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Introduction
The emergence of the SARS-CoV-2 virus, responsible for COVID-19, was declared a global health 
emergency, profoundly impacting individuals worldwide and affecting their health, wellbeing, 
and financial stability (Al Naamani et al., 2020; Jeste et al., 2020; Laborde, 2020; Pellicano & Stears, 
2020; The Lancet, 2020). The pandemic led to widespread lockdowns and restrictions, resulting in 
social and economic disruptions across countries. Coronavirus disease 19 disrupted daily life 
worldwide, affecting health care systems, economies and people’s overall quality of life 
(Chenneville & Schwartz-Mette, 2020; Hammons & Robart, 2021). Extensive research has emerged 
to understand the comprehensive impacts of the pandemic, revealing that certain populations, 
such as those with neurodevelopmental disabilities such as autism and their families, were 
particularly vulnerable to adverse effects from COVID-19. Children with autism and their families 
experienced disruptions to daily life, education, mental health, access to support services and 
overall wellbeing (Amaral & De Vries, 2020; Baweja et al., 2022; Bellomo et al., 2020; Nollace et al., 
2020). The intersectionality of the pandemic’s effects on public health, socio-economic factors and 
health care delivery underscores the necessity for a scoping review.

Children with autism, who already face unique challenges in communication and socialisation, 
were particularly vulnerable during the unprecedented global health crisis. Many children with 
autism present with difficulties in social interaction, communication, sensory processing and 
adaptive behaviours requiring tailored support and intervention (Malcolm-Smith et al., 2013; 
McStay et al., 2014; Schaaf et al., 2014). Because of the characteristics of autism, this can be a source 
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of stress and anxiety for caregivers (Adams et al., 2020; 
Ausderau et al., 2019; Lai & Oei, 2014). Research has 
demonstrated that children with autism and their families 
have been significantly affected by COVID-19, experiencing 
additional and exacerbating challenges in their development 
such as developmental delays and regressions, mental health 
and caregiver wellbeing because of social isolation and 
reduced access to essential services (Adams et al., 2022; 
Amaral & De Vries, 2020; Bellomo et al., 2020; Cassidy et al., 
2020; Lugo-Marín et al., 2021).

Children with autism and their caregivers faced unique trials 
during the pandemic, particularly those who continued to 
work from home and care for their children. The disruptions 
caused by COVID-19 affected service delivery, support 
services and therapies that children with autism require for 
their development and communication skills (Baweja et al., 
2022; Johnsson & Bulkeley, 2021). Many children with autism 
require routine and structure (Marquenie et al., 2011). However, 
a loss of this led to increased behavioural issues and difficulties 
for both children and caregivers (Adams et al., 2022; Baweja et 
al., 2022). Additionally, the pandemic created problems with 
both eating and sleeping patterns in children with autism 
because of changes to their routines and diets, leading to 
further challenges for caregivers (Friesen et al., 2022; Lee et al., 
2021). Financial insecurity and job loss have been prevalent 
among families with children with autism, adding to the stress 
and burden experienced by caregivers.

The pandemic highlighted the importance of understanding 
and providing support to children with autism and their 
caregivers, recognising that their challenges are not confined 
to the pandemic but persist as ongoing concerns requiring 
sustained attention and resources. Research from various 
countries has shown that caregivers globally in comparison to 
individuals have experienced poor mental health, stress and 
fear during the pandemic because of intensified caregiving 
responsibilities, reduced support networks to assist with 
childcare and the lack of personal time (Friesen et al., 2022; Lee 
et al., 2021; Lugo-Marín et al., 2021). It is crucial to address the 
unique requirements of children with autism and their 
caregivers, both during and after the pandemic, to ensure their 
wellbeing and development. The experiences of caregivers 
during the pandemic provide valuable insights into the 
challenges faced and the support required during times of 
crisis and beyond. Understanding the specific impact of 
COVID-19 on children with autism is crucial for developing 
targeted interventions and support strategies to mitigate the 
negative consequences. Therefore, this scoping review aims to 
identify the challenges faced by caregivers of children with 
autism during the COVID-19 pandemic and to consolidate 
strategies and supports required for these families as they are 
the main stakeholders for their children.

Methods
The scoping review aimed to systematically identify and 
analyse available research on the experiences caregivers of 
children with autism had during the COVID-19 pandemic. 

Researchers Arksey and O’Malley (2005) characterise a 
scoping review as a method for systematically mapping the 
extent, range and nature of relevant literature within a 
specific field of interest. Therefore, the scoping review was 
identified as an appropriate methodology to meet the aims of 
this study. This framework involves five key stages: (1) 
identifying the research question, (2) identifying relevant 
studies, (3) study selection, (4) charting the data and (5) 
collating, summarising and reporting the results used to 
conduct the scoping review.

Data sources and search strategy
A systematic electronic search for articles was conducted 
between May and July 2022. Four databases were used: 
ScienceDirect, PubMed, Sage Journals and BMJ Journals. The 
databases were chosen to be comprehensive and to cover 
diagnosis and autism. The cut-off date for the electronic 
search was articles published between March 2020 and 
December 2022, aligning with the time frame of the pandemic 
and subsequent publication of research articles. The search 
strategies were drafted in consultation with an experienced 
librarian and further refined and reviewed by the two authors 
(J.B. and S.N.A.). Keywords were generated and related to 
concepts around parenting, autism and COVID-19. Because 
of the novelty and scarcity of COVID-19 literature available, 
the search terms remained broad. This search strategy 
was applied to all four databases. BOOLEAN operators 
(AND and OR) as well as truncation were used in the search 
strings using subject headings (MeSH), and keywords with 
proximity operators, respectively (Table 1). Subject headings 
were further refined to optimise the search results for each 
database. A hand search of the reference and citation lists 
was also conducted to locate additional eligible studies.

Study selection
The current review included published peer-reviewed journal 
articles, was limited to primary study designs (qualitative, 
quantitative and mixed-method approaches), and excluded 
grey literature and non-academic sources. Grey literature and 
non-academic sources were excluded to ensure the use of 
high-quality, reliable and peer-reviewed academic sources, 
maintaining focus and reproducibility within the constraints 
of time and resources. Articles were included if they had 
information on parental experiences with their children with 
autism during COVID-19. The following inclusion criteria 
were used: (1) studies presented original research published 
in a peer-reviewed journal, (2) study participants included 
primary caregivers of individuals with autism (e.g. mothers, 
fathers, foster parents and grandparents), (3) the topic of 
the study clearly focused on the impact of COVID-19, 
(4) published between 2020 and 2022, (5) articles published in 

TABLE 1: Rapid review literature search terms.
Criteria Research database terms 

Target population Family, parent and caregiver
Diagnosis Autism spectrum disorder, autism, autistic and 

developmental disability
Context COVID-19 and coronavirus

http://www.sajcd.org.za


Page 3 of 12 Review Article

http://www.sajcd.org.za Open Access

English and (6) only primary studies were included. Studies 
including participants with unspecified diagnostic groups 
(e.g. a sample of individuals with unspecified developmental 
and/or intellectual disabilities) were excluded to provide a 
homogenous evidence base as well as studies relating to 
adults over 18 with autism and those focusing specifically on 
COVID-19 with no mention of autism.

The search was undertaken by the first reviewer (J.B.) and 
Mendeley software was used to import articles and remove 
any duplicates. All titles and abstracts were screened for 
relevance by two reviewers independently (J.B. and S.N.A.) 
and were then assessed for full-text eligibility before being 
included in the final review. Any discrepancies noted in the 
screening process were resolved through discussion and 
consensus among both authors. An iterative approach to 
study screening and selection was employed to emphasise a 
more inclusive final list of studies. All articles were accessed 
electronically.

Charting the data
The data charting template was created by J.B. and refined by 
S.N.A. Information extracted from the included studies: (1) 
caregiver and child characteristics (i.e. relationship to child and 
age of caregiver and child, all types of family structures were 
included); (2) country; (3) study design, method and data 
analysis and (4) key findings related to caregiver challenges 
and supports were collated and charted onto a document 
(Table 2). The initial draft of the chart underwent a pilot test 
using three randomly selected articles, independently reviewed 
by each author (J.B. and S.N.A). Following minor revisions 
based on the pilot test feedback, the finalised chart was then 
used independently by both reviewers. The agreement between 
the two reviewers was 100% during the screening process. Any 
disagreements were resolved by consensus. As a scoping 
review methodology is iterative, this allowed for an adjustment 
to be made regarding the inclusion of relevant studies during 
consensus discussions (Levac et al., 2010).

Collating, summarising and reporting the results
After extraction, the findings from the included studies were 
separated, grouped, abstracted and categorised into themes. 
Independent categorisation based on the study objectives, 
challenges and supports was conducted by the two reviewers 
(J.B. and S.N.A). A thematic analysis was conducted using 
Braun and Clark’s framework (Braun & Clarke, 2006). Two 
reviewers extracted information from each article, grouped 
and labelled findings, categorised themes and summarised 
general trends on the experiences of caregivers of children 
with autism during COVID-19. The authors developed a 
code book (Online Supplementary, Table 1) provided 
different codes (and descriptions), as well as relevant articles 
and the frequency of each code. Similar codes were then 
collated and organised into themes and sub-themes. 
Prominent themes from the reviewers were then selected, 
relabelled and finalised after a comprehensive review and 
discussion between both reviewers.

Ethical considerations
This article followed all ethical standards for research 
without direct contact with human or animal subjects. An 
ethics waiver was obtained from the University of the 
Witwatersrand Human Research and Ethics Committee 
(Non-Medical) (waiver number STA_2022_15).

Review findings
Results of the search strategy and study selection process are 
presented in a preferred reporting items for systematic 
reviews and meta-analyses extension for scoping reviews 
(PRISMA-ScR) (Moher et al., 2009) diagrammatic flow chart 
(Figure 1). The initial search yielded 2204 articles, and 376 
duplicates were removed. No new articles were found 
through the review of the reference lists. Then, 1828 article 
titles and abstracts were screened for relevance and 1719 
articles were excluded for the following reasons: different 
population focus, did not relate to COVID-19 and different 
diagnosis focus. The full texts of 109 articles were then 
screened for eligibility, and 79 were excluded leaving 36 
articles included in the final review.

Characteristics of the included studies
Table 2 presents a summary of study characteristics and 
relevant data from the 36 studies included in the review. In 
this section, the study characteristics are described in more 
detail as follows: (1) study design and data collection 
methods (2) study locations and (3) study populations: (3.1) 
child characteristics and (3.2) caregiver characteristics:

• Study design and data collection methods

There were different study methodologies employed 
with eight quantitative (22%), 21 qualitative (59%) and 
seven mixed-method designs (19%). Studies employed a 
diverse range of methods although most studies (86%) 
utilised online parent or caregiver surveys, such as online 
scales and questionnaires as their main form of data 
collection, primarily because of the restrictions imposed 
by the COVID-19 pandemic (Tremblay et al., 2021).

• Study locations

Studies were conducted in 17 different countries across 
the globe. Figure 2 provides a summary of countries and 
articles. However, the majority were based in the United 
States (25.7%), followed by Italy (14.3%). This shows the 
absence of studies conducted in Africa with an increasing 
trend of publications from 2020 to 2022 with the majority 
of studies occurring during 2021 (72%). Although 
information from other upper-middle-income countries 
can still provide guidance for application in South Africa 
regarding response to future pandemics. The predominant 
focus of the studies was on the caregiving experiences of 
individuals with children with autism, delving into 
various facets such as parental mental health and the 
perceived impact on their children.

• Study populations
§ Children characteristics

Across 36 studies, 30 studies focused on children 
between the ages of 2 and 18 years old (83%) and 
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TABLE 2: Characteristics of included studies (N = 36).
Article 
number 

Author(s)/
title of article 

Participants Method of data 
collection

Country Children characteristics Caregiver characteristic 

1 Althiab (2021) 211 caregivers Questionnaire Saudi Arabia Age in years (N, %)
• 3–7: 57 (27)
• 8–12: 119 (56.4)
• 13–17: 35 (16.6)
Male (N, %): 164 (77.7)
Female (N, %): 47 (22.3)

Age in years (M, s.d.): 34.7 (6.8)
Male (N, %): 84 (39.8)
Female (N, %): 127 (60.2)

2 Amirova et al. (2022) 97 caregivers Mixed methods 
Online survey and 
interviews 

Kazakhstan Age in years (N, %)
• 5 and below: 36 (40)
• 6–8: 36 (40)
• 9 and above: 18 (20)
Male (N, %): 65 (70.7)
Female (N, %): 27 (29.3)

Age in years (N, %)
• 30 and below: 22 (22.7)
• 30–393%): 2 (2)
• 40 and up: 21 (21.6)
Male (N, %): 2 (2)
Female (N, %): 95 (98)

3 Arazi et al. (2022) 268 caregivers Online survey Israel Age in years (M, s.d.): 7.6 (4.3)
Male (N, %): 215 (80)
Female (N, %): 53 (20)

Age in years (M, s.d.): 41 (6.4)

4 Athbah (2021) 217 caregivers Questionnaire Saudi Arabia Male (N, %): 138 (63.9)
Female (N, %): 78 (236.1)

5 Azevedo Machado 
et al. (2022)

721 caregivers Online survey Brazil Age in years (range): 3–18
Severity:
• Level 1: 432 (43)
• Level 2: 481 (48)
• Level 3: 88 (9)

6 Bhat (2021) 6396 caregivers Survey United States (US) Age in years:
• 3 and below: 89 (1.4)
• 3–9: 2686 (42)
• 9–15: 2382 (37)
• 15–18: 937 (14.7)
Male (N, %): 5158 (80.7)
Female (N, %): 1235 (19.3)

Ethnicity (N, %):
• White people 4191 (65.6)
• Asian people: 104 (1.6)
• Black people: 248 (3.9)
• Native American: 20 (0.31)
• Native Hawaiian: 3 (0.05)
• Hispanic people: 6 (0.09)
• Not specified: 264 (4.1)

7 Bozkus-Genc and 
Sani-Bozkurt (2022)

8 caregivers Semi-structured 
interviews 

Turkey Male (N, %): 7 (12.5)
Female (N, %): 1 (87.5)
Severity (N, %):
Level 1: 4 (50%)
Level 2: 2 (25%)
Level 3: 2 (25%)

Age in years (M, range): 46.4
Male (N, %): 1 (87.5)
Female (N, %): 7 (12.5)

8 Chen et al. (2021) 1450 caregivers 
(454 caregivers for 
children with autism)

Online survey China Age in years (M, s.d.): 11.38 (3.34) Age in years (M, s.d.): 40.76 (5.84)
Male (N, %): 124 (27.31)
Female (N, %): 330 (72.69)

9 Colizzi et al. (2020) 527 caregivers Online survey Italy Age in years (M, s.d.): 13 (8.1)
Comorbidity:
• Yes: 145 (27.8)
• No: 377 (72.2)

Male (N, %): 124 (27.31)
Female (N, %): 330 (72.69)

10 Corbett et al. (2021) 122 mothers 
(61 mothers of children 
with autism) 

Longitudinal study US Age in years (M, s.d.): 13.23 (1.16)
Severity ADOS (M, s.d.) 7.13 (2.03)

Race:
• White people (84.42%)
• Black people (4.92)
• Mixed Race (10.66) 

11 Cusinato et al. (2020) 463 caregivers Online survey Italy Age in years (M, s.d.): 12.1 (5.44)
Male (N, %): 260 (56.2)
Female (N, %): 203 (43.8)

Age in years (M, s.d.): 43.3 (5.88)
Male (N, %): 47 (9.5)
Female (N, %): 416 (90.5)

12 Dekker et al. (2022) 27 caregivers Semi-structured 
interviews and 
surveys

US Age in years (range): 4–21 -

13 Yarımkaya & 
Esentürk (2020)

10 caregivers Semi-structured 
interviews 

Turkey Age in years (M, range): 11.2 (9–16)
Male (N, %): 5 (50)
Female (N, %): 5 (50)

Age in years (M, range): 42 (36–54)
Male (N, %): 4 (40)
Female (N, %): 6 (60)

14 Fong et al. (2021) 72 caregivers Online survey Malaysia Age in years (M, s.d.): 9 (2.91)
Male (N, %): 54 (75)
Female (N, %): 18 (25)
Severity:
• Level 1: 38 (51.4)
• Level 2: 23 (31.9)
• Level 3: (5.6)
• Unspecified: 7 (9.7)

Age in years (M, s.d.): 38.3 (5.62)
Male (N, %): 18 (25)
Female (N, %): 54 (75)
Ethnicity (N, %):
• Malay: 55 (76.4%)
• Chinese: 6 (8.3)
• Indian: 5 (6.9)
• Other: 6 (8.3)

15 Huang et al. (2021) 406 caregivers Online survey China Age in years (M, s.d.) 4.6 (2.3)
Male (N, %): 331 (81.5)
Female (N, %): 75 (18.5)

Table 2 continues on the next page→
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TABLE 2 (Continues...): Characteristics of included studies (N = 36).
Article 
number 

Author(s)/
title of article 

Participants Method of data 
collection

Country Children characteristics Caregiver characteristic 

16 Iovino et al. (2021) 337 caregivers Survey US Age in years (range): 6–18
Male (N, %): 133 (70.4)
Female (N, %): 55 (29.1)

Age in years (N, %):
• 18–34: 13 (6.8)
• 35–54: 172 (91)
• 65 and up: 2 (1.1)
Male (N, %): 83 (43.9)
Female (N, %): 105 (55.6)
Race (N, %):
• American-Indian: 4 (2.1)
• Asian people: 8 (4.2)
• Black people 23 (12.2)
• White people 150 (79.4)

17 Kaku et al. (2021) 153 caregivers Online  
questionnaire 

India Age in years (range, %):
• 2–11 (70)
• 12–25 (30)

Males (N, %): 125 (81.7)
Females (N, %): 28 (18.3)
Comorbidities:
• Yes: 94 (62)
• No: 59 (38)

18 Kalb et al. (2021) 5506 caregivers Cross-sectional  
study
Online surveys 

US Age in years (M, s.d.): 10.2 (4.0)
Male (N, %): 4436 (81)
Female (N, %): 1070 (19)

Age in years (N, %):
• 18–29: 220 (4)
• 30–49: 4680 (85)
• 50 and up: 46 (15.4)
Male (N, %): 191 (5)
Female (N, %): 3365 (95)
Race (N, %):
• Black people: 220 (4)
• Hispanic people: 936 (17)
• White people: 4130 (75)

19 Tokatly Latzer et al. 
(2021)

31 caregivers (25 
children with autism)

Semi-structured 
telephonic 
interviews

Israel Age in years (M): 5.11
Male (N, %): 22 (88)
Female (N, %): 3 (12)
Severity:
• Level 1: 9 (36)
• Level 2: 8 (32)
• Level 3: 8 (32)

Male (N, %): 6 (19)
Female (N, %): 25 (81)

20 Khan et al. (2021) 58 caregivers Semi-structured 
interview and  
survey 

State of Qatar Age in years (M): 14.8
Male (N, %): 48 (83)
Female (N, %): 10 (17)
Comorbidity (N, %):
• Yes: 32 (55.2)
• No: 26 (44.8)

21 Levante et al.  
(2021)

120 caregivers 
(53 caregivers of 
children with autism)

Online survey Italy Age in years (M, s.d.): 6.94 (1.6)
Male (N, %): 43 (81.1)
Female (N, %): 10 (9.9)
Severity:
• Low: 26 (49)
• High: 27 (51)

Age in years (M, s.d.): 41.8 (5.4)
Male (N, %): 9 (17)
Female (N, %): 44 (83)

22 Logrieco et al. (2022) 243 parents Online survey Italy Age in years (M, s.d.): 7 (3.3)
Male (N, %): 209 (86)
Female (N, %): 34 (14)
Severity (N, %):
• Level 1 66 (27.1)
• Level 2: 108 (44.5)
• Level 3: 69 (28.4)

Age in years (M, s.d.): 40.4 (7.05)
Male (N, %): 20 (8.2)
Female (N, %): 223 (91.8)

23 Lopata et al. (2022) 69 parents/caregivers Online scales and 
checklist

Not stated Age in years (M, s.d.): 12.32 (1.56)
Male (N, %): 62 (90)
Female (N, %): 7 (10)

Race (N, %):
• White people: 66 (96%)
• Others not specified 

24 Lugo-Marín et al. 
(2021)

37 caregivers Questionnaire Spain Age in years (M, s.d.): 10.7 (3.4)
Male (N, %): 31 (86.5)
Female (N, %): 6 (13.5)
Severity (N, %):
• Level 1: 26 (70.3)
• Level 2: 11 (29.7)
• Level 3: 0 (0)

Age in years (M, s.d.): 42.5 (11.7)
Male (N, %): 5 (13.5)
Female (N, %): 32 (86.5)

Table 2 continues on the next page→
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three studies went past the child and adolescent 
stage, including ages 18 and above (not specified) in 
their samples (8.3%) and the remainder of the 
studies (n = 3) did not report on the child’s age. 
Older children were included as many still lived at 
home and were dependant on the care provided by 

their caregivers. In addition, the children with 
autism included in the study were predominantly 
male, with only nine (25%) studies mentioning the 
level of support required for the child with autism 
(Azevedo Machado et al., 2022; Bozkus-Genc & Sani-
Bozkurt, 2022; Corbett et al., 2021; Fong et al., 2021; 

TABLE 2 (Continues...): Characteristics of included studies (N = 36).
Article 
number 

Author(s)/
title of article 

Participants Method of data 
collection

Country Children characteristics Caregiver characteristic 

25 Manning et al. (2021) 459 caregivers Online survey US Age in years (M, s.d.): 11.8 (7.9)
• Under 21: 402 (86.6)
• Over 21: 62 (13.4)
Severity (M, %):
• Level 1: 183 (38.9)
• Level 2: 223 (49.5)
• Level 3: 55 (11.7)

-

26 Morris et al. (2021) 176 caregivers Online  
questionnaires 

United Kingdom Age in years (M, %):
• 3–4: 17 (9.7)
• 5–6: 32 (18.2)
• 7–8: 42 (23.9)
• 9–10: 46 (26.1)
• 11–12 39 (22.2)

-

27 Mumbardó-Adam 
et al. (2021) 

47 caregivers Online  
questionnaire 

Spain Age in years (M, s.d.): 7.3 (3.4)
Male (N, %): 36 (76.6)
Female (N, %): 11 (24.4) 

Age in years (M,s.d.): 41.3 (6.2)
Male (N, %): 9 (19.1)
Female (N, %): 38 (80) 

28 Panjwani et al. (2021) 200 caregivers Online survey US Age in years (M, s.d.): 7.7 (4.1)
Male (N, %): 150 (76.1)
Female (N, %): 47 (23.9)

Race:
• White people: 121 (62.1)
• Black people: 14 (7.2)
• Hispanic or Latino people: 27 (13.9)
• Mixed-race people: 19 (9.7)
• Other: 14 (7.2)

29 Papanikolaou et al. 
(2022)

62 caregivers Questionnaire Greece Age in years (M, s.d.): 17.3 (3.3)
Male (N, %): 44 (78.6)
Female (N, %): 12 (21.4)

Age in years (M, s.d.): 49.6 (7.8)
Male (N, %): 6 (10.7)
Female (N, %): 50 (89.3)

30 Pecor et al. (2021) 575 caregivers 
(170 caregivers for 
children with autism)

Online questionnaire US Age in years (M, range): 50.3 (26–69)
Male (N, %): 16 (9)
Female (N, %): 154 (91)

31 Pellicano et al. (2022) 84 caregivers 
(35 parents of 
children with  
autism)

Qualitative study
Semi-structured 
interviews

Australia Age in years (M, s.d.): 10.21 (4.04)
Male (N, %): 30 (54)
Female (N, %): 22 (40)

Age in years (M, s.d.): 39.10 (11.50)
Male (N, %): 32 (91)
Female (N, %): 2 (6)

32 Polónyiová et al. 
(2022)

155 caregivers Online questionnaire Slovakia Age in years (M, s.d.): 8.73 (3.64)
Male (N, %): 113 (73)
Female (N, %): 42 (27)

Age in years (M, s.d.): 39.38 (6.85)

33 Pratesi et al. (2021) 881 caregivers Questionnaire Brazil Age in years (N, %):
• 5 and below: 412 (47)
• 6–11: 339 (39)
• 12 and up: 125 (14)

Age in years (N, %)
• 30 and under: 187 (21)
• 31–40: 475 (54)
• 41 and up: 213 (25)
Male (N, %): 24 (3)
Female (N, %): 857 (97)

34 Siracusano et al. 
(2021)

85 caregivers and 
85 children with 
autism 

Observational  
study

Italy Age in years (M, range): 7 (2–18)
Male (N, %): 68 (80)
Female (N, %): 17 (20)

35 Stankovic et al.  
(2022)

85 caregivers Electronic survey Serbia Age in years (M, s.d.): 9.2 (4.5)
Comorbidity (%): 47.7%

Family member (%):
• Mothers (74)
• Fathers (22)
•  Other relatives and foster 

parents (4)
36 White et al. (2021) 3502 caregivers Questionnaire US Age in years (M, s.d.): 11.8 (6.6)

Male (N, %): 2797 (80)
Female (N, %): 705 (20)

Age in years (M, s.d.): 43.4 (8.8)
Male (N, %): 234 (7)
Female (N, %): 3268 (93)
Race (N, %):
• White people 2599 (80)
• Black people 145 (4)
• Asian people 74 (2)
• Native-American people 13 (0)
• Other 98 (3)

s.d., standard deviation; M, mean.
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Levante et al., 2021; Logrieco et al., 2022; Lugo-
Marín et al., 2021; Manning et al., 2021; Tokatly 
Latzer et al. 2021). In addition, four (11%) studies 
made reference to associated comorbidities (Colizzi 
et al., 2020; Kaku et al., 2021; Khan et al., 2021; 
Stankovic et al., 2022).

§ Caregiver characteristics

The majority of the caregivers in the studies were 
mothers (80%), reflecting the common role of mothers 
as primary caregivers in South Africa (Hatch & Posel, 
2018). This aspect was specified in 21 (61%) of the 
studies. It was interesting to note that even when 
studies did recruit both mothers and fathers, mothers 

mainly completed the questionnaires or surveys. 
Eight of the included studies (22%) addressed the 
aspect of race, with the majority of the responding 
sample being white (60%). Six studies (17%) also 
included minority populations, specifically Hispanic 
and African American participants, which were 
documented across the research (Bhat 2021; Corbett 
et al., 2021; Iovino et al., 2021; Kalb et al., 2021; 
Panjwani et al., 2021; White et al., 2021).

Qualitative findings
Selected studies were sorted into the three most prominent 
themes: (1) caregiver’s mental health and wellbeing, (2) 
response to remote health care and support and (3) caregiver 
resilience.

Caregiver’s mental health and wellbeing
Many caregivers highlighted the adverse impact of the 
COVID-19 pandemic on their psychological wellbeing, 
influenced by various factors related to restrictions and 
challenges with their children with autism. The code 
addressing mental health challenges surfaced in 23 studies 
(64%) (Althiabi, 2021; Arazi et al., 2022; Athbah, 2021; 
Azevedo Machado et al., 2021; Bhat, 2021; Chen et al., 2020; 
Dekker et al., 2022; Fong et al., 2021; Kaku et al., 2021; Kalb 
et al., 2021; Levante et al., 2021; Logrieco et al., 2022; Lugo 
Marin et al., 2021; Manning et al., 2021; Mumbardó-Adam 
et al., 2021; Papanikolaou et al., 2022; Pecor et al., 2021; 
Pellicano et al., 2022; Polionyiova et al., 2021; Pratesi et al., 
2021; White et al., 2021). Caregivers reported heightened 
levels of stress, anxiety and depression because of the 
pandemic, noting that while some of these feelings existed 
before the pandemic, they were intensified by the additional 
stressors and imposed COVID-19 restrictions (Logrieco et al., 
2022). Coronavirus disease 19 brought about drastic changes 

Note: One study (Lopata et al., 2022) did not state the country in which the study was conducted but the authors are from the United States.

FIGURE 2: Number of articles and their publication dates from the identified countries.
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to daily routines and imposed social restrictions, which are 
particularly difficult for caregivers of children with autism, 
while also taking away supportive services such as schools 
and therapy with a lot of uncertainty as to when the 
restrictions would be lifted. This created a compounded 
effect on their mental health. In a study conducted in Saudi 
Arabia, 94% of caregivers of children with autism reported 
an escalation in their stress levels, and 78.7% acknowledged 
a detrimental impact on their emotional wellbeing because of 
the pandemic (Alhuzimi, 2021).

Caregivers’ mental health and wellbeing were impacted as a 
result of various factors, such as financial stress, reduced 
access to services and feelings of loneliness. Many caregivers 
experienced heightened pressure as they took on additional 
responsibilities in caring for their children without adequate 
support. The responsibility of caring for a child with autism 
intensified because of restricted access to educational and 
therapeutic services, a lack of support systems, disrupted 
routines and health concerns for both caregivers and their 
children (Mumbardó-Adam et al., 2021; Stankovic et al., 
2022). Notably, while these studies addressed these 
challenges, they did not offer insight into whether stress 
levels varied based on the specific age of the child, family 
composition or whether they were single parents. Sleep 
patterns were disrupted for both caregivers and children 
because of routine shifts such as changes in bedtime and 
waking hours (Chen et al., 2020), leading to a decline in sleep 
quality for both the child and their caregiver. These changes 
in routine, associated with sleep disturbances, are closely 
correlated with diminished mental wellbeing and reduced 
patience. Moreover, disruptions extended to aspects such as 
eating and social interactions (Pellicano et al., 2022; Tokatly 
Latzer et al., 2021), adding to the strain caregivers faced. 
Because of the altered routines, many caregivers reported 
difficulties in managing mealtimes and structured activities 
or educational tasks for their children (Azevedo Machado 
et al., 2021; Colizzi et al., 2020; Esentürk, 2021).

An additional and significant stressor identified was the 
pervasive feeling of loneliness among caregivers. Changes 
to families’ daily routines, encompassing activities such as 
schooling, therapy and sleep intensified the sense of 
isolation (Chen et al., 2020; Huang et al., 2021; Logrieco 
et al., 2022; Lugo-Marín et al., 2021; Polónyiová et al., 2022; 
Stankovic et al., 2022). Online interactions proved 
insufficient in alleviating the nostalgia for the way life 
used to be (Pellicano et al., 2022). The apprehension of 
contracting COVID-19 further heightened caregivers’ 
stress, impeding their ability to engage with the outside 
world and fulfil essential obligations, such as grocery 
shopping (Amirova et al., 2022; Athbah, 2021; Azevedo 
Machado et al., 2021; Dekker et al., 2022; Lugo-Marín et al., 
2021; Polónyiová et al., 2022). The increased fear of the 
virus was particularly associated with concerns about 
caregivers and their children becoming infected, exacerbated 
by challenges in accessing health care services (Manning 
et al., 2021). The unavailability of therapy and health 
care services compounded caregivers concerns, leading to 

feelings of hopelessness and depression (Logrieco et al., 
2022). Caregivers were required to navigate the challenging 
roles of caregivers and educators, adapting to at-home 
learning in isolation and with limited to no support.

Response to remote health care and support
The code addressing the response to remote health care 
support or teletherapy surfaced in 21 studies (58%) (Amirova 
et al., 2022; Arazi et al., 2022; Athbah, 2021; Bhat, 2021; 
Bozkus-Genc & Sani-Bozkurt, 2022; Chen et al., 2021; Corbett 
et al., 2021; Dekker et al., 2022; Huang et al., 2021; Kaku et al., 
2021; Kalb et al., 2021; Khan et al., 2021; Levante et al., 2021; 
Logrieco et al., 2022; Lopata et al., 2022; Manning et al., 2021; 
Papanikolaou et al., 2022; Pecor et al., 2021; Pellicano et al., 
2022; Polónyiová et al., 2022; White et al., 2021). In response 
to the COVID-19 pandemic and restrictions on therapy, 
therapists globally turned to teletherapy as an alternative 
solution (Amirova et al., 2022; Bozkus-Genc & Sani-Bozkurt, 
2022; Pellicano et al., 2022). While remote health care emerged 
as a significant theme in many articles, the widespread 
adoption of teletherapy faced substantial hurdles for the 
majority of children and their caregivers. Barriers such as the 
unavailability of online support and services, along with 
challenges related to the cost of data and Internet access, 
impeded teletherapy access. Approximately, 22% of 
participants received one or fewer consultations a week from 
teachers and therapists (Arazi et al., 2022; Logrieco et al., 
2022; Manning et al., 2021).

While online resources were shared, only 20% of caregivers 
across studies found them helpful because of their limited 
relevance and their constraints in implementing caregiving 
knowledge (Arazi et al., 2022; Morris et al., 2021). Despite 
efforts, caregivers faced challenges with teletherapy, 
including difficulties in keeping their child in front of the 
screen (Arazi et al., 2022), along with problems related to 
digital competency, which hindered the implementation of 
teletherapy for caregivers already adapting to this new 
method of at-home learning or therapy. Caregivers perceived 
teletherapy as less engaging and supportive, with some 
discontinuing therapy altogether (Bozkus-Genc & Sani-
Bozkurt, 2022).

Although some caregivers preferred in-person contact, others 
found teletherapy beneficial for the continuity of services 
and preventing regressions (Pellicano et al., 2022). An Italian 
survey indicated that teletherapy enhanced the caregiver’s 
quality of life during lockdown (Logrieco et al., 2022). 
However, the overall implementation of telehealth 
predominantly resulted in negative experiences across 
studies, compounding caregivers’ burden and affecting their 
emotional wellbeing and caregiving ability. It intensified 
their role in managing both their children and their daily 
tasks.

Caregiver resilience
Resilience emerged as a prominent theme in eight studies 
(22%) (Bozkus-Genc & Sani-Bozkurt, 2022; Colizzi et al., 2020; 
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Cusinato et al., 2020; Kaku et al., 2021; Kalb et al., 2021; 
Lugo-Marín et al., 2021; Pellicano et al., 2022; Polónyiová 
et al., 2022). In the face of numerous challenges brought on by 
the COVID-19 pandemic, the ability to maintain positivity 
and resilience became indispensable for the optimal 
functioning of both caregivers and children. The exploration 
of resilience in these studies offers valuable insights that 
extend beyond the immediate context, providing a foundation 
for understanding and addressing future challenges and 
family support.

Based on the thematic analysis, parenting tips and suggestions 
for families with children with autism during challenging 
times to empower caregivers and their children were 
consolidated into five key points (Table 3).

Crafting structured routines emerged (n = 6, 17%) as a 
valuable mechanism for caregivers to effectively manage 
their child’s time at home and mitigate the risk of burnout 
during the COVID-19 pandemic (Corbett et al., 2021; Iovino 
et al., 2021; Kaku et al., 2021; Logrieco et al., 2022; Morris 
et al., 2021; Mumbardó-Adam et al., 2021). Specifically, 
structured play environments proved to be effective tools in 
navigating the challenges posed by the pandemic, facilitating 
learning and reducing caregiver stress. These environments 
empowered caregivers to manage and regulate their children, 
engaging them in purposeful and less overwhelming 
activities. The result was not only strengthened bonds 
between caregivers and children but also an improved 
understanding of the child’s needs within the home setting 
(Morris et al., 2021).

Maintaining a positive outlook emerged as a crucial factor 
associated with enhanced caregiver wellbeing and resilience, 
in contrast to feelings of denial and hopelessness (Tokatly 
Latzer et al., 2021). Caregivers not only required motivation 
but also practical tools to execute beneficial activities at home, 
bolstering their confidence. The presence of positive role 
models within households positively impacted the emotional 
states of both caregivers and children (Logrieco et al., 2022).

Children whose caregivers received online support through 
their community and engagement with social media during 
lockdown demonstrated improvements in self-care and 
environmental management, positively influencing the 
wellbeing of both the child and the caregiver (Siracusano 
et al., 2021). Several caregivers expressed a desire for support, 
yet remained uncertain about what measures could truly 
provide comprehensive assistance during such an 
unprecedented period (Colizzi et al., 2020). Caregivers 
expressed a need for consistent services, including 
psychological assistance (Logrieco et al., 2022; Pellicano et al., 
2022; White et al., 2021). Regularly engaging in video 
conversations with family, friends and colleagues, some 
parents also received assistance from psychological therapists 
(Alhuzimi, 2021). Studies underscored the demand for 
enhanced health care and education services tailored to 
children and caregivers (Amirova et al., 2022; Arazi et al., 
2022; Lopata et al., 2022). Iovino et al. (2021) underscored the 
importance of mental health support and policies tailored to 
caregivers in this demographic, aiming to alleviate caregiver 
burden and distress while promoting caregiver resilience 
both during and after the pandemic.

Discussion
This scoping review provides a summary of evidence about 
the challenges faced by caregivers of children with autism 
during the COVID-19 pandemic and consolidates parenting 
strategies and supports required for these families. Previous 
reviews focused on caregivers’ experiences in general, 
examining the broader aspects of their roles and challenges. 
In contrast, this study specifically concentrates on their 
experiences during the COVID-19 pandemic and the distinctive 
challenges or events that characterised this particular period in 
their lives. During COVID-19, additional pressures were 
placed on caregivers of children with autism who were 
required to take on additional roles and responsibilities that 
went beyond caregiving to include support for therapy, 
schooling and prevention of regressions, often with limited or 
no support from teachers or health care professionals (Amirova 
et al., 2022; Arazi et al., 2022; Papanikolaou et al., 2022). As a 
result, caregivers experienced increased pressures and feelings 
of anxiety and mental health problems. The unique context of 
the pandemic provides insights that could be used to improve 
the general caregiving landscape, emphasising the need for 
stability and adaptability in services.

The COVID-19 pandemic led to a surge in pandemic-related 
research globally. Research on the experiences of caregivers 
of children with autism during COVID-19 has been 

TABLE 3: Parenting tips to support families with children with autism when 
access to services is challenged.
Parenting tip Description Relevant articles 

Structure in daily 
routines

Implementing structured 
activities to ensure 
organised and routine-
based task completion, 
promoting better coping for 
children during the 
pandemic. This approach 
allows caregivers to allocate 
time for self-care through 
intentional planning

Corbett et al. 2021, Iovino 
et al. 2021 and Morris et al. 
2021

Positive outlook A shift in perspective 
towards positivity as a 
strategy for caregivers to 
navigate their circumstances 
and capitalise on emerging 
positive aspects

Alhuzimi 2021, Logrieco 
et al. 2022 and Tokatly 
Latzer et al. 2021

Accessing 
remote 
counselling or 
health care 
services 

Utilise remote services – if it 
is available. Access to 
mental health services for 
caregivers of children with 
autism can support 
emotions, negative 
psychological states and 
overall wellbeing during and 
after the pandemic

Bozkus-Genc & Sani-Bozkurt 
2022, Iovino et al. 2021, 
Kalb et al. 2021, Polónyiová 
et al. 2022, Siracusano et al. 
2021, Stankovic et al. 2022 
and White et al. 2021

Online family 
support

Regularly scheduled phone 
calls or online 
communication methods 
within the family could offer 
valuable support to 
caregivers of children with 
autism

Althiabi 2021, Chen et al. 
2020, Huang et al. 2021, 
Khan et al. 2021 and 
Siracusano et al., 2021

Family training Seminars, online 
programmes or information 
sessions be held for 
caregivers to provide them 
with formal training

Althiabi 2021, Athbah 2021, 
Azevedo Machado et al. 
2021, Cusinato et al. 2020, 
Kaku et al. 2021, 
Papanikolaou et al. 2022 
and Pecor et al. 2021
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expanding alongside autism awareness, with a growing 
number of studies utilising diverse methodologies across 
contexts. The majority of these studies, however, have been 
conducted in high-income settings, notably in the United 
States and Italy. While these studies contribute valuable 
insights into the effects of the pandemic on caregivers of 
children with autism, it is crucial to note the limited 
representation of research from Africa, specifically South 
Africa, highlights a critical gap. However, research from 
other low-middle and middle-upper-income countries can 
be used to inform the ways in which South Africa needs to 
consider continued support for children with autism and 
their caregivers both post-pandemic and beyond.

The skewed distribution of research towards high-income 
countries and participants is a notable limitation, primarily 
driven by the necessity for online survey distribution during 
the pandemic restrictions (Iovino et al., 2021; Ramlagan et al., 
2022). This online-centric approach may have inadvertently 
excluded certain groups, particularly those who lack access to 
social media or online platforms, emphasising the importance 
of conducting research that employs methodologies 
contextually appropriate for diverse populations (Aderinto 
et al., 2023; Guler et al., 2023). Understanding the unique 
challenges faced by caregivers in Africa is essential for tailoring 
interventions and support systems that are culturally and 
contextually relevant, ultimately contributing to a more 
comprehensive and equitable understanding of the global 
impact of the COVID-19 pandemic on this caregiver population.

The findings emphasised the psychological and destabilising 
effects the pandemic had, impacting caregiver wellbeing as 
they continuously attended to their children with autism. 
The psychological toll was particularly notable, extending to 
caregivers’ quality of life and feelings of isolation (Amirova 
et al., 2022; Azevedo Machado et al., 2022; Dekker et al., 2022; 
Logrieco et al., 2022; Polónyiová et al., 2022). It was interesting 
to note that although the study recruited mothers and fathers, 
the majority of all respondents across the studies were 
mothers. This is a significant finding reflective of the type of 
available evidence about the experiences of families of 
children with autism. Previous research suggests that the 
experiences of mothers and fathers of children with autism 
differ, encompassing differences in quality of life, stress 
levels, coping strategies and the types of support needed 
(Grebe et al., 2022; Johnson & Simpson, 2013; Vernhet et al., 
2022). Notably, in numerous African countries, the primary 
caregiver may not necessarily be the mother, with 
grandparents, particularly in South Africa, assuming a 
significant caregiving role (Booys et al., 2015). This highlights 
the importance of inclusion and focus on other caregivers 
and extended family members in future research.

Caregivers grappling with mental health challenges 
encountered obstacles in leveraging technological means to 
access support from friends, family and health care services. 
Caregivers’ mental health struggles hindered their use of 
technology to seek assistance, leading to reduced wellbeing as 

daily routines turned monotonous (Huang et al., 2021; Yılmaz 
et al., 2021). Proactive support and coping strategies are 
imperative to address these challenges. Specific resources, 
research and guidelines must be tailored to caregivers of 
children with autism. With the acknowledged risk of skill 
regression, caregiver burden escalated worldwide (Corbett 
et al., 2021; White et al., 2021). This burden emanated from 
grappling with structural changes, from managing behavioural 
issues to accommodating shifting routines and addressing 
service limitations while fulfilling daily tasks. Therefore, it is 
important to consider the ways in which caregivers should 
continue to be supported through access to resources, 
utilisation of online supportive services such as through social 
media platforms or online support groups, psychological and 
therapeutic support, and encouraging self-care.

Telehealth’s viability for non-verbal children or those with 
attention deficit hyperactivity disorder (ADHD) and auditory 
issues was questioned (Manning et al., 2021). Research has 
highlighted that therapy provided to children with autism 
and their families should be targeted to ensure that 
intervention will yield positive outcomes (Bundy et al., 2023). 
Therefore, it is imperative for researchers to delve further 
into devising solutions for such obstacles when caregivers 
employ telehealth services, such as coaching without the 
child present (Pacione, 2022) and the need to fully understand 
the necessary adjustments required in this domain for 
children with diverse levels of support and severity. 
Additionally, to consider caregivers who are situated in low-
income environments and might lack access to equivalent 
resources and tools is essential. Alternatively, exploration of 
other modes of service delivery should also be considered for 
both caregivers and children with autism in the future.

Strengths and limitations
The strength of this review lies in its comprehensive search 
strategy, which aimed to identify all published studies 
regardless of methodological rigour or research quality. 
However, some limitations need to be acknowledged. It 
is worth mentioning that this review predominantly 
incorporated research and articles primarily originating from 
the initial wave of the pandemic. This circumstance does 
restrict the breadth of our analysis. The review did not 
incorporate grey literature, potentially missing out on 
valuable unpublished or non-peer-reviewed sources, which 
often contain valuable insights that could have enriched the 
findings. Additionally, lower-impact or niche publications 
may have been overlooked, especially for research conducted 
in low- and middle-income countries. Furthermore, this 
review only used two reviewers and a third reviewer may 
have provided improved triangulation and decision making.

Conclusion
While the pandemic brought unprecedented challenges, it 
also shed light on systemic issues that have long affected 
caregivers. This study not only enriches the discourse but also 
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lays a foundation for meaningful improvements in the 
support and care for children with autism and their caregivers 
beyond the COVID-19 pandemic. Insights from the pandemic 
can guide the development of more resilient and flexible 
support systems that can adapt to crises. Future policies and 
support frameworks could benefit from incorporating the 
lessons learned during the pandemic, such as flexibility in 
service provision and the use of technology to support 
caregiving activities. This includes creating contingency plans 
for service continuity, expanding online and telehealth 
services, and providing targeted financial and psychological 
support for caregivers. Furthermore, it is worth noting that a 
predominant portion of study participants were mothers. This 
focus on mothers as participants constrains our comprehension 
of diverse family dynamics and the roles that fathers might 
play and future research should explore the experiences.
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