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Report Notes 
 
Abbreviations 
 
COVID-19   Coronavirus Disease 2019 (illness) 
 
Definitions 
 
Term Definitions 
Commentary An explanation or discussion about an event taking place, a book 

or articles, or a person. Some may include an opinion.1 
Editorial  A brief article that expresses an opinion and balances an analysis 

of evidence, often written by a senior editorial staff or publisher 
about the topics discussed in a publication issue.2 

Empirical A type of research methodology that relies on observation or data 
collection to arrive at conclusions. Empirical studies can be 
quantitative (numbers) or qualitative (descriptive) in nature. 

 
Language 
 
There have been significant changes in recent years that have shaped how autism is 
discussed, defined, and described. There are some recommendations for identity-first 
language (e.g., “autistic person”) or for person-first language (e.g., “people with 
autism”). While traditionally person-first language was the recommended method for 
describing autism, as part of a broader movement to separate the person from symptoms 
or traits, many advocates and authors have highlighted the issues with this approach for 
the autistic community.1 Many advocates from the autistic community note that identity-
first language is the preferred way of talking about autism. Autism is seen as an 
inseparable part of who autistic people are. Throughout the report, the term “autistic 
child/person” is used when communicating about autism. We acknowledge that there 
continue to be disagreements, and our usage of identity-first language is meant to 
recognize, affirm, and validate the ownership of an identity as an autistic person. The 
term autistic is not viewed in a negative light.     
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Project Summary Description 
 
Autism is a pervasive neurodevelopmental condition and varies in terms of symptom 
presentation and severity, and autistic people tend to have social communication 
challenges, sensory sensitivities, and engage in restricted, rigid, and repetitive patterns 
of behaviour.2 Given the chronic nature of autism’s clinical needs, there is a high degree 
of demands on caregivers. For example, they must balance their responsibilities in 
scaffolding the needs of the autistic individual within the broader family context (i.e., 
responsibilities to their jobs, needs of siblings and other dependents). This difficult 
balancing act can have a significant impact on their overall mental health and wellbeing. 
The current project uses a rapid knowledge review and synthesis, with an integrated 
knowledge translation approach with knowledge user and expert oversight, to better 
understand what has been documented regarding the impact of the COVID-19 pandemic 
on caregiver and family functioning, and on mental health services response, which 
have emerged as a result.  
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Lay Summary 
 
Context: Before COVID-19, the existing peer-reviewed literature tended to indicate that 
parents of autistic children and adolescents can experience more mental health problems 
compared to families without autism and even when compared to caregivers of youth with 
other brain-based developmental conditions.3-7 Family caregivers often experience 
considerable demands and spend an substantial amount of time addressing them, 
including having to provide around-the-clock care,8 act as therapists, advocates, 
navigators, or teachers in providing supports, and manage high rates of child and 
adolescent difficulties, while balancing their own needs (i.e., career) and their family (i.e., 
siblings and other dependents) responsibilities.9  
 
The Problem of COVID-19: As a result of the state of emergency due to COVID-19, 
stressors and poor mental health outcomes are likely more prevalent than before the 
pandemic. Distancing requirements have halted all in-person social, education, and 
therapeutic programs (e.g., diagnostic clinics and interventions, day programs, schools, 
adapted recreation and leisure, etc.). This means parents have little or no assistance 
outside of the family. 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 can 
inadvertently exacerbated the difficulties experienced by many families of autistic 
children, and further expose them to vulnerabilities that may impact caregiver mental 
health and overall family wellbeing. 
 
Objectives: We aimed to identify and address the knowledge gaps and build evidence 
for the demands, capabilities and family understanding of their current experiences, which 
are associated with COVID-19. Demands refers to the sources of stress, such as strains 
or negative circumstances that persist over time, daily hassles, or other external 
stressors. Capabilities refers to the factors that help manage these pressures, such as 
external (e.g., programs, services, etc.) and internal resources (e.g., coping behaviours). 
We wanted to provide a summary of the evidence for the mental health needs of 
caregivers and families of autistic children and adolescents in a short search timeframe, 
and to describe how these needs relate to caregiver and family mental health response 
and resilience.  
 
Methods: To achieve these objectives, we followed best practices of a rapid knowledge 
synthesis approach. The initial search terms and strategies for the rapid review were 
developed and reviewed by a team of researchers, clinicians, caregivers, and knowledge 
users. All searches were performed between May 25, 2020 to June 12, 2020. Our 
methods included three search strategies: (1) Strategy One – traditional literature search 
of indexed peer-reviewed databases, (2) Strategy Two – search of peer-reviewed non-
indexed literature using Google Scholar, and (3) Strategy Three – search of grey literature 
material through newspaper indexes, hand searching using Google, and personal 
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communication/advertisements via social media and our co-investigators and knowledge 
user networks.  We included peer-reviewed published and in press articles from around 
the world that focused on the experience of parents and caregivers of autistic children 
and adolescents (below 25 years of age) during the COVID-19 pandemic, as well as 
relevant published results from organizational reports and surveys, news articles and 
reports. Information in the report have been verified by all members of the team including 
our knowledge users. 
 
Results: Using Strategy One and Two, we initially identified 209 articles, of which 13 
were included in our review. Through Strategy Three, we found 2 organizational reports 
and 7 newspaper articles or media reports. Of the sources that we reviewed, the majority 
of the peer-reviewed literature and grey literature focused on the experience of caregivers 
and families of autistic children during this time, including descriptions of the various 
demands placed on them as a result of isolation policies meant to restrict the spread of 
COVID-19. The literature and media provided examples of the consequences of 
increased demands on the wellbeing of caregivers and families as they found ways to 
cope with these stressors. Some of the literature provided advice in the form of “tips”, 
opinion pieces, or infographics to help caregivers and families manage their demands 
and to support their capabilities. We found limited literature that focused on programs or 
interventions that supported caregiver and family mental health and wellbeing through the 
COVID-19 pandemic. Some media reports from the perspective of caregivers underlined 
the protective effects of connection and close social relationships (via online 
communications or communities like Facebook groups) in fostering a sense of 
“togetherness” that helped families find meaning during the pandemic. Some reports 
highlighted the potential long-term impact of prolonged exposure to increasing demands 
on the mental 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.  
 
Discussion: It is important to note that the results in this report are preliminary, and as 
new peer-reviewed literature is published and indexed, we will be able to provide a more 
a broader analysis of the empirical evidence outlining the impact of the COVID-19 
pandemic on the mental health and wellbeing of caregivers and families of autistic 
children, and the supportive programs that have emerged as a result. For example, a 
number of national and international caregiver-reported surveys (e.g., Families Facing 
COVID-19; Pandemic Canadian Autism Needs Assessment Survey) have been launched 
to capture and understand the experience of caregivers of autistic individuals during this 
time. In the next iteration of this report, we will be able to incorporate findings from these 
reports into our analysis.  
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Background 
 
Before COVID-19, the extant literature suggests that parents of autistic people  
experience more mental health problems compared to families without autistic family 
members, even when compared to caregivers of children with other neurodevelopmental 
disorders, such as intellectual disability.5-9 Autism varies in terms of symptom 
presentation and severity, but often involves challenges with social communication and 
interactions, the presence of restricted, rigid, and repetitive patterns of behaviour or 
interests, and hypersensitivity or hyposensitivity to environmental stimuli.2 Many autistic 
individuals find transitions and changes in their routine difficult.10 Autism is estimated to 
be diagnosed in 1 in 66 Canadian children.3  
 
The heterogeneous and often chronic nature of autism’s clinical needs often contributes 
to a high degree of demands for caregivers and the broader family context, with the 
potential to impact mental health and wellbeing. Caregivers may have to provide around-
the-clock care,11 and act as therapists or teachers providing interventions.12 Self-injurious 
or aggressive behaviours are common in autistic children, and the onus is often on 
caregivers to keep themselves, others (i.e., siblings, etc.), and their child safe.13 Many 
autistic children have intellectual or physical disabilities,14-16 or comorbid psychiatric 
disorders,17 which can place further strain on the caregiver and family. It is not a surprise 
that rates of depression and anxiety are higher than in the general population,18 and that 
approximately 1 in 10 families report being in crisis at any one moment in time.19 Parents 
of autistic children also report high risks of marital discord,20 unemployment, and financial 
strain.21 

 

We aimed to better understand the impact of the COVID-19 pandemic on caregiver and 
family functioning, and the mental health service interventions that have emerged as a 
result.   
 
Framework 
 
The Family Adjustment and Accommodation Resource Model (FAAR Model) is often used 
as a framework to understand the processes that lead to family outcomes in the face of 
stressors.22 The FAAR model suggests that a response to stressful life events involves 
the interaction of three domains: demands, capabilities, and the family’s meaning (Figure 
1). Demands involve the sources of stress, such as 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. When demands increase, families employ their 
capabilities, including external resources (e.g., programs, services, etc.) and internal 
resources (e.g., coping behaviours) as 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). However, 
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two families with the same stressors / services may still experience different outcomes 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 outcome 
is therefore determined by the subjective experience of how well balance is achieved 
between demands and capabilities.  
 
Figure 1. The Family Adjustment and Accommodation Resource Model 
(FAAR Model; Patterson, 1988) 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
It is critically important that we support the mental health of parents and families with 
autistic children and understand responses that promote resilience during and after this 
pandemic. Within the family context, parental mental health and wellbeing can have an 
impact on children’s (and siblings’) development,23-25 including their adaptive functioning, 
academic achievement, self-esteem and friendships.26 Studies also note bidirectional 
effects between poor parent mental health, and emotional and behavioural concerns in 
autistic children.27-30 Poor family functioning also has significant negative impacts on 
economic success.31 
 
The problem of COVID-19  
 
As a result of the COVID-19 state of emergency, these stressors and mental health 
outcomes are likely more prevalent than before the pandemic. Distancing requirements 
have halted all in-person social, education, and therapeutic programs (e.g., interventions, 
day programs, schools, adapted recreation and leisure, etc.). This means parents have 
little or no assistance outside of the family. Families have had to face abrupt changes to 
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their routine, limited access to resources, and for many caregivers, interruptions to 
financial support (i.e., loss of employment and income). Caregivers who were already 
overburdened with the responsibilities of managing the specific needs of the autistic 
person and their family have had to very quickly re-establish new norms, and this 
transition can be emotionally draining for the entire family unit. Policies meant to limit the 
transmission of COVID-19 have inadvertently exacerbated the difficulties experienced by 
many families and further exposed them to vulnerabilities that can impact caregiver 
mental health and overall family wellbeing.  
 
It is essential to better understand the mental health concerns and experience of 
caregivers, including what makes families resilient in the face of stressors, and to identify 
the evidence-based best practices and service needs (i.e., the capabilities) to support 
parents of autistic children who are faced with these pandemic-related demands. Using 
the FAAR Model as a framework, the proposed rapid knowledge synthesis review 
searched for literature that outlines how, as a result of the COVID-19 pandemic, families 
balance demands and capabilities, and how they make meaning of this process over 
time.  
 
Objectives 
 

1. Identify and address knowledge gaps and build evidence for the demands, 
capabilities and meaning associated with COVID-19 for caregivers and families of 
autistic people 

2. Provide a review of the evidence for the mental health service needs of caregivers 
and families of autistic children and adolescents in a short timeframe, and 

3. Elucidate how these relate to caregiver and family mental health response and 
resilience.  
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Methods 
 
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 mental 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 (JWG), clinical psychology (JW, CM), 
nursing (NK), and speech-language pathology (CH). An integrated knowledge translation 
approach was taken, working with knowledge users throughout the process. Knowledge 
users included representatives from Canada-wide autism advocacy agencies (Autism 
Ontario and the Canadian Autism Spectrum Disorder Alliance), and parents of autistic 
people. 
 
We conducted the rapid review based on the proposed methodology guide of the 
Cochrane Rapid Reviews Method Group.32 We report select components of the Preferred 
Reporting Items for Systematic Review and Meta-Analyses (PRISMA).  
 
Literature Search 
 
A list of search terms was developed 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). In consultation with a dedicated reference 
librarian at York University, 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 decision was made to not include “family” as an 
additional term). Ultimately, because of the limited number of returns, the mental health 
search terms were excluded from the search functions, and instead manually reviewed in 
each selected output. 
 
Table 1. Rapid Synthesis Search Terms 

 Research Database Terms Grey Literature Terms 

Target Population Family, Parent, Sibling, 
Caregiver Family, Parent, Caregiver 

Diagnosis 
“Autism Spectrum Disorder”, 
ASD, Autis*, “Developmental 
Disabilities” 

Autis*, “Developmental 
Disabilities” 

Disease COVID, Coronavirus COVID 
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The review was carried out using three strategies, over between May 25 to June 12, 2020 
a two-week period in June 2020.  
 

Strategy One: First, articles were collected through concurrent searches of Ovid 
MEDLINE, PsycINFO, PubMed, CINAHL Plus, Sociological 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, PsycINFO, PubMed, Social Work Abstracts). 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 decision 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: For the second strategy, a search of Google Scholar articles 
published since January 2020 was conducted using combinations of “COVID” or 
“coronavirus”, and “autism” or “ASD” (See Appendix 1 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” or 
“sibling”, 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 more thorough review. 
 
 Strategy Three: In the third strategy, searches were extended beyond peer-
reviewed and empirical sources to grey literature. Newspapers archives were searched 
for articles published from December 1, 2019 onwards. The Canadian Major Dailies 
database was searched using the terms “COVID” and “autis*”. In addition, an 
advertisement was shared with service providers, researchers, clinicians, and members 
of the autism community via email and Twitter, requesting for key literature (i.e., 
publications, reports, guidelines, 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 news articles, newsletters, organizational surveys and reports to find 
relevant materials.  
 
 
 

Mental Health “Mental health”, Wellbeing “Mental health”, Wellbeing  
Notes: Asterisks (*) were used for multiple character searching; Quotation marks (“”) were 
used for exact phrases. 
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Study Selection and Extraction 
 

Articles identified across the three phases were reviewed and included if the article 
focused and/or discussed mental health and/or wellbeing of parents, caregivers, siblings, 
or other relatives 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. 
 
We used COVIDENCE (www.covidence.org), a systematic review management system, 
to organize articles from our searches. Only references from Strategy 1 and Strategy 2 
were entered into COVIDENCE, and all grey literature as a result of searches from 
Strategy 3 and were screened and analyzed separately.  
 
Risk of Bias Appraisal 

 
Grey literature was included in the current review as it has been suggested that including 
grey literature in reviews on public health-related topics can reduce publication bias, 
provide contextual information, and identify all interventions that exist.33 However, there 
are clear limits to including grey literature that should be noted: Searching grey literature 
in a systematic way can be onerous and can make results difficult to reproduce. As well, 
grey literature does not undergo a peer-review process, which may mean substantive 
variability in the quality of the information available.  
 
Synthesis 
 
The data synthesis focused on providing a narrative summary of articles. 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. Our interpretation of 
the literature have been verified with feedback from our knowledge users including 
caregivers of autistic children and other knowledge users within the autism community.  
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Results 
 
Literature Search 
 
Using Strategy One and Two, we identified 209 articles (see Figure 2). Through 
COVIDENCE, 111 duplicate articles were removed. After a preliminary screening of 
abstracts (VL and CA), 74 additional articles were marked as irrelevant using 
predetermined criteria (articles must include reference to caregivers, parents, autism, 
developmental disability, and COVID-19) and removed. From these articles, 25 received 
full text reviews and 12 were excluded (i.e., 7 were wrong patient population, 2 full text 
was not available, 2 had the wrong setting, and 1 focused only on autism diagnosis). Four 
additional articles were sent to our team for review as a result of our request for related 
materials by co-investigators and their networks. In total, 13 published articles were 
included in our review. See Table 2 for a description of included literature. 
 
Through Strategy Three, we were able to three organizational reports and found nine 
newspaper articles or media reports (See Figure 2). The full text of all news and media 
articles, and organizational reports were screened by a single reviewer for relevance to 
our objectives. From these articles, three were excluded (i.e., 2 were duplicates, 1 was 
the wrong patient population). In total, two organizational reports and seven newspaper 
articles/media reports were included in our review. See Table 3 for a description of 
included literature. 
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Figure 2. Study Flow Diagram 
 

 
 
 
Characteristics of Included Articles 
 
Of the 13 published articles included in our review, nine articles were categorized as 
editorials or commentaries by clinicians or researchers in the field of autism that were 
published in peer-reviewed journals. Of the four remaining articles, one used qualitative 
methods and three used quantitative (i.e., survey) methods to capture the caregivers’ 
perspective on their experiences during the COVID-19 pandemic. See Table 2 for 
characteristics of published articles. Articles represented editorials and studies from 
various countries including Turkey, United Kingdom, Serbia, United States, Canada, and 
Italy.  
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Within the grey literature, we reviewed two organizational reports, one magazine article, 
one blog post, and five newspaper articles. Of the organizational reports, we included 
Autism Ontario’s survey report, which was based on a brief survey that they sent to 
caregivers and autistic individuals in March 2020 to determine the needs of families, and 
autistic people during this time and what services they could offer to help. The second 
was a preliminary report from the Pandemic Canadian Autism Needs Assessment survey 
report. This report was sent to caregivers, families, and autistic individuals in partnership 
with McMaster Autism Research Team, the Canadian Autism Spectrum Disorder Alliance, 
and Autism Speaks. The survey aimed to understand how the autism community was 
being impacted by the COVID-19 pandemic. Finally, the seven newspaper articles 
included media reports of the experience of caregivers of autistic children through the 
COVID-19 pandemic from Canada, USA, and Israel.  
 
A single reviewer (PTM) used the Critical Appraisal Skills Programme (CASP) 
Checklists34 to determine the quality of empirical data included in the study. For 
quantitative studies, scores ranged between 0-12 for CASP Cohort Study checklist, with 
12 indicating the highest quantitative research quality. For qualitative studies, scores 
ranged between 0-10 using the CASP Qualitative checklist, with 10 indicating the highest 
qualitative research quality. Four of the empirical studies included in the rapid systematic 
review were assessed: three (Ersoy et al., 2020; Pavlopoulou et al., 2020; Stankovic, 
2020) used the CASP Cohort Study checklist, and one (Esentürk, 2020) used the CASP 
Qualitative checklist. The CASP rating scores for the three studies are indicated below in 
Table 2. In general, the quality was assessed as low for the four peer-reviewed articles.  
 



 

Last Updated:  
June 22, 2020 
 

18 

Table 2. Description of Peer-Reviewed Articles (n = 13) 
 

Author(s) Date 
published Country Title Journal Participants  Category  CASP 

Rating 

Cassidy  
et al.  

May 08, 
2020 
 

Multinatio
nal 
(Canada, 
UK, USA) 

An expert discussion on 
autism in the COVID-19 
pandemic 

Autism in 
Adulthood N/A Commentary N/A 

 
degli 
Espinosa et 
al.  
 
 

 
April 10, 
2020 (Pre-
print) 
 
 

UK 

A model of support for 
families of children with 
autism living in the COVID-
19 lockdown: Lessons from 
Italy 

N/A N/A 
Commentary 
– ABA Parent 
protocol 

N/A 

Ersoy  
et al.  

June 15, 
2020 Turkey 

The comparison of impact of 
health anxiety on 
dispositional hope and 
psychological wellbeing of 
mothers who have children 
diagnosed with autism and 
mothers who have normal 
children, in Covid-19 
pandemic 

Social 
Sciences 
Research 
Journal 

N = 126 (n = 
60 mothers 
with autistic 
children; n = 
66 mothers 
without 
autistic 
children) 

Empirical 
Article – 
Quantitative   

1 

Esentürk May 22, 
2020 Turkey 

Parents' perceptions on 
physical activity for their 
children with autism 
spectrum disorders during 
the novel Coronavirus 
outbreak 

International 
Journal of 
Developmental 
Disabilities 

N = 10 (60% 
females; 40% 
males) 
Parent Age: 
35-54 years 
old 

Empirical 
Article – 
Qualitative   

5 
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Eshraghi et 
al.  

May 20, 
2020 
 

USA 
COVID-19: Overcoming the 
challenges faced by 
individuals with autism and 
their families 

Lancet 
Psychiatry N/A Commentary N/A 

 
Narzisi  

 
April 01, 
2020 
 

Italy 

Handle the autism spectrum 
condition during Coronavirus 
(COVID-19) Stay at Home 
period: Ten tips for helping 
parents and caregivers of 
young children 

Brain Science N/A Editorial N/A 

Rose  
et al. 

May 15, 
2020 UK 

The effect on and 
experience of families with a 
member who has intellectual 
and developmental 
disabilities of the COVID-19 
pandemic in the UK: 
developing an investigation 

International 
Journal of 
Developmental 
Disabilities 

N/A Editorial N/A 

Smile  May 25, 
2020 Canada 

Supporting children with 
autism spectrum disorder in 
the face of the COVID-19 
pandemic 

Canadian 
Medical 
Association 
Journal 

N/A Editorial N/A 

Stankovic et 
al.  

May 12, 
2020 Serbia 

The Serbian experience of 
challenges of parenting 
children with autism 
spectrum disorders during 
the COVID-19 pandemic and 
the State of Emergency with 
the police lockdown 

The Lancet 
Child and 
Adolescent 
Health 

N = 85 (74% 
mothers; 
22% fathers; 
4% other 
relatives) 
 

Empirical 
Article – 
Quantitative  

1 
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Szabo et al. April 23, 
2020 USA 

From helpless to hero: 
Promoting values-based 
behaviour and positive 
family interaction in the 
midst of COVID-19 

Behavioural 
Analysis in 
Practice 

N/A 
Commentary 
– Parent 
Guideline 

N/A 

Pavlopoulou 
et al. 

June 17, 
2020 UK 

Impact of COVID-19 on the 
experiences of parents and 
family carers of autistic 
children and young people in 
the UK 

UCL Research 
Briefing 

N = 449 
(89% 
mothers;  
Child Age: 
47% primary 
school age 

Empirical 
Article – 
Quantitative  

6 

Yarımkaya & 
Esentürk  

April 22, 
2020 Turkey 

Promoting physical activity 
for children with autism 
spectrum disorders during 
Coronavirus outbreak: 
Benefits, strategies, and 
examples 

International 
Journal of 
Developmental 
Disabilities 

N/A Commentary N/A 

Yi & Dixon  Pre-print USA 

Developing and enhancing 
adherence to a telehealth 
ABA parent training 
curriculum for caregivers of 
children with autism 

N/A N/A 
Commentary 
– Parent 
Curriculum 

N/A 

Notes:  CASP – Critical Appraisal Skills Programme Checklist (2018), a study appraisal tool used to determine the quality of 
empirical data included in the study (scores range between 0-12 for the CASP Cohort Study checklist, with 12 indicating the highest 
quantitative research quality and scores range between 0-10 for the CASP Qualitative checklist, with 10 indicating the highest 
qualitative research quality); COVID-19 – Coronavirus Disease 2019; Commentary – an explanation or discussion about an event 
taking place, a book or articles, or a person;  Editorial – a brief article that expresses an opinion and balances an analysis of 
evidence, often written by a senior editorial staff or publisher about the topics discussed in a publication issue; Empirical –  a type of 
research methodology that relies on observation or data collection to arrive at conclusions; N – Total number; N/A – Not Available; 
UK – United Kingdom; USA – United States of America. 
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Table 3. Description Grey Literature articles (n = 9) 
 

Author(s) Date 
published Country Title Publication Participants  Category 

Autism Ontario April, 2020 Canada Supporting our community 
https://www.autism
ontario.com/news/s
upporting-our-
community 

N = 182 Organizational 
Report 

PanCANS Pre-print Canada Pandemic Canadian Autism 
Needs Assessment Survey N/A N = 1066 Organizational 

Report 

Brown  April 01, 
2020 Israel A plea for solutions for people 

with autism during the crisis Jerusalem Post N/A Newspaper  

Hawkins  
April 25, 
2020 
 

USA 

One New York special-needs 
school is ahead of the curve 
with remote learning; systems 
already in place for autistic 
students help them adapt since 
it isn't their ‘norm to sit at the 
kitchen table’ 

Wall Street Journal N/A Newspaper  

Laucius  June 01, 
2020 Canada 

A summer without camp: 
families of autistic children lose 
respite 

Ottawa Citizen N/A Newspaper  

MacDonald  April 21, 
2020 USA 

For people with autism, 
lockdowns shatter routine, 
heighten anxiety: The 
coronavirus pandemic has 
disrupted the reliable pace and 
structure of life essential to 
many people with autism 

Wall Street Journal N/A Newspaper  

Picon  May 04, 
2020 USA 

Six ways to support autism and 
special needs families during 
the Coronavirus pandemic 

Exceptional Parent 
Magazine N/A Magazine  
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Schuck  May 05, 
2020 Canada 

Why community matters more 
than ever for parents of kids 
with special needs  

CBC News N/A Blogpost 

Yogaretnam  March 30, 
2020 Canada Touched by autism, families ‘in 

crisis’ Ottawa Citizen N/A Newspaper 

Notes:  N – Total number; N/A – Not Available; PanCANS – Pandemic Canadian Autism Needs Survey; USA – United States of 
America. 
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General Themes 
 
Our rapid search of the literature found 13 published peer-reviewed articles and 9 grey 
literature pieces related to the impact of COVID-19 on the daily lives of caregivers and 
families of autistic children. A limited number (2 peer-reviewed articles and 1 grey 
literature) focused specifically on the mental health and wellbeing of caregivers and 
families, while the remaining literature reported more broadly on relevant topics. We 
anticipate that in the following months, a number of studies and reports that focus on the 
perspectives of caregivers and families, including validated measures of their mental 
health and wellbeing, will emerge. The synthesis is limited by the number of high-quality 
articles within our rapid search, but we are optimistic that as more data is collected by 
research groups and organizations from around the world and published in peer-reviewed 
journals and online, we will be able to provide a broader analysis of the scope and impact 
of COVID-19 on the mental health and wellbeing of caregivers and families of autistic 
children.  
 
To address Objective 1, we identified and summarized the findings from our rapid review 
and categorized them into the three domains of the FAAR Model. Specifically, we 
described and built evidence from documented examples in the literature that provide 
examples of the types of demands (i.e., stressors, strains, and daily hassles) that have 
been put on caregivers and families and the consequences of prolonged exposure to 
these demands. It should be noted that these demands may not be unique experiences 
for caregivers and families of autistic children. But given their vulnerability to mental health 
problems, the increased intensity and frequency of these demands as a result of social 
distancing measures due to COVID-19 amplifies their risk even further. To address 
Objective 2, we provide a review of the evidence for mental health and wellbeing related 
services identified, including the capabilities (i.e., mental health and wellbeing resources, 
programs, supports, ways of coping) that have been reported. To address Objective 3, 
we reference reports that capture information on caregivers’ and families’ perspectives 
on meaning (i.e., beliefs, identity, community, family culture) that relate to how their 
understanding of events related to COVID-19 shape their ability to remain resilient 
through adversity. See a summary of the general themes in Table 4. 
 

Objective 1: Summary of Demands. Eleven out of 13 published literature and 8 
grey literature reports focused on the experience of caregivers and families of autistic 
children during this time including descriptions of the various demands placed on them 
as a result of isolation policies meant to restrict the spread of COVID-19. In four empirical 
articles included in our review (Ersoy et al., 2020; Esentürk, 2020; Pavlopoulou et al., 
2020; Stankovic et al., 2020), researchers reported 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 family from infection when communication 
about the virus with their child is difficult), loss of income, and high financial strain. School 
closures resulted in a loss of not only educational supports, but behavioural therapies and 
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programs for autistic children (i.e., one-on-one 
support, trained teachers, educational 
assistants, behavioural interventions, 
specialists, clinicians, therapists), and these 
same parents also reported an increase in 
challenging behaviours (i.e., frustrations, 
aggression and violence towards self and 
others, outbursts), increased parenting-related 
workloads (i.e., “round-the-clock” care), 
disruptions to their daily routines, loss of 
respite (i.e., social distancing have limited 
access to support workers as well as 
grandparents and extended family), and loss of 
recreational and community-based 
opportunities. It should be noted that none of 
the studies analyzed how caregiver mental 
health and family wellbeing may be associated 
with the intersectional factors, such as social 
economic status, gender, racialized and 
cultural differences.  
 
The peer-reviewed literature and media 
reported similar consequences of increased 
demands on the mental health and wellbeing 
of caregivers’ and families. For example, 59% 
of parents reported feelings of helplessness 
(Stankovic et al., 2020). Mothers of autistic children in one Turkish study reported higher 
levels of anxiety, and lower feelings of dispositional hope and psychological wellbeing 
when compared to mothers of neurotypical children (Ersoy et al., 2020). Preliminary 
survey results from the PanCANS report indicated that many Canadian parents note 
being “very stressed” (43%), and that 24% report “coping poorly” to changes related to 
COVID-19 (PanCANS Survey, 2020). In the same survey, 67% of parents responded that 
COVID-19 had negatively impacted their autistic child’s emotional and mental health. 
Parents reported experiencing feelings of worry (85%), anxiousness (86%), stress 
(86.1%), depression (58%), and isolation (77%).  
 
Media reports have highlighted the struggle of caregivers and families of autistic children 
as they attempt to balance demands. For example, a parent in the Ottawa Citizen said, 
“Now with kids home, private therapy centres closed, and no respite for families, it’s been 
a struggle to keep my family safe and functioning”, and others parents reported that “The 
pandemic has been hard enough to understand for most people, it’s even harder to grasp 
for people with autism”. It is possible that quotes from media reports may have focused 
on highlighting the extremes in negative outcomes for families.  
 

“Now with kids home, private therapy 
centres closed, and no respite for 
families, it’s been a struggle to keep 
my family safe and functioning” – 
Laucius, Ottawa Citizen, March 30, 
2020 
 
“The pandemic has been hard 
enough to understand for most 
people, it’s even harder to grasp for 
people with autism” – Yogaretnam, 
Ottawa Citizen, June 1, 2020 
 
“Without access to therapies and 
supports for our son, his behaviour 
has regressed and his meltdowns 
and tantrums has become more 
frequent, and any of the tools he 
learned previously to help with his 
emotional regulation have been 
forgotten and he no longer uses 
them” 

Caregiver comments on demands:  
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Objective 2: Summary of Capabilities. There were no published empirical 
articles investigating the effectiveness of interventions or support programs addressing 
the mental health and wellbeing needs of caregivers and families of autistic children at 
this time. Seven of the published articles and one grey literature report included editorials 
or guidelines that provided therapists, or caregivers and families with advice or “tips” to 
help them manage their demands and to support their capabilities during the pandemic. 
For example, two editorials (Narzisi, 2020; di Espinosa et al., 2020) provided an advice 
list to help families, especially those with children who have social communication 
challenges and stereotypical behaviours, manage their time during the pandemic. These 
lists provided generic recommendations to parents which included creating a daily 
schedule to re-establish a routine, create a visual schedule, use warm tone of voice to 
communicate, share special interests with their 
children, provide physical activities for their 
children, etc. None of the reports focused on advice 
or suggestions for caregivers or families as they 
face their own potential mental health challenges. 
One blogpost (Schuck, May 5, 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.”  
 
Seven reports (Cassidy et al., 2020; degli Espinosa et al., 2020; Esentürk, 2020; Narzisi, 
2020; Pavlopoulou et al.; 2020, Szabo et al., 2020, & Yi & Dixon, 2020), see Table 2 for 
details) highlighted the importance for caregivers and families to remain connected to 
educational services (i.e., teachers, educational assistants, special education resource 
teachers), behavioural therapists, and community resources during the pandemic. For 
example, the published reports noted that some families have maintained consistent 
contact with teachers and school administrators either through phone or online meetings 
(Narzisi, 2020), and some teachers had the capacity to continue consulting with parents 
on how best to provide at-home education to their autistic child (Stankovic et al., 2020). 
Educational professionals were able to adapt their lessons via online tools and continued 
to provide modified educational experiences for families, but the effectiveness of these 
changes in mitigating behavioural challenges were not measured. There were examples 
of behavioural therapists who adapted their behavioural interventions or curriculums so 
that parents could deliver the program at home (degli Espinosa et al., 2020), and those 
who provided online consultations with parents (Narzisi, 2020; Szabo et al., 2020).  
 
Commentary from Cassidy et al. (2020) suggested that parents should seek organizations 
in their community that could provide resources and support during this time. For 
example, one author suggested organizations, such as “Parents Helping Parents”, who 
support lower income families who might not have space to self-isolate, or internet access 
to connect with services. Autism Ontario encouraged parents to contact their service 
navigators during the COVID-19 pandemic who could help direct them to services or 

“I’ve resorted to just escaping to 
a hot shower to cry when I’m at 
my breaking point.” – Schuck, 
CBC, May 05, 2020 
 

Caregiver comment on 
capabilities:  
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online resources. However, none of these programs or adaptations have been tested 
empirically.  
 
Preliminary results from both organizational surveys (Autism Ontario and PanCANs) have 
indicated that parents recognize that one consequence of having to balance increased 
demands during the pandemic may leave them and their families vulnerable to mental 
health challenges. For example, results from the Autism Ontario “Supporting our 
community” report indicated that 17% of parent respondents wanted help addressing 
increased personal anxiety, 11% wanted respite, and 13% wanted help addressing 
increased anxiety and long-term impacts of their children’s behaviours. From the 
PanCANS survey, 14% of caregivers reported being able to access mental health 
supports during COVID-19, and 43% noted that they would like to access mental health 
services during isolation, but were unable to do so.  
 
Four reports (Cassidy et al., 2020; degli Espinosa et al., 2020; Rose et al., 2020 & 
Stankovic et al., 2020) highlighted the potential long-term impact of prolonged exposure 
to increasing demands on the mental 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 entire situation, caregivers and families 
are repeatedly faced with unpredictable situations and outcomes. They noted that 
therapists, clinicians, and educators have mobilized quickly to adapt their services 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.     

 
 Objective 3: Summary of Meaning. Media reports from the perspective of 
caregivers of autistic children underline 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 the CBC blog post, “Why Community Matters More Than Ever For 
Parents Of Kids With Special Needs” (Schuck, May 5, 2020), some parents have found 
Facebook communities or parent support groups a vital resources during the pandemic. 
Parents of children with special needs rely on these online communities for support, 
especially when they own personal communities (i.e., extended family, supportive 
neighbours and friends) are unable to help them due to self-isolation guidelines. Some 
families have reported that supportive relationships and positive socially distant 
interactions with family members (i.e., reading stories together on their phone or even 
daily text check-ins) have been helpful in maintaining feelings of normalcy during this time 
(personal communications).  
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Table 4. General Summary of Themes 
 

FAAR Model Domains Thematic Synthesis 

Demands 
• Social Disruptions including 

job loss, financial insecurities, 
social distancing, and 
confinement 

• Caregiver Wellbeing including 
psychological distress, 
parenting stress, and mental 
health symptoms 

• 11 articles published in research 
journals outlined the increase of social 
disruptions (i.e., loss of job, change of 
job/job disruption, increased marital 
conflict, financial instability) and 
parenting demands (i.e., “round-the-
clock” care, homeschooling). 

• Published and grey literature indicated 
that parents reported an increase in 
behavioural challenges leading to 
problematic interactions between parent 
and child, and strains in the parent-
child-family relationships. 

• Published and grey literature indicated 
that parents experienced increased 
levels of anxiety and stress, and 
identified a high need for support.  

• One out of 3 empirical studies 
measured psychological distress, 
wellbeing, and mental health challenges 
in caregivers and families during 
COVID-19. 

Capabilities 
• Caregiver Coping Skills 

including stress response, 
physiological and psychological  

• Family Resources 
• Family Routines 
• External Resources including 

services and support programs 

• All empirical articles suggested that 
caregivers and families are struggling to 
manage their demands. 

• Published and grey literature suggest 
that caregivers use routines, structure, 
and schedules to cope, but continue to 
struggle with child anxiety and 
challenging behaviours. 

• Published and grey literature suggested 
that families are able to utilize phone or 
web-based technology to access child 
services (i.e., behavioural supports) but 
very little is available that support 
caregiver needs (i.e., respite, mental 
health services). 



 

Last Updated:  
June 22, 2020 
 

28 

• No studies were found that investigated 
the effectiveness of programs meant to 
support the mental health and wellbeing 
of caregivers and families.   

Meaning 
• Family Resilience including 

beliefs and family culture 

• One grey literature article reported that 
caregivers find staying connected with 
the autism community via social media 
(i.e., Facebook groups and chats) have 
been instrumental in helping them feel 
less alone when facing the increased 
demands due to COVID-19. 
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Discussion 
 
Our rapid search for literature and resources during a short time frame yielded a limited 
number of high-quality published and grey literature articles. From our data synthesis, this 
report indicates that there is a knowledge gap regarding the impact of COVID-19 on the 
mental health and wellbeing of caregivers and families of autistic children, including on 
our understanding of best practices and programs that would best support the mental 
health needs of caregivers and families during this time. 
 
Our synthesis indicated that caregivers and families of autistic children have experienced 
increased demands (i.e., caregiver and family-related stressors and external stressors) 
due to the social distancing and self-isolation measures put in place to contain COVID-
19. These demands have been compounded by the pressure of managing the needs of 
their autistic child and their struggles to maintain balance using their 
capabilities. However, our findings indicated that there were limited published peer-
reviewed research articles that properly surveyed (using standardized and validated 
questionnaires) the intensity, frequency, and level of distress, stress, anxiety, and general 
mental health and wellbeing challenges as experienced by caregivers and family 
members during the pandemic. No considerations for the unique experiences of racialized 
or minority populations with caregivers and families of autistic children were found.  A 
number of parent-focused surveys have been employed across Canada and 
internationally, aimed to better capture the information about the mental health challenges 
in caregivers and families (i.e., siblings), and the results of these surveys should be 
available in the next few months. While data from these surveys will be timely and provide 
useful information about experience of all caregiver and families of autistic children, it 
speaks to the need to develop an evidence base to collect and capture all available survey 
data, and allow for collaborations and to avoid duplications of efforts.  
 
The literature also does 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. Coupled with the difficulties that autistic people 
may experience adjusting to extreme changes in routine, and the 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 behavioural 
challenges (i.e., aggression, self-harm, etc.). Future research is warranted in 
understanding the unique challenges posed by the pandemic on autistic people and their 
families, and how this translated into supports that promote positive interpersonal 
connections, parent-child relationships, and family wellbeing. Reports suggest that 
educators and therapists have adapted some school lessons and interventions for online 
platforms, and have been able to continue providing modified programming to autistic 
children. However, few of the adaptations have been systematic or strategic.  Rather, the 
literature suggests that most have been adapted as urgent family needs arise. There is 
ample opportunity here to continue investigating the effectiveness of adapted and web-
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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 (i.e., do online behavioural interventions lower 
behavioural difficulties? What is the impact of web-based interventions on parent-children 
relationship during the pandemic?).  
 
Reports point to the importance for caregivers and families to stay connected to 
community-based resources, as well as with other parents during the pandemic. No 
research to date exists showing ways of improving the mental health of caregivers during 
COVID-19 or considerations for long-term effects on mental health, and this kind of rapid 
research is needed, with a particular focus on scalable and feasible interventions. 
Focused considerations on the mental health and wellbeing of caregivers and family 
members are warranted, given the demands and the struggles to maintain their 
capabilities as reported from our synthesis.  
 
Limitations 
 
It is important to note that the results in this report are preliminary and as new peer-
reviewed literature is published and indexed, we will be able to provide a more complete 
summary of the experiences of caregivers and families and provide more empirical 
evidence outlining the impact of the COVID-19 pandemic on the mental health and 
wellbeing of caregivers and families of autistic children, and the supportive programs that 
have emerged as a result. For example, although most of the reports have highlighted 
the struggles and difficulties experienced by caregivers and families of autistic individuals, 
knowledge users have noted that there are a number benefits to staying at home, 
including more time to focus on family relationships and a decrease in unpredictable daily 
hassles associated with attending school.  In the next iteration of this report, we will be 
able to incorporate findings from currently ongoing studies into our analysis.  
 
 
 
  



 

Last Updated:  
June 22, 2020 
 

31 

References 
 

1. Kenny, L., Hattersley, C., Molins, Buckley, C., Povey, & Pellicano, E. (2015). Which 
terms should be used to describe autism? Perspectives from the UK autism 
community. Autism, 20(4), 442-462.American Psychological Association. (2013). 
Diagnostic and statistical manual of mental disorders (5th ed.). Arlington, VA: 
American Psychiatric Publishing.  

2. Public Health Agency of Canada. (2018). Autism Spectrum Disorder among 
Children and Youth in Canada 2018: A report of the National Autism Spectrum 
Disorder Surveillance System: https://www.canada.ca/en/public-
health/services/publications/diseases-conditions/autism-spectrum-disorder-
children-youth-canada-2018.html 

3. Elsabbagh, M., Divan, G., Koh, Y. J., Kim, Y. S., Kauchali, S., Marcin, C., Montiel-
Nava, C., Patel, V., Paula, C. S., Wang, C., Taghi Yasamy, M., & Fombonne, E. 
(2012). Global prevalence of autism and other pervasive developmental disorders. 
Autism Research, 5, 160-179.  

4. Benjak, T. (2009). Comparative study on self-perceived health of parents of 
children with autism spectrum disorders and parents of non-disabled children in 
Croatia. Croatian Medical Journal, 50, 403-409. 

5. Bitsika, V., & Sharpley, C. (2004). Stress, anxiety and depression among parents 
of children with ASD spectrum disorder. Australian Journal of Guidance and 
Counseling, 14, 151-161. 

6. Kuusikko-Gauffun, S., Pollock-Wurman, R., Mattila, M.-L., Jussila, K., Ebeling, H., 
Pauls, D., et al. (2013). Social anxiety in parents of high-functioning children with 
autism and Asperger Syndrome. Journal of Autism and Development Disorders, 
43, 521-529. 

7. Micali, N., Chakrabarti, S., & Fombonne, E. (2004). The broad autism phenotype: 
Findings from an epidemiological survey. Autism, 8, 21-37. 

8. Singer, G. (2006). Meta-analysis of comparative studies of depression in mothers 
of children with and without developmental disabilities. American Journal on 
Mental Retardation, 111, 155-169. 

9. Shorey, S., Ng, E. D., Haugan, G., & Law, E. (2020). The parenting experiences 
and needs of Asian primary caregivers of children with autism: A meta-synthesis. 
Autism, 24(3), 591-604.  

10. Flannery, K.B., & Horner, R.H. (1994). The relationship between predictability and 
problem behaviour for students with severe disabilities. Journal of Behavioral 
Education, 4, 157-176 

11. Symon, J. B. (2005). Expanding interventions for children with autism: Parents as 
trainers. Journal of Positive Behavior Interventions, 7(3), 159-173. 

12. Hastings, R.P. (2008). Stress in parents of children with autism. In E. McGregor, 
M. Nunez, K. Williams, & J. Gomez (Eds.), Autism: An integrated view (pp. 303–
324). Oxford: Blackwell. 



 

Last Updated:  
June 22, 2020 
 

32 

13. Bebbington, A., Glasson, E., Bourke, J., de Klerk, N., & Leonard, H. (2013). 
Hospitalisation rates for children with intellectual disability or autism born in 
Western Australia 1983–1999: A population- based cohort study. British Medical 
Journal Open, 3(2), e002356-10.  

14. Matson, J. L., & Goldin, R. L. (2013). Comorbidity and autism: Trends, topics and 
future directions. Research in Autism Spectrum Disorders, 7(10), 1228-1233.  

15. Thomas, S., Hovinga, M. E., Rai, D., & Lee, B. K. (2017). Brief report: Prevalence 
of co-occurring epilepsy and autism spectrum disorder: The U.S. national survey 
of Children’s health 2011–2012. Journal of Autism and Developmental Disorders, 
47(1), 224-229.  

16. Simonoff, E., Pickles, A., Charman, T., Chandler, S., Loucas, T., & Baird, G. 
(2008). Psychiatric disorders in children with autism spectrum disorders: 
Prevalence, comorbidity, and associated factors in a population-derived sample. 
Journal of the American Academy of Child & Adolescent Psychiatry, 47, 921-929.  

17. Falk, N. H., Norris, K., & Quinn, M. G. (2014). The factors predicting stress, anxiety 
and depression in the parents of children with autism. Journal of autism and 
developmental disorders, 44(12), 3185-3203. 

18. Weiss, J. A., & Lunsky, Y. (2011). The brief family distress scale: A measure of 
crisis in caregivers of individuals with autism spectrum disorders. Journal of Child 
and Family Studies, 20(4), 521-528. 

19. Hartley, S. L., Barker, E. T., Seltzer, M. M., Floyd, F., Greenberg, J., Orsmond, G., 
& Bolt, D. (2010). The relative risk and timing of divorce in families of children with 
an autism spectrum disorder. Journal of Family Psychology, 24, 449-457.  

20. Kuhlthau, K., Hill, K. S., Yucel, R., & Perrin, J. M. (2005). Financial burden for 
families of children with special health care needs. Maternal and Child Health 
Journal, 9, 207-218.  

21. Patterson, J. (1988). Families experiencing stress: The family adjustment and 
adaptation response model. Family Systems Medicine, 6(2), 202-237. 

22. Clifford, S., & Dissanayake, C. (2009). Dyadic and triadic behaviours in infancy as 
precursors to later social responsiveness in young children with autistic disorder. 
Journal of Autism and Developmental Disorders, 39, 1369-1380.  

23. Haebig, E., McDuffie, A., & Ellis Weismer, S. (2013). Brief report: Parent verbal 
responsiveness and language development in toddlers on the autism spectrum. 
Journal of Autism and Developmental Disorders, 43, 2218-2227.  

24. Ruble, L., McDuffie, A., King, A. S., & Lorenz, D. (2008). Caregiver responsiveness 
and social interaction behaviors of young children with autism. Topics in Early 
Childhood Special Education, 28, 158-170.  

25. Zablotsky, B., Boswell, K., & Smith, C. (2012). An evaluation of school involvement 
and satisfaction of parents of children with autism spectrum disorders. American 
Journal on Intellectual and Developmental Disabilities, 117(4), 316-330. 

26. Civick, P. (2008). Maternal and paternal differences in parental stress levels and 
marital satisfaction levels in parents of children diagnosed with autism spectrum 
disorders. ProQuest Dissertations and Theses 0622 (0925). Umi Dissertation 
Publishing.  



 

Last Updated:  
June 22, 2020 
 

33 

27. Fiske, K. (2009). A cross-sectional study of patterns of renewed stress among 
parents of children with autism. ProQuest Dissertations and Theses 0621 (0190). 

28. Gray, D. E., & Holden, W. J. (1992). Psycho-social well-being among the parents 
of children with autism. Australia and New Zealand, Journal of Developmental 
Disabilities, 18, 83-93. 

29. Lecavalier, L., Leone, S., & Wiltz, J. (2005). The impact of behaviour problems on 
caregiver stress in young people with autism spectrum disorders. Journal of 
Intellectual Disability Research, 3, 172-183.  

30. Trentacosta, C. J., Irwin, J. L., Crespo, L. M., & Beeghly, M. (2018). Financial 
hardship and parenting stress in families with young children with autism: 
opportunities for preventive intervention. In Handbook of parent-implemented 
interventions for very young children with autism (pp. 79-91). Springer, Cham. 

31. Garrity, C., Gartlehner, G., Kamel, C., King, V. J., Nussbaumer-Streit, B., Stevens, 
A., Hamel, C., & Affengruber, L. (2020). Cochrane Rapid Reviews. Interim 
Guidance from the Cochrane Rapid Reviews Methods Group; 2020. 

32. Adams, J., Hillier-Brown, F. C., Moore, H. J., Lake, A. A., Araujo-Soares, V., White, 
M., & Summerbell, C. (2016). Searching and synthesising ‘grey literature’ and ‘grey 
information’ in public health: critical reflections on three case studies. Systematic 
reviews, 5(1), 164. 

33. Critical Appraisal Skills Programme (2018). CASP (insert name of checklist i.e. 
Cohort Study) Checklist. [online]. Available at: https://casp-uk.net/casp-tools-
checklists/. Accessed: June 16, 2020. 
 

  



 

Last Updated:  
June 22, 2020 
 

34 

Appendix 1. Search Strategy Summary 
 
Database Search terms Additional search 

criteria 
Number of 
results 
returned 

PubMed COVID, autis*, family, 
caregiver, parent 
Developmental 
disability 

2020 to current 11 

PsycINFO COVID, autis*, family, 
caregiver, parent 
Developmental 
disability 

January 1, 2020 to 
current, anywhere 
except full text 

5 

CINAHL Plus COVID, autis*, family, 
caregiver, parent 
Developmental 
disability 

December 2019 to 
current, anywhere 
except full text 

4 

Sociological 
Abstracts 

COVID, autis* December 1, 2019 to 
current, anywhere 
except full text 

0 

Social Work 
Abstracts 

COVID, autis* 2020 to current 0 

MedLine COVID, autis* family, 
caregiver, parent 
Developmental 
disability 

2020 to current, in title 
only 

3 

Google Scholar COVID, autism 2020 to current, in title 
only 

12 

 COVID, ASD 2020 to current, in title 
only 

0 

 Corona, autism 2020 to current, in title 
only 

0 

 Corona, ASD 2020 to current, in title 
only 

0 

 Coronavirus, autism 2020 to current, in title 
only 

4 

 Coronavirus, ASD 2020 to current, in title 
only 

0 

 COVID, autism, 
family, wellbeing 

2020 to current, 
anywhere 

265 

 COVID, autism, 
parent, wellbeing 

2020 to current, 
anywhere 

212 
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 COVID, autism, 
family, “mental 
health” 

2020 to current, 
anywhere 

340 

 COVID, autism, 
parent, “mental 
health” 

2020 to current, 
anywhere 

291 

 COVID, autism, 
sibling, wellbeing 

2020 to current, 
anywhere 

65 

 COVID, autism, 
sibling, “mental 
health” 

2020 to current, 
anywhere 

73 

Canadian Major 
Dailies 

COVID, autis* March 1, 2020 to 
current, anywhere 
except full text 

20 

 COVID, autis*, family March 1, 2020 to 
current, anywhere 
except full text 

6 

 COVID, autis*, parent March 1, 2020 to 
current, anywhere 
except full text 

2 

 COVID, autis*, 
caregiver 

March 1, 2020 to 
current, anywhere 
except full text 

2 

 COVID, autis*, 
mental health 

March 1, 2020 to 
current, anywhere 
except full text 

0 

 COVID, autis*, 
wellbeing 

March 1, 2020 to 
current, anywhere 
except full text 

0 

 COVID,  
“development 
disability” 

March 1, 2020 to 
current, anywhere 
except full text 

20 

 COVID, 
“development 
disability”, family 

March 1, 2020 to 
current, anywhere 
except full text 

6 

 COVID, 
“development 
disability”, parent 

March 1, 2020 to 
current, anywhere 
except full text 

2 

 COVID, 
“development 
disability”, caregiver 

March 1, 2020 to 
current, anywhere 
except full text 
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 COVID, 
“development 
disability”, mental 
health 

March 1, 2020 to 
current, anywhere 
except full text 
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 COVID, 
“development 
disability”, wellbeing 

March 1, 2020 to 
current, anywhere 
except full text 

0 
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