12 indicating the
highest research quality. For qualitative studies, scores
ranged between 0 and 10 using the CASP Qualitative
Study checklist, with 10 indicating the highest
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qualitative research quality. To ensure high interrater
agreement, we used a calibration exercise with both
reviewers using the standardized CASP checklists and
discussions were held to clarify issues. Scores on the
checklists were calculated for each reviewed publication
by both reviewers and agreement was determined when
both members reached an acceptable percent agreement
(i.e., 70% or more for scoping reviews; see Prime
et al., 2020) on the publication. The overall relatability
on all reviewed articles was 90%.

Charting the data

Article characteristics including the authors’ name, year,
country of origin, publication type, aim of article, sample
characteristics, method of data collection, outcome mea-
sures (if applicable), and the main findings were orga-
nized in a chart format and was constantly modified as
new evidence emerged through searches. This technique
has been used in other scoping reviews to help reviewers
synthesize findings from a multitude of resources into a
succinct narrative (Prime et al., 2021; Shorey
et al., 2020). The chart was used by both reviewers and
discrepancies were clarified with the research team and
knowledge users.

Synthesis of results

The data synthesis focused on providing a narrative
summary of published articles and gray literature. Two
reviewers extracted information from each article,
grouped and labeled findings, categorized themes, and
summarized general trends on the impact of COVID-19
on the mental health and wellbeing of caregivers. Our
interpretations of the findings were reviewed and veri-
fied by our knowledge users (e.g., caregivers of autistic
individuals) through a series of group meetings that
followed best practice guidelines for engaging knowl-
edge users in research (Brown et al., 2018). The meetings
were led by the first author and a knowledge user to
ensure applicability of the content and whether the
themes resonated with all knowledge users’ lived experi-
ence. All knowledge users provided context and a quali-
tative review of information extracted from gray
literature. Disagreements in interpretation of content
themes were resolved by consensus through discussions
with all knowledge users. Knowledge users also had the
opportunity to include additional themes, and these
were also discussed as a group before inclusion. These
findings were incorporated into the final synthesis.
These findings were incorporated into the final synthe-
sis. Findings were framed within the FAAR Model,
highlighting the demands, capabilities, and meaning that
have been described within the context of the COVID-
19 pandemic.T
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RESULTS

Reporting of the three searches and data collection pro-
cess can be found in the PRISMA-ScR flow diagram in
Figure 1. In Strategies 1 and 2, 142 published articles
were identified after removal of duplicates. Of the identi-
fied articles, 106 were excluded based on a review of the
titles and/or abstracts. In Strategy 3, 25 gray literature
were identified. Full-text assessment for eligibility were
completed on 61 published articles and gray literature.
Based on the eligibility criteria, 24 were excluded for the
following reasons: different population focus, text was
not available, different setting, diagnosis focus, and iden-
tified duplicates. A total of 37 articles were included in
the final analysis, 23 of which were published articles in
academic journals and 14 were gray literature reports.
Further article characteristics will be described below.

As shown in Table 2, 11 studies were assessed out of
the original 23 published articles: eight (Chen
et al., 2020; Dhiman et al., 2020; Ersoy et al., 2020;
Manning et al., 2020; Pavlopoulou et al., 2020; Stan-
kovic et al., 2020; Ueda et al., 2021; White et al., 2021)
with the CASP Study checklists, and three
(Esentürk, 2020; Neece et al., 2020; Parentau
et al., 2020) with the CASP Qualitative checklist. The
remaining 12 published articles included editorials, com-
mentaries, special reviews, and letters to the editor that

were not critically appraised. In general, the quality of
the published articles was variable, as determined by
assessments using the CASP checklists.

Study characteristics

Of the 23 published articles included in our review, two
were technical reports and 10 articles included letters to
the editor, editorials, or commentaries written by clini-
cians or researchers in the field of autism, which were
published in peer-reviewed journals. Eleven articles
included data collection during the early stages of the
pandemic; two used qualitative (i.e., interview) methods,
eight used quantitative (i.e., survey) methods, and one
used mixed-methods (i.e., frequency count and analysis
of free form texts) to capture caregivers’ perspectives on
their experiences during the COVID-19 pandemic. The
majority of the articles were published in 2020 and early
2021 representing countries from Europe (Turkey,
Serbia, United Kingdom, Italy), Asia (China, Singapore,
and India), and North America (Canada and
United States).

Within the gray literature, shown in Table 3, we
reviewed four organizational reports mainly from North
America and Europe (Autism Ontario Supporting Our
Community Report, April 2020; National Autistic

F I GURE 1 Preferred reporting
items for systematic scoping reviews
and meta-analyses (PRISMA-ScR)
diagram
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Society: Left Stranded Report, September 2020; Pan-
demic Canadian Autism Needs Assessment Survey,
October 2020; and SPARK: Simon Foundation
Powering Autism Research for Knowledge, April 2020)
one government report (Coteau, 2020), one magazine
article, one blog post, one nonpeer-reviewed published
report, one news report, and five newspaper articles. The
remaining sources included a policy report and media
reports of the experience of caregivers of autistic children
through the COVID-19 pandemic. Gray literature arti-
cles were from Canada, Australia, the USA, and Israel.

Pandemic-related demands

Twenty out of the 23 published articles in peer-reviewed
journals and 11 of our gray literature reports from
Europe, Asia, and North America included descriptions
of the various demands placed on caregivers and families
as a result of isolation policies meant to restrict the
spread of COVID-19.

School and service closures

Parents reported on the increased demands for caregivers
due to school closures, which resulted in a loss or reduc-
tion of prepandemic educational services, childcare sup-
port, behavioral therapies and programs for autistic
children (i.e., one-on-one support, trained teachers, edu-
cational assistants, behavioral interventions, specialists,
clinicians, therapists). This resulted in parents and care-
givers having to take-up these additional roles
(i.e., increased parenting-related workloads or “round-
the-clock” care) alongside existing family obligations and
responsibilities (Dhiman et al., 2020; Manning
et al., 2020; Parentau et al., 2020; Pellican et al., 2020;
Stankovic et al., 2020; Ueda et al., 2021; White et al.,
2021), and reports of feeling inadequate prepared to meet
their child educational and developmental needs (Neece
et al., 2020).

Increase in challenging behaviors and parental
stressors

Parents also indicated an increase in challenging behav-
iors (i.e., frustrations, aggression and violence towards
self and others, outbursts), and concerns with increased
family conflict (Ueda et al., 2020). Additional stressors
were also noted due to abrupt and unpredictable disrup-
tions to the child, caregiver, and family daily routines
(White et al., 2021), loss of respite (i.e., limited or no
access to support workers as well as grandparents and
extended family), loss of caregiver employment leading
to financial instability (Manning et al., 2020; National
Autistic Society Report, 2020; Neece et al., 2020; WhiteT
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et al., 2021), and loss of recreational and community-
based opportunities (Yarımkaya & Esentürk, 2020).

Increased vulnerability to mental health
challenges

The findings indicated that self-isolation measures had
heightened levels of psychological distress in parents
(i.e., anxiety, stress, distress, helplessness, psychological
wellbeing) and parents reported experiencing anxiety
related to safety (i.e., how to protect their child and fam-
ily from infection when communication about the virus
with their child is difficult), loss of income, and high
financial strain. The prevalence of depression, anxiety,
and symptoms of stress were high within a sample of par-
ents of children with autism and cerebral palsy in India,
and levels of strain was significantly higher during the
pandemic compared to before (Dhiman et al., 2020), and
when compared to mothers of neurotypical children in a
Turkish sample (Ersoy et al., 2020). Child maladaptive
behaviors were associated with parental self-reported
levels of stress (Ueda et al., 2021). American parents with
younger autistic children and those with more complex
needs reported higher levels of stress and concern during
the early stages of the pandemic (Manning et al., 2020).
Findings from organization reports from Canada, UK,
and the US indicate that parents are “very stressed” and
“coping poorly” with reports of feeling worried, anxious,
isolated, and depressed. In the U.S.-based SPARK
report, 97% of parents or caregivers indicated feeling
stressed or overwhelmed due to disruptions in autism-
specific services or therapies, and 95% of parents reported
that COVID-19 had negatively impacted their mental
health.

Long-term impact of isolation and future needs

Seven articles and three gray literature reports (Ameis
et al., 2020; Cassidy et al., 2020; Coteau, 2020; degli
Espinosa et al., 2020; National Autistic Society
Report, 2020; Neece et al., 2020; Rose et al., 2020;
SPARK Report, 2020; Stankovic et al., 2020; White
et al., 2021) discussed the potential long-term impact of
prolonged exposure to increasing demands on the men-
tal health and wellbeing of caregivers and families of
autistic children and alluded to the need for the rapid
development and evaluation of flexible, timely, and
web-based support programs. For example, Cassidy
et al. (2020) wrote that given the long-term uncertainty
of the pandemic, caregivers and families are repeatedly
faced with financial instability, unpredictable situations,
and outcomes. They noted that therapists, clinicians,
and educators have mobilized quickly to adapt their ser-
vices or programs for online platforms, but the impact
of these changes need to be tested and investigation into

whether these new delivery models are effective is
warranted.

Capabilities during the pandemic

Researchers and clinicians published a number of letters
to editors, editorials, commentary, and technical guide-
lines that provided advice on how caregivers can manage
their demands by increasing their capabilities during the
pandemic. Ten publications and gray literature pieces
(Ameis et al., 2020; Brown, 2020; Cassidy et al., 2020;
degli Espinosa et al., 2020; Eshraghi et al., 2020; Lim
et al., 2020; Manning et al., 2020; Narzisi, 2020; National
Autistic Society Report, 2020; Neece et al., 2020;
Pellicano et al., 2020; Smile, 2020; SPARK Report 2020;
Szabo et al., 2020) either provided or highlighted clini-
cian’s advice to help families, especially those with autis-
tic children with higher levels of social communication
challenges and repetitive stereotypical behaviors, to man-
age their time during the pandemic. Recommendations
to parents included re-establishing a “new normal” by
reinstating a daily or bedtime routine, giving attention to
sensory stimulation, creating visual schedules, allowing
adequate but limited exposure to media and regulated
screen time, attention to personal and family healthy
behaviors (i.e., regular hygiene, daily exercise, and sleep),
using communication strategies, sharing special interests
with their children, and providing physical activities for
their children. One blogpost (Schuck, 2020) highlighted
the importance of “personal time” for a single mother of
an autistic daughter: “I’ve resorted to just escaping to a
hot shower to cry when I’m at my breaking point.”

Remote services and telehealth

Nine published articles (Ameis et al., 2020; Chen
et al., 2020; Cassidy et al., 2020; Dhiman et al., 2020;
degli Espinosa et al., 2020; Esentürk, 2020; Narzisi, 2020;
Pavlopoulou et al., 2020; Szabo et al., 2020; Yi &
Dixon, 2020) and one published report (Pellicano
et al., 2020) highlighted the importance of how caregivers
and families remained connected to educational services
(i.e., teachers, educational assistants, special education
resource teachers), behavior therapists, and community
resources during the pandemic. For example, some fami-
lies maintained consistent contact with teachers and
school administrators either through phone or online
meetings (Chen et al., 2020; Dhiman et al., 2020;
Narzisi, 2020; Neece et al., 2020; White et al., 2021), and
some teachers had the capacity to continue consulting
with parents on how best to provide at-home education
to their autistic children (Chen et al., 2020; Dhiman
et al., 2020; Neece et al., 2020; Stankovic et al., 2020;
White et al., 2021). Some argued that telehealth adapta-
tions should remain even after stay-at-home measures are
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lifted, especially if adequate alternative forms of care for
this vulnerable population is unavailable (Pellicano
et al., 2020). Educational professionals were able to
adapt their lessons via online virtual platforms and con-
tinued to provide modified educational experiences for
families, but the effectiveness of these changes in mitigat-
ing behavioral challenges were not measured. There were
examples of behavior therapists who adapted their inter-
ventions or curriculums so that parents could deliver pro-
grams at home (Chen et al., 2020; degli Espinosa
et al., 2020; Dhiman et al., 2020; White et al., 2021; Yi &
Dixon, 2020), and who provided online consultations
with parents (Narzisi, 2020; Szabo et al., 2020). It should
be noted, however, that access to online or virtual sup-
port was provided inconsistently and was only moder-
ately beneficial (White et al., 2021). Although some
families were able to connect with existing services via
online platforms, especially mental health services which
were well suited for online adaption (White et al., 2020),
others noted geographical, cultural, and financial barriers
that limited access (Dhiman et al., 2020; White et al.,
2021), and that services received online may not work
well for minimally verbal children or those with complex
needs (Ameis et al., 2020).

Coping strategies

In a qualitative study by Parentau et al. (2020),
researchers asked parents to list coping responses to lock-
down measures imposed by the pandemic. In the report,
parents listed exercising, attending virtual groups to con-
nect with their community, spending time on self-care
(i.e., taking a bath, online shopping), and getting creative
with time away from their partners and children, as ways
to cope with the stressors of isolation. In the same study,
parents noted positive outcomes due to self-isolation
measures. Some parents reported that school closures
meant that their child’s school curriculum refocused from
academics (i.e., reading, writing, and math skills) to daily
living skills (i.e., self-help) that benefited the wellbeing of
both the child and their caregiver (i.e., child has devel-
oped some independent adaptive skills). Similarly, Neece
et al. (2020) noted that parents coped by implementing
behavioral strategies, re-establishing routines, practicing
meditation, providing space for family members to
decompress and taking breaks from each other, and 92%
of parents reported being able to manage their circum-
stance related to the pandemic. A small handful of par-
ents also noted the helpfulness of receiving government
financial aid. Organizational surveys and reports indi-
cated that parents recognized that efforts to balance
increased demands during the pandemic could leave them
and their families vulnerable to mental health challenges
(Autism Ontario, National Autistic Society, Coteau,
SPARK, and PanCANs). Some parent respondents noted
wanting help addressing increased personal anxiety

(Autism Ontario, 2020) and that while they would like to
access mental health services during isolation, were
unable to do so (PanCANS, 2020).

Caregiver making meaning of their pandemic
experience

There was relatively little scholarship related to how
caregivers made sense of their pandemic experiences.
Media reports from the perspective of caregivers of
autistic children highlighted the protective effects of
connection and close social relationships (via online
communications or communities like Facebook groups)
in fostering a sense of “togetherness” that has helped
families find meaning during the pandemic. From one
blog post, “Why Community Matters More Than Ever
For Parents Of Kids With Special Needs”
(Schuck, 2020), some parents reported finding Facebook
communities or parent support groups a vital resource
during the pandemic. In Neece et al. (2020), a handful
of ethnically and linguistically diverse parents noted
enjoying seeing communities come together to support
each other during the pandemic. Parents of children
with disabilities relied on these online communities for
support, especially when their own personal communi-
ties (i.e., extended family, supportive neighbors, and fri-
ends) were unable to help them due to isolation
guidelines. Some families reported that supportive rela-
tionships and positive socially distanced interactions
with family members (i.e., reading stories together on
their phone or even daily text check-ins) were helpful in
maintaining feelings of normalcy during this time (per-
sonal communications). Supporting caregiver and fam-
ily cultures was an emerging theme within gray
literature that spoke to the attitudes towards family
cohesiveness and culture that led to caregiver and family
resilience.

DISCUSSION

The current scoping review identified the demands, capa-
bilities, and how families were making meaning of their
experience through the COVID-19 pandemic across a
number of evidence-based and gray literature sources.
The synthesis reveals that caregivers of autistic children
and youth are facing increased demands and external
stressors that are having an impact on their mental health
and wellbeing. Families have experience abrupt changes
to their routines, have limited access to or lost their
autism-based supports (i.e., interventions, therapists,
respite, schools and other professionals), and are strug-
gling with the pressures of confinement. While families
are engaging internal and external resources to cope
with the abrupt changes and disruption in their lives as
a result of the pandemic, there is also a reduction in
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existing resources, impacting the ability to balance the
new stressors. Reported family outcomes have been var-
iable, with some families coping and have experienced
positives during the pandemic, while others have experi-
enced crisis (Friesen et al., n.d. submitted). Knowledge
users confirmed themes derived from the literature that
describe the importance of a family’s belief system and
how they make meaning of adversity on building resil-
ience. There is a need for longitudinal surveillance of
caregiver mental health and wellbeing as the pandemic
progresses, and to address the research gaps in reports
that assess evidence-based programs to support care-
givers. The following are key themes synthesized from
the scoping review.

Caregiver mental health and wellbeing

Although there has been an increasing number of publi-
shed reports outlining the demands of the pandemic on
families and the potential impact on their mental health
and family functioning, (Prime et al., 2020; Wade
et al., 2020), there are a limited number of reports
focused on potential mental health outcomes for care-
givers and families of autistic people. Given the vulnera-
bility to existing mental health concerns in caregivers of
autistic people (Martin et al., 2019), it is important for
researchers, clinicians, key-decision makers, and
policymakers to consider the unfolding impact of the
unpredictable demands of the pandemic coupled with
pre-existing stressors associated with the care of autistic
children and youth on caregivers and families. A host of
parent-focused surveys were launched in the first wave
of the pandemic aimed to better capture the information
about the mental health challenges in caregivers and
families (i.e., siblings), though final results of these sur-
veys have yet to be made available. While data from
these surveys will provide useful information about fam-
ily experiences, collaborations will be important to
avoid duplication of efforts. As evident from our review,
it will be crucial for future work to include consider-
ations of cultural and regional variations in COVID-
19-related response that may impact caregiver mental
health and family outcomes, as well as validated mea-
sures of mental health that can properly quantify and
describe symptoms, including how they change over
time in terms of their intensity and frequency (Lai
et al., 2019).

Considerations for caregivers from marginalized
and linguistically diverse communities

There are several gaps in the extant literature. Perhaps
most critical to the systemic nature of the pandemic are
the many inequities that have been brought to light
regarding access to health, educational, and social

services by many different marginalized communities
(Khanlou, 2021; Khanlou et al., 2020; Pellicano &
Stears, 2020). For example, reports have emerged
highlighting how women, especially those from ethnically
and linguistically diverse populations, have experienced
higher levels of financial burden and loss of employment
(Khanlou et al., 2020), and mothers have reported high
levels of anxiety, depression, and stress due to the pan-
demic (Racine et al., 2021). Outside of the pandemic,
work has been done demonstrating how these intersec-
tions are critical considerations for families of autistic
people (Escarce & Kapur, 2006; Liptak et al., 2008;
Nguyen et al., 2016; Zuckerman et al., 2017). To date
though, no published work that we have located has
applied an intersectionality-informed lens in explicating
the heightened marginalization of racialized families in
relation to coping with the demands of the pandemic, dis-
parities in the social determinants of health, and the spe-
cific supports they require to ensure equitable care. There
is evidence from prepandemic work to suggest that
healthcare systems do not adequately meet the needs of
ethnically and linguistically diverse, and marginalized
communities. This includes reports of disparities in access
to timely diagnosis and developmental interventions
(Liptak et al., 2008; Nguyen et al., 2016; Zukerman
et al., 2017) that are associated with language barriers
and socioeconomic status (Escarce & Kapur, 2006;
Stahmer et al., 2019), and mental health literacy, stigma,
and discrimination (DeFreitas et al., 2018). The demands
associated with caring for an autistic individual, espe-
cially those with complex needs (i.e., age of child, intellec-
tual disabilities), may be compounded by these socio-
contextual variables, which may make caregivers and
families increasingly vulnerable to the impact of the
pandemic.

Changing parent–child relationships and
dynamics

The extant publications also do not consider how the
heightened levels of psychological distress might impact
the quality of relationships among caregivers
(i.e., marital/partners), parents and their autistic children,
and siblings. Considering the impact of caregivers’ on the
developmental outcomes of their children
(Developmental Systems Theory; Griffiths &
Hochman, 2015), and coupled with the difficulties that
autistic people may experience adjusting to extreme
changes in routine (Ameis et al., 2020; Chen et al., 2020),
and strict social distancing regulations, these demands
pose a significant risk for the emotional adjustment of all
children, and as some editorials have mentioned, will
likely manifest as behavioral challenges (i.e., aggression,
tantrums, emotional outbursts, self-harm, difficulties
with transitions, etc.). Ample evidence supports that lock-
down measures have had a negative impact on the mental
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health and wellbeing of autistic children and youth
(Ameis et al., 2020; Asbury et al., 2020; Colizzi
et al., 2020; Kong, 2021; Shorey et al., 2020) and adults
with intellectual and developmental disabilities (Lake
et al., 2021). Given the bidirectional nature of heightened
parenting stress and child challenging behaviors (Neece
et al., 2012; Zaidman-Zait et al., 2014), it is plausible that
within a family unit, hardships experienced during the
pandemic have intensified or changed family dynamics
and parent–child interactions. Future research is
warranted in understanding the unique challenges posed
by the pandemic on autistic people and their families,
and how this may be addressed by supports that target
child emotional development and mental health, promote
positive interpersonal connections, parent–child relation-
ships, and family wellbeing.

Considerations for remote services and telehealth

Reports suggest that educators and therapists have adapted
some school lessons and interventions for online platforms,
and have been able to continue providing modified pro-
gramming to autistic children (i.e., consultations over the
phone, adaptations to virtual delivery, dropping off physical
kits to parents, meeting in parks, etc.). However, few adap-
tations have been systematic or strategic, and none have yet
to be tested for their effectiveness or efficacy. Rather, the lit-
erature suggests that most have been adapted as urgent fam-
ily needs arise. Previous work has indicated that there are
benefits to participating in online interventions for care-
givers of autistic children (Blackman et al., 2020;
Hermaszewska& Sin, 2020; Simacek et al., 2020), and autis-
tic adults (Lunsky et al., 2021), but none within the context
of a global pandemic. There is ample opportunity to con-
tinue investigating the effectiveness of adapted and web-
based curricula and interventions on the targeted needs of
autistic children during the pandemic, including the impact
of participation in online programs on the wellbeing of the
children and their caregivers and family.

Limitations

It is important to note that this review included mostly
research and articles from the first wave of the pandemic
which limits the scope of our interpretation. Yet, there is
value is reviewing, synthesizing, and documenting the pub-
lished and gray literature as they emerge in order to cap-
ture the full extent of the demands and capabilities that
families have experienced throughout the duration of an
ongoing pandemic. As the pandemic continues to evolve
and the international community continues to adapt, new
evidence may provide more insight into the lived experi-
ence of caregivers and families of autistic people and illu-
minate ways in which mental health and wellbeing has
been put at risk or have been supported. The majority of
articles included in the review varied in quality and the

results should be interpreted with caution. Reviewing
themes and validating them with our knowledge users
(e.g., parents of autistic individuals, community-based
advocates) was undertaken to help mitigate this limitation.
Moreover, we consolidated information from the English-
only literature on families of children and youth, and
responders were mostly mothers which limits the scope of
our interpretations. We did not include literature on the
mental health and wellbeing of caregivers for adults on the
spectrum or those with more complex needs, which limits
the scope of the review and generalizability of the findings.

CONCLUSIONS

There is growing awareness of the pandemic’s impact
and the increase in stressors and demands placed on care-
givers of autistic children and youth. Ongoing surveil-
lance of caregiver mental health and wellbeing
throughout and beyond the pandemic is needed, espe-
cially research that examines changes in family dynamics,
the effectiveness of adapted virtual services and interven-
tions, factors that contribute to resilience and growth,
and the experiences of families who live at the intersec-
tions of autism and sociodemographic inequities and
marginalization. It would be interesting to conduct an
analysis of cross regional responses to limiting the spread
of COVID-19, and their impact on caregiver mental
health and wellbeing, but this would be beyond the scope
of this review. Doing so will continue to further our
understanding of how the pandemic has changed care-
giver and child behaviors and family relationships, and
will help service providers and policymakers to continue
to adapt to their needs. However, surveillance should be
coupled with equity-informed and specific actions, so that
needs of caregivers are responded to in a timely and
family-focused manner, and not just reported on.
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