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Abstract

Purpose of Review The COVID-19 pandemic and its associated restrictions have had a significant impact on people’s eve-
ryday lives, including the lives of Autistic adults. We aimed to (a) synthesise all papers currently published on the impact of
the COVID-19 pandemic on autistic adults and (b) identify lessons for the care and support of Autistic adults in pandemic
and post-pandemic times.

Recent Findings Fifty-five papers met the inclusion criteria. Most studies focused on the pandemic’s impact on the well-
being of Autistic adults. Several studies focused on the use of (telehealth) services or the risk of COVID-19 infection/
hospitalisation.

Summary Autistic adults were significantly impacted by the pandemic, both directly as indicated by higher COVID-19
infection and hospitalisation rates, but also indirectly due to severe service disruptions and social restrictions. Even though
there were large differences observed both between as well as within individuals in terms of the negative/positive effects
of the COVID-19 pandemic, most studies reported a negative effect on Autistic adults’ mental health. We draw several les-
sons from this review for the future care and support of Autistic adults, all of which must be underpinned by participatory
research methods, that is, where Autistic community members are actively involved in setting research questions, testing the
acceptability of the methods and interpreting and disseminating the results.

Keywords Autism - Autistic adults - COVID-19 - Lockdown - Mental health - Wellbeing

Introduction

The catastrophic impacts — both direct and indirect — of
the COVID-19 pandemic on the lives of millions of people
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across the world are becoming increasingly clear. Some of
these impacts have been the direct consequence of the virus
itself, including a significant rise in serious acute ill-health
and early death, to which disabled people [1], including
Autistic people,’ may have been particularly at risk [5, 6].
Other impacts have been caused by the measures put in place
to try to curb the spread of the virus, including restricted
access to face-to-face health and other social services; the
closure of schools and other educational institutions; and the

! In the autistic community, identity-first language e.g. ‘autistic per-
son’, is often preferred to, and considered less stigmatizing than,
person-first language e.g. ‘person with autism’ (2-3; although see
4). We therefore use identity-first language throughout this paper. We
also use ‘Autistic’ with a capital A. Similar to the Deaf community,
many autistic adults spell Autistic with a capital A to emphasise their
belonging to a shared community and to recognise their struggles to
achieve acceptance and social justice.
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frequent requirement for people to stay at, and work from,
home to dramatically constrain their physical and social
interactions — measures that have varied substantially
across and within regions [7]. Some of these measures may
have had occasional positive effects above and beyond their
impact on slowing the spread of the virus [8]. Yet, there are
good reasons to believe that these measures imposed a par-
ticularly heavy burden on Autistic people [5, 6], especially
as this group is at greater risk of experiencing mental health
problems [9, 10] and may depend significantly on formal
and informal support from others to maintain quality of life.

The current scoping review sought to synthesise evi-
dence of the impact of the COVID-19 pandemic on the
lives of Autistic adults. We focus on Autistic adults spe-
cifically given that they are an under-represented group in
current autism research [11, 12]; are more likely to have co-
occurring physical and mental health conditions [10, 13e],
which place them at risk of health complications following
COVID-19 infection; and have poorer life outcomes across
many domains, often due to systemic and social failures to
provide the requisite support [14].

Method

We addressed the following research questions:

1. What has been the impact of the COVID-19 pandemic
on Autistic adults?

2. Which individual and/or contextual factors during the
COVID-19 pandemic are associated with a more posi-
tive outcome for Autistic adults?

Based on research on the impact of the pandemic, we
sought to identify lessons for the future care and support
of Autistic adults. The review protocol was registered on
Open Science Framework (https://doi.org/10.17605/OSF.
I0/B73QN).

Eligibility Criteria
We used the following criteria to determine study eligibility:

1. Anempirical quantitative and/or qualitative study on the
impact of the COVID-19 pandemic and its associated
restrictions on the mental health or wellbeing of at least
one Autistic adult (> 18 years), based on self-report and/
or observation/proxy-report. Autistic adult(s) should be
mentioned explicitly in the paper’s “Method” section.

2. The sample should consist of adult(s) with a clinical
diagnosis of autism or who self-identify as Autistic,
and/or consists of informants for the Autistic adults. In
cases where the sample also included Autistic children

@ Springer

(< 18 years) or people with diagnoses other than autism
(e.g. intellectual disability), the study is included only
where Autistic adults’ data (a) are described separately
in the paper or (b) make up >50% of the total sample.
3. English language.
4. Published in a peer-reviewed journal or as a pre-print on
a pre-print service provider.

Search Strategy

On 24-25th May 2022, we searched through the electronic
databases of PubMed, EMBASE, CYNAHL, Psychinfo and
Science Citation Index (Web of Science) using the following
search terms: [1] COVID-19 OR coronavirus OR SARS-
CoV-2 OR pandemic AND [2] autis* OR developmental
disorder AND [3] adult. Additionally, we searched through
the major autism-related journals, including Autism, Autism
Research, Journal of Autism and Developmental Disorders,
Molecular Autism, Autism in Adulthood, Research in Autism
Spectrum Disorders and Research in Developmental Dis-
abilities using the following search terms: [1] COVID-19
OR coronavirus OR SARS-CoV-2 OR pandemic AND [2]
adult. On 8th August 2022, we screened the same databases
and journals for any newly published journal articles or pre-
prints in the period from 26th May to 8th August.

Data Extraction

Table 1 shows key information extracted from eligible
papers (where available).

Results
Study Selection

During the initial search (May 2022), we identified 747
abstracts. All abstracts were screened for eligibility by AMS.
Almost half (n=337; 45%) were independently screened by
both AMS and LC, for which there was excellent inter-rater
agreement (98%). Disagreements (n=6; 2%) were resolved
by discussion. Of the 747 abstracts, we selected 105 (14%)
for a full paper read. The same two researchers read all 105
papers to determine final eligibility. Disagreements (n =6
papers; 6%) were resolved through discussion, leading to a
final selection of 47 (45%) papers. During the second search
(August 2022), we identified an additional eight eligible
papers, yielding a final list of 55 studies (see Fig. 1 [15, 16]).

Critical Appraisal

We assessed the quality of eligible studies using the Mixed
Methods Appraisal Tool (MMAT, [17]). Each study was
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