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INTRODUCTION

Autism was first defined within medical literature in the
1944; Kanner,

early 20th century (Asperger,

| Kate Cooper? | Estelle Killick' | Evelyn Sam' | Molly Healy® |
Grace Thompson® | Will Mandy*

| Benjamin Redmayne® | Laura Crane'”

Abstract

Autism can be considered both a personal and social identity. Identifying the factors
contributing to positive Autistic identity development is crucial given the potential
implications for mental health and wellbeing. In this systematic review, we aimed to
synthesize quantitative literature on Autistic identity to identify the (individual and
environmental) factors associated with Autistic identity, and to ascertain the relation-
ship between Autistic identity and mental health and wellbeing. A total of 3,617 stud-
ies were screened and 20 met our inclusion criteria. Results indicated that people
developed a more positive Autistic identity when receiving external autism acceptance
and external support. The association between individual factors and Autistic identity
were largely nonsignificant or inconclusive, highlighting the need for broad support
that meets the needs of a range of Autistic people, rather than specific subgroups.
Importantly, positive Autistic identity was associated with improved mental health
and wellbeing. Peer support and/or self-directed support resources may be valuable
mechanisms for supporting Autistic people to cultivate a positive Autistic identity.
The evaluation of such support, including the long-term impacts on identity develop-
ment, will be a critical avenue for future research.

Lay Summary

We reviewed existing research on Autistic identity and its links to mental health
and wellbeing. We found that having a positive Autistic identity is important for
mental health, and that having support and acceptance from others (e.g., family,
friends) helps people to develop a positive Autistic identity. However, lots of
Autistic people do not get this support. Peer support groups where Autistic people
can speak to each other about their experiences might help them to develop a pos-
itive Autistic identity. Future research should see whether such groups improve
Autistic identity.

KEYWORDS
autism, identity, mental health, systematic review, wellbeing

paradigm places more emphasis on person-environment
fit than within-person “deficits”, considering autism as a
naturally occurring aspect of human diversity

1943; (Ne’eman & Pellicano, 2022; Walker, 2014). The neuro-

Zeldovich, 2018) and has been referenced in diagnostic
manuals since at least the 1970s (Ousley &
Cermak, 2014). Within the medical model of disability,
autism is conceptualized as a cluster of “deficits”, relative
to normative standards. Conversely, the neurodiversity

diversity paradigm urges Autistic' people to “embrace

'As in the Deaf community, some Autistic people capitalize Autistic to emphasize
their belonging to a shared community (e.g., Benham & Kizer, 2016).
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autism as an inherent and integral part of [their] identity”
(Pellicano & Houting, 2022, p. 387).

Within the field of autism research, identity has been
conceptualized using multiple theoretical lenses, with
measurement of numerous overlapping constructs. Autis-
tic identity can be conceptualized as having two key
dimensions: personal identity and social identity
(Albarello et al, 2018; Erikson, 1968; Marcia
et al., 1993). Personal identity refers to the process of
defining oneself according to individual characteristics
and how this self-definition influences life choices across
different domains, such as education and career choices.
When autism is incorporated into a person’s personal
identity, it is viewed as a core facet of the self
(e.g., Kenny et al., 2015). This understanding may influ-
ence key life choices, such as choosing a career that aligns
with common Autistic strengths. Autistic people may
also choose to define themselves as members of the autis-
tic community, in which case autism becomes a social
identity (Cooper, Russell, et al., 2023; Cooper
et al, 2021). Social identity theory (Tajfel &
Turner, 1979) asserts that belonging to particular social
groups informs one’s identity, and this process of identifi-
cation happens when group membership is used to define
oneself. Defining oneself as a group member is thought
to improve wellbeing when the group is seen positively,
or one experiences a sense of collective self-esteem
(Luhtanen & Crocker, 1992). For example, someone with
an Autistic social identity may experience strong feelings
of solidarity with other autistic people, and may be more
likely to emphasize positive aspects of group membership
such as stronger feelings of connectedness to other autis-
tic people (Crompton et al., 2020). Personal and social
identities are reciprocal in nature and context-dependent
(Albarello et al., 2018). For example, if an Autistic per-
son grows up in a social context that frames autism nega-
tively, they may be less inclined to embed being Autistic
as a core part of who they are (i.e., personal identity).
Similarly, people for whom being Autistic is not core
facet of their identity may be less likely to associate with
other Autistic people, which could in turn diminish their
Autistic social identity. Throughout this review, we use
the term Autistic identity broadly to encompass both per-
sonal and social aspects of identity, as it relates to being
Autistic. This term reflects the sentiment that being part
of the community can be an integral aspect one’s identity
as an Autistic person.

Identity development is considered a lifelong task.
However, it is during adolescence and early adulthood
that identity development is thought to be particularly
pertinent. The development of a clear and stable identity
generates the subjective experience of continuity within
the self, as well as differentiation of the self from others
within social interactions (Erikson, 1950; Marcia, 1966).
During adolescence, young people experience a series of
biological, cognitive, and social changes that are likely to
prompt introspection about themselves, their aspirations,

and their place within society (Crocetti, 2017). It is these
processes and experiences that result in the revaluation
and refinement of one’s identity.

Receiving an autism diagnosis is an important mile-
stone for many Autistic people, and can have a consider-
able impact on one’s sense of self (Punshon et al., 2009).
The timing of the diagnosis may therefore have impor-
tant implications for identity development. Research with
adolescents indicates that integrating the diagnostic label
of autism into one’s self-concept can be a challenging
process. Indeed, research with Autistic young people
(aged 11-17 years) showed that, whereas some adoles-
cents were able to embrace and accept their Autistic
selves, others felt as though they had “a bad brain” and
wanted to be “normal” (Humphrey & Lewis, 2008). More
recent research corroborates these findings, with some
Autistic young people describing their diagnosis as
“oppressive” and something they want to rid themselves
of, and others describing it as positive and even liberating
(Mogensen & Mason, 2015). Conflicting feelings toward
one’s diagnosis can also co-exist, with a study by Jones
et al. (2015) demonstrating that some Autistic young peo-
ple (aged 13-20 years) discuss both their pride in being
Autistic and the perceived need to reduce the social
stigma that is associated with the autism label. Other
Autistic young people report feeling indifferent about
being Autistic, with no strong negative or positive emo-
tions toward their diagnosis (Ruiz Calzada et al., 2012).
This complex interplay of emotions underscores the
diverse and multifaceted nature of identity formation fol-
lowing an autism diagnosis.

When considering the impact of receiving an autism
diagnosis on identity development, it is important to con-
sider the growing number of Autistic people that are
diagnosed in adulthood. Indeed, many subgroups of the
Autistic population (e.g., those who are girls/women,
non-White, and without an intellectual disability) experi-
ence delays in accessing an autism diagnosis, and may
not find out, or realize, they are Autistic until adulthood
(Lewis, 2017; Mandell et al., 2002; Ratto et al., 2016;
Wiggins et al., 2020). As such, many Autistic people will
be faced with the challenge of navigating a significant
period of their life with no clear explanation as to why
they may be facing difficulties that their peers are not.
This experience will undoubtedly impact their sense of
identity, and limit opportunities to connect with a com-
munity of other Autistic people. While receiving a diag-
nosis in adulthood can evoke a sense of relief and
validation for some Autistic people, others report the
diagnostic process as being highly emotional, evoking
feelings of confusion, shame, sadness, and anger (Arnold
et al., 2020; Huang et al., 2020; Leedham et al., 2020;
Lilley et al., 2021, 2022). These conflicting emotions are
not mutually exclusive. Adjusting to an autism diagnosis
involves a range of both positive and negative emotional
responses (Wilson et al., 2023), and similar findings have
been found with Autistic people who self-identify as
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Autistic, without the presence of a formal diagnosis
(Lewis, 2016; Moseley et al., 2021). Moreover, access to
post-diagnostic support is highly inconsistent, and evi-
dence for the effectiveness of such programmes is in its
infancy (Beresford et al., 2020). As such, Autistic people
may be denied much-needed support to come to terms
with their diagnosis and connect with other Autistic peo-
ple (Beresford et al., 2020).

Emerging work has begun to examine the possible
factors that may impact Autistic identity development.
For example, Oredipe et al. (2023) spoke to 78 Autistic
university students using an online survey about when
and how they found out they were Autistic and found
that, while participants who learned they were Autistic at
a younger age had higher quality of life and wellbeing in
adulthood, participants who learned they were Autistic at
an older age had more positive initial reactions about
being Autistic. Leung et al. (2023), however, failed to find
a significant relationship between the age of learning one
was Autistic and well-being when Autistic traits were
accounted for. Riccio et al. (2021) examined the impact
of how one’s autism was disclosed to them
(i.e., voluntary versus involuntary parental disclosure)
and found that adolescents whose parents voluntarily dis-
closed their autism diagnosis to them were more positive
about being Autistic than those whose parents involun-
tarily disclosed. Other research has pointed toward the
possible impact of gender on Autistic identity, with
Autistic women in one study explaining that their Autis-
tic identity was in direct conflict with societal expecta-
tions of being a woman (Bargiela et al., 2016). These
studies provide initial insight into possible factors that
could impact the (non)development of a positive Autistic
identity. However, since this work appears to be in its
infancy, we do not yet have a clear understanding of the
factors that underpin variability in Autistic identity.

Understanding factors contributing to positive Autis-
tic identity development is crucial given that there may
be implications for mental health and/or wellbeing. In
one of the first studies to quantitatively examine the
association between Autistic identity and mental health,
Cooper et al. (2017) asked 272 autistic people (without a
co-occurring intellectual disability, aged 16 years and
above) to complete a survey measuring autism social
identity, and traits of anxiety and depression. A positive
autism social identity was associated with higher collec-
tive self-esteem (i.e., positive perceptions of group mem-
bership), which was associated with higher personal self-
esteem (i.e., positive perceptions of self) and, ultimately,
reduced traits of anxiety and depression. Similar findings
were identified by Corden et al. (2021) who found a posi-
tive association between a facet of autism personal iden-
tity (pride in being autistic) and psychological wellbeing
in 151 Autistic adults (aged 18 years and above). The
apparent association between Autistic identity and men-
tal health is particularly salient as autistic people are

more likely to be diagnosed with mental health condi-
tions, such as anxiety and depression, than non-Autistic
people (Lai et al., 2019).

Overall, it is evident that the assimilation of autism as
part of one’s identity is a complex process that can afford
a series of challenges as well as opportunities. We there-
fore define Autistic identity as a complex and multiface-
ted construct, encompassing a range of components that
contribute to a person’s sense of self, as it relates to being
autistic. As seen in Table 1, several positive and negative
facets of Autistic identity have previously been identified.

This review focuses on quantitative research examin-
ing facets of Autistic identity. There were two main aims
of the review. First, to examine the individual and envi-
ronmental factors associated with Autistic identity to
establish which, if any, are associated with Autistic iden-
tity development. Second, to understand the nature of the
association between Autistic identity and mental health
and/or wellbeing, to identify whether the development of
a positive Autistic identity will be a pertinent target for
future interventions aiming to improve mental health
for Autistic people. Our specific review questions were:

1. What factors, if any, are associated with Autistic
identity?

2. What is the nature of the association between Autistic
identity and mental health and/or wellbeing?

METHODS

This systematic review was developed based on preferred
reporting items for systematic reviews and meta-analyses
(PRISMA) guidelines (Page et al., 2021). Data were ana-
lyzed using a synthesis without meta-analysis approach,
and reporting of findings was guided by the nine reported
items outlined by Campbell et al. (2020). The review pro-
tocol was registered on the Open Science Framework
(https://doi.org/10.17605/0SF.10/M3KQC).

Search strategy

The following databases were searched: PsycINFO, Sco-
pus, Web of Science, ERIC, and ProQuest Disserta-
tions & Theses. A search string was developed based on
the authors’ research expertise and refined following pilot
searches. The final search string searched for (autis* OR
asperger* OR  “pervasive development” OR PDD
OR ASD OR PDDs OR ASDs OR kanner*) AND (iden-
tity OR “self concept” OR “autistic identity” OR “self-
acceptance”) in the title, abstract, and keywords fields.
Searches were restricted to peer-reviewed publications in
English. No date restrictions were imposed. The first
search was conducted in October 2022 and updated in
June 2023.
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TABLE 1 Summary of aspects of Autistic identity.
Valence”  Aspect of Autistic identity Definition References
Positive Autism centrality The importance one places on their Autistic Cooper et al. (2017); Cooper et al. (2021);
identity Cooper, Russell, et al. (2023);
Ferenc et al. (2023); Maitland et al. (2021)
Autism satisfaction How positively one feels about their Autistic Cooper et al. (2017); Cooper et al. (2021);
identity Cooper, Russell, et al. (2023);
Ferenc et al. (2023); Maitland et al. (2021)
Autism solidarity The extent to which one feels a connectionto ~ Cooper et al. (2017); Cooper et al. (2021);
other Autistic people Cooper, Russell, et al. (2023);
Ferenc et al. (2023); Maitland et al. (2021)
Individual self-stereotyping How similar one feels to other Autistic people ~ Cooper et al. (2017); Cooper et al. (2021);
Cooper, Russell, et al. (2023);
Ferenc et al. (2023); Maitland et al. (2021)
In-group homogeneity The extent to which one thinks that Autistic Cooper et al. (2017); Cooper et al. (2021);
people are similar to one another Cooper, Russell, et al. (2023);
Ferenc et al. (2023); Maitland et al. (2021)
Autism acceptance The extent to which one personally accepts Cage et al. (2018); Lamash & Meyer, (2022);
themselves as an Autistic person Nguyen et al. (2020)
Spectrum abilities The extent to which autism is perceived as Bury et al. (2022); McDonald (2020)
being associated with positive abilities
Autistic community connectedness How connected to the Autistic community Cage et al. (2022)
one feels
Autism/Autistic pride The perceived importance of, or pride in, Corden et al. (2021)
being Autistic
Autistic acculturation The extent to which one identifies with Cresswell & Cage, 2019
Autistic culture
Changeability The extent to which one feels autism is McDonald (2020)
something that can be changed if desired
Collective strategy use The extent to which one positively re-defines Perry et al. (2022)
Autistic people compared with non-
Autistic people
Enrichment The perception that being Autistic enriches Lamash and Meyer (2022)
one’s sense of self and life
Identification with the autistic The extent to which one identifies with Cage and Troxell-Whitman (2020)
community autism as a social group
Perceived benefits The extent to which one believes perceives Nguyen et al. (2020)
there to be benefits associated with being
Autistic
Positive difference The extent to which autism is perceived as a McDonald (2020)
positive difference as opposed to a
challenging disability
Negative  Internalized stigma The extent to which one rejects their status as ~ Botha and Frost (2020); Bury et al. (2022);

Context-dependent

Engulfment

Exclusion and/or dissatisfaction

Helplessness

Individualistic strategy use

Rejection

an Autistic person

The extent to which one perceives their
autism to be context-specific (i.e., salient
in some contexts and not others)

The extent to which one feels being Autistic
dominates or invades all domains of life

Rejection and/or dissatisfaction with being
Autistic

The extent to which one feels their autism
results in a lack of control and
helplessness

The extent to which one dissociates from
other Autistic people

The extent to which one rejects their status as
an Autistic person

Huang et al. (2023)
McDonald (2020)

Lamash and Meyer (2022)

Corden et al. (2021)

Nguyen et al. (2020)

Perry et al. (2022)

(Lamash & Meyer, 2022)

#Valence was determined based on how the developers of the scales described the measures (e.g., if higher scores on the measures represented more positive aspects of

Autistic identity, they were included as positively valanced).
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Inclusion and exclusion criteria

Studies that examined aspects of Autistic identity (see
Table 1) from the perspectives of Autistic children, ado-
lescents, or adults were included, to review this topic
from a lifespan perspective. Studies examining other
aspects of identity (e.g., gender identity) in Autistic popu-
lations and studies that focused on language preferences
(e.g., person- versus identity-first) were excluded, to
ensure that one’s Autistic identity was the primary focus
of the review.

We included studies with participants who had a for-
mal diagnosis of autism and/or who self-identified as
Autistic to be as inclusive as possible in our search, given
that Autistic identity is an emerging area of research.
Indeed, most research on adults who self-identify as
Autistic focuses on the topic of identity (see Overton
et al., 2023), so excluding participants without a formal
diagnosis could have reduced the breadth of our review.
We were also cognizant of the many and varied barriers
that Autistic people can face in accessing an autism diag-
nosis, especially for underrepresented groups in autism
research (e.g., Adak & Halder, 2017; Kentrou
et al, 2019; Schmengler et al., 2021; Tromans
et al., 2021).

We focused on quantitative data (including from
mixed methods studies) given that an initial search on
Prospero indicated that a review examining qualitative
data on Autistic identity was underway. As yet, this latter
review has not been published. Doctoral dissertations/
theses were considered, whereas Master’s dissertations
(which commonly have not undergone peer review) and
conference abstracts (which are commonly too brief to
extract detailed information from) were excluded.

Study selection

Search results were imported into Endnote for screening,
and duplicates were removed. One reviewer
(JD) screened all titles and abstracts, with reference to
the inclusion/exclusion criteria. All titles and abstracts
were also screened by one of three other reviewers (EK,
ES, and LC), who independently reviewed a subset of
titles and abstracts each (EK and ES reviewed ~1500
articles each, and LC reviewed another ~400 articles).
Inter-rater agreement at this stage was good (x = 0.59—
0.78). Discrepancies were resolved through discussion.
For example, referring back to the inclusion/exclusion
criteria and, where necessary, involving an additional
author if discrepancies could not be resolved
immediately. In total, 37 studies were considered eligible
for full-text review. Two reviewers (JD and EK)
conducted full-text screening, with good
agreement (x = 0.75). Discrepancies at this stage sur-
rounded whether the measures used could be considered
relevant to Autistic identity. Such discrepancies were

resolved through discussion with authors with expertise
on the topic. In total, 20 studies were identified as being
relevant to the review. Details of the studies screened and
included at each stage can be found in Figure 1.

Data extraction and quality appraisal

One reviewer (JD) extracted data from all included stud-
ies using a pre-determined standardized extraction form
in Microsoft Excel. Two other reviewers (EK & ES)
checked the data extracted for accuracy and complete-
ness. The following data were extracted: authors, publica-
tion year, country of study, study aims, and methodology
(including relevant measures used), sample size and char-
acteristics (including data regarding autism diagnosis,
age, gender, ethnicity, other diagnoses, sexual identity,
relationship status, employment status, and the highest
level of education completed). Findings related to our
two review questions were extracted separately.

Two reviewers (JD and LC) also independently
assessed the quality of all included studies using the
Mixed Methods Appraisal Tool (MMAT) (Hong
et al., 2018), which enabled us to gather a nuanced, quali-
tative understanding of the strengths and weaknesses of
each study, as opposed to solely a numerical value. Each
study was assessed according to five methodological
quality criteria, which differed based on whether the
manuscript was considered “quantitative non-random-
ized” (n=19) or “quantitative descriptive” (n = 1).
Agreement was excellent across all items (96%). Dis-
agreements were discussed, referring back to the MMAT
guidance where necessary, to reach consensus.

Data synthesis

The heterogeneity in the outcome measures used in the
included studies precluded a formal meta-analysis.
Instead, a synthesis without meta-analysis of the litera-
ture was considered the most appropriate approach
(Campbell et al., 2020). This process involved one
researcher (JD) reading and re-reading each manuscript
to familiarize themselves with the study aims, methodol-
ogy, and findings. Next, data perceived relevant to each
review question were extracted verbatim into the form
outlined above. When all data were extracted, they were
grouped conceptually into subthemes (e.g., around Autis-
tic characteristics, anxiety). Three authors (JD, KC, and
LC) agreed on refinements to the subthemes. When the
grouping was agreed upon, data under each subtheme
were further grouped based on whether they related to
positive or negative aspects of Autistic identity (see
Table 1). Positive aspects of Autistic identity were
defined as beliefs and/or attitudes that promote self-
acceptance and a sense of belonging within the Autistic
community, whereas negative aspects of Autistic identity
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identity (n = 14)
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—

FIGURE 1 PRISMA flowchart.

were defined as beliefs and/or attitudes that lead to self-
doubt, rejection of one’s status as an Autistic person and
internalized stigma. All authors approved the final
synthesis.

Community involvement

This review was commissioned by the UK-based charity
Ambitious about Autism to inform their ongoing work
around the development of post-diagnostic support that
fosters positive identity development for Autistic young
people. The review is the result of a collaborative effort
that involved three co-authors from the charity, two of
whom were Autistic young people (MH and GT) and
one of whom was a non-Autistic staff member within the
charity’s national services team (BR). To support our col-
laborators’ involvement, we hosted a series of journal
clubs that introduced qualitative and quantitative
research about Autistic identity. The journal clubs served
as a platform to introduce the concept of Autistic identity
and to allow MH, GT and BR to become familiar with
the language and structure used in academic research

papers. Our final journal club was dedicated to discussing
the findings of this review. During this session, MH, GT,
and BR provided valuable feedback on a draft of the
manuscript and the overall implications of the review.
The feedback received during this session played a crucial
role in shaping the final interpretation of the findings and
formulating practical recommendations for future
research and practice.

RESULTS
Overview of included studies

In total, 20 studies were included in the review (see
Figure 1). Of the included studies, nine (45%) were con-
ducted in the United Kingdom, three (15%) in the
United States, three (15%) in Australia, one (5%) in
Poland, and one (5%) in Israel. The three remaining stud-
ies (15%) were conducted in international contexts
(i.e., included participants from multiple countries). All
studies were published in the last decade, with the earliest
study published in 2015.
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TABLE 2 Characteristics of the participants in the included studies.

Number of studies reporting relevant

Demographic variable information Categories Value
Age (in years) 18 (n = 3,540) Range 12-72
Median of the means 33.50
Gender* 17 (n = 3,243) Male 920 (28.4%)
Female 1928 (59.5%)
Other gender identities® 395 (12.2%)
Ethnicity 11 (n = 1,675) White 1,485
(88.7%)
Mixed ethnic background 94 (5.6%)
Asian 24 (1.4%)
Black 19 (1.1%)
Latino/Hispanic 9 (0.5%)
Other® 44 (2.6%)
Highest level of 8 (n=2,093) Undergraduate degree or above 1,152
education (55.0%)
Non-university educated 914 (43.7%)
No qualifications 27 (1.3%)
Employment status 7 (n=1,797) Employed (full-time, part-time, self-employed, 1,264
student, or carer) (70.3%)
Unemployed (unable to work, retired, volunteer) 533 (29.7%)
Sexual identity 2 (n=370) Heterosexual 199 (53.8%)
Other 171 (46.2%)
Relationship status 3(n=271) Married/in a relationship 148 (54.6%)

Single 123 (45.4%)

“In some studies, transgender participants were reported in a separate gender category, whereas in others, transgender participants were included in their identified gender

category.

®Cooper et al. (2017) and Ferenc et al. (2023) only reported n (%) for female participants. As such, all other participants (z = 170) are represented in the “other gender

identities” category.

“Huang et al. (2023) only reported n (%) for White participants. As such, all other participants (n = 14) are represented in the “other” category.

Quality appraisal

Results of the quality appraisal using the MMAT are
detailed in full in Table S1. Although the quality of the
included studies was largely sound, several important
methodological issues were identified. Importantly, no
study was considered to contain a representative sam-
ple of the target population. In most cases, authors
stated their target populations were “Autistic adults”
but either did not include information around whether
participants had a co-occurring intellectual disability
or excluded this group from participating (see Russell
et al., 2019 for further discussion of this issue in the
context of autism research). Similarly, women were
considered overrepresented (>60% of the sample) in
almost half of the studies (n =9, 45%). Another com-
mon issue related to a lack of information in regard to
incomplete data (n = 12, 60%). For example, not stat-
ing whether any participants were removed from the
dataset due to incompleteness and/or failing to report
the number of participants that completed each

outcome measure. No studies were excluded from the
review as a result of the quality appraisal, though
issues identified at this stage are considered in the
discussion.

Participant characteristics

The included studies involved 3,650 autistic people, with
almost one-third of participants (z = 1138, 31.2%) com-
ing from one large-scale survey study (McDonald, 2020).
Most participants had a formal autism diagnosis
(n = 3,075 of 3,645, 84.4%), which was received between
the ages of two and 70 years (median of the reported
means = 29 years). Five studies (Cooper et al., 2017,
Cresswell & Cage, 2019; Harmens et al., 2022; Huang
et al., 2023; Weiler et al., 2022) reported whether their
participants had a co-occurring intellectual disability:
11 (of 549, 2%) participants did, and all of those came
from one study (Huang et al., 2023). See Table 2 for full
participant characteristics.
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Measures and conceptualisations of Autistic
identity

In total, sixteen measures were used to assess Autistic
identity (see Table 3). The Autism Social Identification
scale (adapted from the Multi-Dimensional Scale of
Social Identification, Leach et al., 2008) was the most
commonly used measure, used in six of the twenty
included studies (30%). Two studies (Bury et al., 2022;
Huang et al., 2023) utilized two or more measures to
assess different aspects of Autistic identity.

Half of the included studies (n = 10, 50%) conceptual-
ized Autistic identity in terms of social identity theory
(Tajfel & Turner, 1979). Alternative theoretical view-
points included minority stress theory (Meyer, 2003)
(n =1, 5%), disability identity theory (Gill, 1997) (n = 1,
5%), and the theory of biographical illumination
(Tan, 2018) (n =1, 5%). The remaining studies (n = 7,
35%) did not specify the theoretical underpinnings of
their approach to Autistic identity.

The included measures examined a range of aspects
related to Autistic identity. Most studies (n =19, 95%)
measured positive aspects of Autistic identity
(e.g., personal autism acceptance, solidarity with other
autistic people, pride in being autistic) and/or treated
Autistic identity as a continuous variable, where strong
identification was considered favorable. Fewer studies
(n = 8, 40%) included measures of negative aspects of
Autistic identity (e.g., internalized stigma, exclusion/
dissatisfaction with being autistic, helplessness, individu-
alistic strategy use). For accuracy, we use the terminology
used by the study authors when describing specific study
measures and findings.

Most studies (n = 16, 80%) provided evidence related
to the validity and/or reliability of the used measure(s) in
their Autistic sample. Internal consistency on the mea-
sures ranged between 0.63 and 0.91, with most scales
and/or subscales demonstrating at least good internal
consistency. Where scales were developed for the Autistic
population, they were generally well-validated. Maitland
et al. (2021) conducted a confirmatory factor analysis of
the Autism Social Identification scale (adapted from the
Multi-Dimensional Scale of Social Identification, Leach
et al., 2008) in their Autistic sample and found the factor
model to be a good fit for social identification with other
Autistic people. However, there was limited evidence of
the validation of other scales that were not developed for
the Autistic population, within an Autistic sample.

Review question 1: what factors are associated
with autistic identity?

Table 4 contains a top-level summary of our findings in
relation to review question 1. Findings regarding the
associations between Autistic identity and individual fac-
tors were largely inconclusive. This included findings

relating to sex/gender, Autistic characteristics, diagnosis,
recency of diagnosis, and age of diagnosis. Data regard-
ing other demographic factors, such as age, level of edu-
cation, and ethnicity were nonsignificant. All studies that
examined the association between aspects of Autistic
identity and external acceptance/support (n = 6), self-
esteem (n = 5), and camouflaging/masking (n = 4) found
a significant association. Next, we discuss these findings
in more depth, with reference to the direction of associa-
tions, as well as the specific aspects of Autistic identity
that were examined. Further information can be found in
the Supplementary Materials (pages 3-8).

Demographic factors

In total, eight studies examined the association between
Autistic identity and demographic factors, including
(1) sex and/or gender, (2) age, and (3) other demographic
factors (e.g., ethnicity, level of education, and employ-
ment status).

Sex andlor gender: Of the six studies that examined
the association between aspects of Autistic identity and
sex/gender, three found a significant association. Males
were less likely to engage in collective strategy use than
females (Perry et al., 2022), and females and other gender
identity groups were less likely to experience internalized
stigma than males (Botha & Frost, 2020). There was a
significant association between gender and autism social
identity, but the nature of the effect was not discussed
(Cooper et al., 2021).

Age: Five studies (Cooper et al., 2021; Lamash &
Meyer, 2022; Maitland et al., 2021; Nguyen et al., 2020;
Perry et al.,, 2022) examined the association between
facets of Autistic identity and age, and none found a sig-
nificant association.

Other demographic factors: Three studies examined
the association between aspects of Autistic identity and
other demographic factors, including ethnicity (Botha &
Frost, 2020), sexuality (Cooper et al., 2017), employment
status (Nguyen et al.,, 2020), and level of education
(Cooper et al., 2017; Nguyen et al., 2020). No significant
associations were reported.

Autistic characteristics

Of the eight studies that examined the association
between Autistic identity and Autistic characteristics,
four studies found a significant association. Autistic peo-
ple who endorsed higher autism traits reported that their
autism social identity was more central (Cooper, Russell,
et al., 2023), felt more solidarity with other Autistic peo-
ple (Cooper, Russell, et al., 2023) and were less likely to
engage in individualistic strategy use (Perry et al., 2022).
Yet, autistic people with higher Autistic characteristics
also reported significantly greater feelings of helplessness
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TABLE 4 Top-level summary of review findings in relation to
review question 1.

Number of studies
Number of studies not identifying a
identifying a significant difference
significant difference in  in Autistic identity,

Autistic identity, n (%)  n (%)

Sex/gender 3 (50%) 3 (50%)

Age 0 (0%) 5 (100%)

Level of 0 (0%) 2 (100%)
education

Ethnicity 0 (0%) 1 (100%)

Sexuality 0 (0%) 1 (100%)

Employment 0 (0%) 1 (100%)
status

Autistic 4 (50%) 4 (50%)
characteristics

Diagnosis versus 1 (50%) 1 (50%)
no diagnosis

Age of diagnosis 1 (20%) 4 (80%)

Recency of 1 (25%) 3 (75%)
diagnosis

External 6 (100%) 0 (0%)
acceptance/
support

Self-esteem 5 (100%) 0 (0%)

Camouflaging/ 4 (100%) 0 (0%)
masking

Self-concept 2 (100%) 0 (0%)

Source of 1 (100%) 0 (0%)
information
about autism

Self- 1 (100%) 0 (0%)
understanding

Self-efficacy 1 (100%) 0 (0%)

associated with being Autistic (Nguyen et al., 2020). Par-
ticipants who perceived their autism attributes more posi-
tively had a stronger autism social identity (Cooper
et al., 2021).

Autism diagnosis

Eight studies examined the association between aspects
of autistic identity and aspects of autism diagnosis, such
as the (1) presence of a formal diagnosis (versus no diag-
nosis), (2) age of diagnosis, and (3) recency of diagnosis.
Presence of a formal diagnosis (versus no diagnosis):
Of the two studies that examined whether there were dif-
ferences in Autistic identity as a function of diagnostic
status, only one found a significant difference. Specifi-
cally, McDonald (2020) found that self-diagnosed partici-
pants were more likely to report autism being a positive
difference as opposed to a challenging disability, and

were more likely to perceive their autism to be context-
specific.

Age of Diagnosis: Of the five studies that examined
the association between aspects of Autistic identity and
age of diagnosis, only one found a significant association.
Specifically, Corden et al. (2021) found that participants
diagnosed later in life were more likely to experience dis-
satisfaction with being Autistic. However, age of diagno-
sis was not a significant individual predictor of
dissatisfaction with being Autistic.

Recency of diagnosis: Of the four studies that exam-
ined the association between the recency of autism diag-
nosis and Autistic identity, only one found a significant
association. Specifically, Corden et al. (2021) found that
the more time that had passed since one received their
diagnosis, the more pride they felt in being Autistic, and
the less dissatisfaction they felt about being Autistic.
Recency of the diagnosis was a significant individual pre-
dictor of dissatisfaction with being Autistic.

External acceptance and/or support

All six studies that examined the association between
aspects of Autistic identity and the level of external
acceptance and/or support one receives found a signifi-
cant association. Participants who reported higher rates
of external acceptance and/or support reported higher
personal autism acceptance (Cage et al., 2018; Nguyen
et al., 2020) and more perceived benefits of autism
(Nguyen et al., 2020). Autistic people that had higher, or
more frequent, involvement in the online autism commu-
nity and/or had a higher sense of community and/or
reported involvement in the online autism community as
being important to them had stronger Autistic identity
(Kidney, 2015). Weiler et al. (2022) found that a mentor-
ing intervention for Autistic adolescents and adults
resulted in small to moderate increases in mentee’s pride
in their Autistic identity according to their parents and a
small increase in mentor’s pride in their Autistic identity.
When Autistic people perceived a lack external accep-
tance and/or support, they were more likely to experience
internalized stigma (Botha & Frost, 2020; Huang
et al., 2023) and feelings of helplessness associated with
being Autistic (Nguyen et al., 2020).

Self-esteem

All five studies that examined the association between
aspects of Autistic identity and aspects of self-esteem
found a significant association. Higher personal self-
esteem was associated with higher autism social identity
(Cooper et al.,, 2017), more pride in being Autistic
(Corden et al., 2021), higher autism acceptance (Nguyen
et al., 2020) and more perceived benefits of autism
(Nguyen et al., 2020). Conversely, lower personal self-
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esteem was associated with higher dissatisfaction with
being Autistic (Corden et al., 2021) and higher helpless-
ness associated with being Autistic (Nguyen et al., 2020).
Autism pride, perceived benefits of autism, dissatisfaction
with being Autistic, and helplessness associated with
being Autistic were all significant individual predictors of
personal self-esteem (Corden et al., 2021; Nguyen
et al., 2020). Other studies also found that higher collec-
tive self-esteem was associated with stronger Autistic
social identification (Cooper et al., 2017, 2021) and that
self-definition (i.e., feeling the same as other Autistic peo-
ple) was a significant individual predictor of global self-
esteem (Ferenc et al., 2023).

Camouflaging/masking

All four studies that examined the association between
aspects of Autistic identity and camouflaging/masking
behaviors found a significant association. Having an
Autistic social identity (Cage & Troxell-Whitman, 2020)
and feeling connected to the Autistic community (Cage
et al., 2022) were associated with more camouflaging
and/or masking behaviors. However, when including the
effects of diagnostic disclosure, Autistic identity indirectly
reduced camouflaging through greater disclosure
(Cage & Troxell-Whitman, 2020). Higher collective strat-
egy use was associated with greater camouflaging (Perry
et al., 2022). Both collective strategy use and individualis-
tic strategy use individually predicted camouflaging
behavior (Perry et al., 2022). Finally, higher internalized
stigma was associated with significantly more conceal-
ment of Autistic behaviors (Botha & Frost, 2020).

Self-concept

Two studies examined the association between Autistic
identity and self-concept and found significant associa-
tions. Cresswell and Cage (2019) examined the percent-
age of positive and negative statements their adolescent
participants wrote about themselves and found that par-
ticipants classified as assimilated (i.e., aligned to neither
Autistic or non-Autistic culture) wrote significantly more
positive statements about themselves, compared with
those who were classified as marginalized (i.e., aligned to
non-Autistic culture). Nguyen et al. (2020) found that
higher autism acceptance and more perceived benefits of
autism were associated with greater global self-concept.
Perceived benefits of autism individually predicted global
self-concept.

Source of information about autism

Bury et al. (2022) examined the association between how
one learns about autism and their Autistic identity.

Learning about autism via parents or professionals was
associated with weaker Autistic identity, while learning
about autism via autism advocates, social media, online
blogs, or other Autistic people, was associated with stron-
ger Autistic identity. Further, learning about autism via
parents, TV, or the media was associated with higher
internalized stigma, while learning about autism via
social media or online blogs was associated with reduced
internalized stigma. The association between internalized
stigma and learning about autism via online blogs did
not remain significant when controlling for gender.
Finally, those who learned about autism via parents or
professionals were less likely to believe that Autistic peo-
ple have unique abilities, whereas those who learned
about autism via autism advocates, social media, online
blogs, or personal experience were more likely to believe
that Autistic people have unique abilities.

Self-understanding

Huang et al. (2023) found that those with higher self-
understanding experienced reduced internalized stigma.

Self-efficacy

Lamash and Meyer (2022) found that those with higher
work-related self-efficacy had stronger Autistic identity.

Review question 2: what is the nature of the
association between Autistic identity and mental
health and/or wellbeing?

Table 5 contains a top-level summary of our findings in
relation to review question 2. All studies that examined
the association between aspects of Autistic identity and
wellbeing (n = 7), depression (n = 3), and stress (n = 1)
found a significant association. Data regarding the asso-
ciation between aspects of Autistic identity and anxiety
were less conclusive with half of the studies (n = 2, 50%)

TABLE 5 Top-level summary of review findings in relation to
review question 2.

Number of studies not
identifying a significant
(positive or negative)
association, n (%)

Number of studies
identifying a significant
(positive or negative)
association, n (%)

Wellbeing 7 (100%) 0 (0%)

Anxiety 2 (50%) 2 (50%)

Depression 3 (100%) 0 (0%)

Psychological 2 (67%) 1 (33%)
distress

Stress 1 (100%) 0 (0%)
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identifying a significant association, and half not (n = 2,
50%). Similarly, two-thirds of the studies (n =2, 67%)
examining the association between aspects of Autistic
identity and psychological distress found a significant
association, and one-third did not (n = 1, 33%). We dis-
cuss these findings in more depth below, with reference to
the direction of the associations, as well as the specific
aspects of Autistic identity that were examined. Further
information can be found in the Supplementary Mate-
rials (pages 9-11).

Wellbeing

All seven studies that examined the association between
aspects of Autistic identity and wellbeing found a signifi-
cant association. Higher wellbeing scores were associated
with stronger overall autism identification (Lamash &
Meyer, 2022; Maitland et al., 2021), with autism social
identification being a significant individual predictor of
wellbeing. Higher wellbeing scores were also associated
with higher Autistic community connectedness (Cage
et al.,, 2022), higher satisfaction with being Autistic
(Cooper, Russell, et al., 2023), more pride in being Autis-
tic (Corden et al., 2021), more solidarity with Autistic
people (Cooper, Russell, et al., 2023), and more collective
strategy use (Perry et al., 2022). Solidarity with Autistic
people and satisfaction with being Autistic were signifi-
cant individual predictors of wellbeing (Cooper, Russell,
et al., 2023). Conversely, lower wellbeing scores were
associated with higher internalized stigma (Botha &
Frost, 2020), dissatisfaction with being Autistic (Corden
et al., 2021), and engulfment (Lamash & Meyer, 2022).
Internalized stigma was a significant individual predictor
of emotional wellbeing (Botha & Frost, 2020).

Anxiety

Of the four studies that examined the association between
aspects of Autistic identity and anxiety, two found a sig-
nificant association. Cooper et al. (2017) identified a neg-
ative indirect path from autism social identification to
anxiety, through both collective and personal self-esteem.
Cooper, Russell, et al. (2023) found that participants for
whom being Autistic was a more central aspect of their
identity were more likely to experience social anxiety.

Depression

All three studies that examined the association between
aspects of Autistic identity and depression found a signif-
icant association. Specifically, more depressive symptoms
were associated with reduced personal autism acceptance
(Cage et al., 2018) as well as reduced overall autism
social identification (Maitland et al., 2021). Personal

autism acceptance and autism social identification were
both significant individual predictors of depressive symp-
toms (Cage et al., 2018; Maitland et al., 2021). Finally,
while Cooper et al. (2017) found no significant direct
association between autism social identification and
depression, path analyses highlighted a significant, nega-
tive indirect path from autism social identification to
depression, through both collective and personal self-
esteem.

Psychological distress

Two of the three studies that examined the association
between aspects of Autistic identity and psychological
distress found a significant association. Higher scores on
measures of psychological distress were associated with
feeling more like other Autistic people (Ferenc
et al., 2023) and experiencing more internalized stigma
(Botha & Frost, 2020). Both internalized stigma and feel-
ing like other Autistic people were individual predictors
of psychological distress (Botha & Frost, 2020; Ferenc
et al., 2023). However, feeling like other Autistic people
only predicted psychological distress in participants that
adopted a medical model definition of autism.

Stress

Cage et al. (2018) found that higher reported personal
autism acceptance was associated with significantly lower
rates of stress.

DISCUSSION

In this systematic review, we synthesized quantitative
research on autistic identity, with two main aims: (1) to
identify the factors associated with Autistic identity, and
(2) to ascertain the nature of the association between
Autistic identity and mental health and/or wellbeing.
We identified a range of measures used to assess Autistic
identity, with most assessing Autistic social identity.
Only two measures were developed specifically for the
Autistic population: the Autism Community Connected-
ness Scale (Botha, 2020) and the Autism Spectrum Iden-
tity Scale (McDonald, 2016). Only one measure that
was developed for a non-Autistic population had been
validated within an Autistic sample: the Autism Social
Identification scale (adapted from Leach et al.’s (2008)
Multi-Dimensional Scale of Social Identification)
(Maitland et al., 2021). The validation of alternative
measures of Autistic identity will be a crucial avenue for
future research. Next, we provide an overview of the
most salient findings related to our two review ques-
tions, and provide key suggestions for future research
and practice.
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Data regarding the individual factors associated with
Autistic identity were largely nonsignificant or inconclu-
sive. For example, key participant characteristics such as
age, ethnicity, sexuality, employment status, and level of
education were not related to Autistic identity develop-
ment (Botha & Frost, 2020; Cooper et al., 2017; Cooper
et al., 2021; Lamash & Meyer, 2022; Maitland
et al., 2021; Nguyen et al., 2020; Perry et al., 2022). Simi-
larly, findings regarding the impact of gender/sex, Autis-
tic characteristics and diagnosis (including if one had a
formal autism diagnosis, and the recency of this diagno-
sis) were inconclusive, with studies finding conflicting
results (Botha & Frost, 2020; Cooper et al., 2017; Coo-
per, Russell, et al., 2023; Cooper et al., 2021; Corden
et al., 2021; Ferenc et al., 2023; Huang et al., 2023;
Maitland et al., 2021; McDonald, 2020; Nguyen
et al., 2020; Perry et al., 2022). As such, there remains a
lack of clarity regarding which individual factors, if any,
make Autistic people more likely to develop a positive/
negative Autistic identity. The presence of inconclusive-
ness may point toward individual differences in the
impact of individual factors on Autistic identity develop-
ment. Taking these results within an intersectionality
framework (Crenshaw, 1989), there are likely to be varied
experiences of Autistic identity dependent on the particu-
lar identities of each individual. For example, Autistic
young people who are gender diverse may experience
their autism identity differently due to focusing on
gender-related identities and needs (Cooper, Mandy,
et al., 2023), compared with cisgender Autistic young
people. However, it should be emphasized that relatively
few studies assessed each of the identified variables, and
none specifically sought to examine the impact of such
variables on Autistic identity development. This may be
a key avenue for future research, which raises theoretical
and methodological issues, since measures of other non-
autistic identities in the autistic population should be
theory-driven and validated for use with Autistic people.

In the absence of conclusive information regarding
which subgroups of Autistic people, if any, may particu-
larly benefit from support with identity development, we
suggest that broader support, aimed at a wide range of
Autistic people, may be beneficial. One recommendation
in this regard may be peer support that enables people to
understand, accept, and strengthen their Autistic identity.
This suggestion aligns with our finding that features of
the environment, such as the level of external support
and acceptance one receives, may be better predictors of
Autistic identity than individual factors (Botha &
Frost, 2020; Cage et al., 2022; Huang et al., 2023;
Kidney, 2015; Nguyen et al., 2020; Weiler et al., 2022).
This is in line with research with other minoritized groups
(e.g., LGBTQ+) which also underscores the importance
of social support, including support from family, friends,
and the community for mental health and wellbeing
(Chang et al., 2021; McDonald, 2018; Snapp
et al., 2015). Yet, many Autistic people report facing

stigma and discrimination, and, perhaps relatedly, many
experiences a disconnect between the number of social
connections they desire and the number of social connec-
tions they possess (Botha et al., 2022; Ee et al., 2019;
Elmose, 2020; Umagami et al., 2022). As such, Autistic
people may not be afforded adequate opportunities to
develop a positive sense of self, as it relates to being
Autistic. Providing meaningful opportunities for Autistic
people to develop connections with others through dedi-
cated social support programmes may therefore be war-
ranted. This could shape an individual’s social
identification with other Autistic people, for example
through increasing their collective self-esteem (positive
view of the Autistic community), sense of affiliation with
other Autistic people, as well as autism community con-
nectedness. Indeed, the proposal of peer support that
assists Autistic people to positively reframe their Autistic
identity has been endorsed by Autistic people in recent
work (e.g., Crompton et al., 2022).

Peer support groups have been shown to foster posi-
tive identity development and improve self-esteem and
community belonging among people in other minority
groups, including those with disabilities, acquired inju-
ries, and LGBTQ+ people (Borthwick et al., 2020; Davis
et al., 2014; Embuldeniya et al.,, 2013;Johnson &
Rogers, 2020; Thompson et al., 2022). Several specific
mechanisms through which peer support can be effective
in fostering positive identity development have been iden-
tified. For example, the act of connecting with similar
others has been shown to provide validation and normali-
zation of experiences, reducing self-stigma and shame
(Embuldeniya et al., 2013; Johnson & Rogers, 2020)
while the mutual exchange of support builds confidence
and empowers participants to become active supports for
others in their community (Johnson & Rogers, 2020;
Thompson et al., 2022). In peer mentoring scenarios,
mentors that demonstrate pride in their identity and
model self-advocacy enable mentees to reframe their dis-
ability more positively (Embuldeniya et al., 2013). Simi-
lar peer interventions that facilitate connections with
understanding peers who provide validation, model pride
in their identity, and build confidence through mutual
exchange may therefore aid positive autistic identity
development.

Encouragingly, emerging evaluations of peer support
programmes for Autistic people have yielded positive
results. For example, Crane et al., (2021) evaluated a
10-week Autistic-led post-diagnostic support programme
for 16 Autistic adults, and qualitative findings indicated
that the programme provided attendees with a sense of
belonging, and, importantly, a more positive outlook on
being Autistic. Promisingly, the attendees also found
“unity in diversity” and highlighted the benefits of being
part of a diverse group with varied experiences, suggest-
ing that broader support may be embraced, and even wel-
comed, by Autistic people (Crane et al., 2021). Emerging
evidence also suggests that peer support programmes

85UB 17 SUOWIWOD dAIIa1D 3|qedljdde ay) Aq pauAoh a1e sajo1e YO ‘9N JO Sajn1 10y AreiqiT auIjUQ A3|IM UO (SUOIIPLOD-pUR-SLLIB)WOD" A8 1M Afelq U |UO//SANY) SUOIIPUOD pue SWd | 84} 38S *[G20z/c0/90] Uo Arigiautiuo A8|im ‘891 Aq GOTE IMe/z00T 0T/10p/wod" A8 1M Arelq i puljuo//sdny Loy papeojumod ‘S ‘120g ‘908E6E6T



892 |

DAVIES ET AL.

may yield positive outcomes for Autistic youth. For
example, based on their interviews with Autistic school
leavers, Crompton et al. (2023) suggested that autism-
specific social support may be “wanted and beneficial”
(p. 85) within mainstream secondary schools.

Nonetheless, such programmes remain underfunded
and limited in scope, meaning they will be inaccessible to
many Autistic people (Crompton et al., 2022). Even
where programmes do exist, attendees report a need for
continued peer support and connection following the end
of the programme, further highlighting the importance of
continued external acceptance and support (Crane
et al., 2021). The internet may prove a useful tool in this
regard. Indeed, one of the studies in this review
(Kidney, 2015) highlighted the potential for engagement
with online Autistic communities to bolster identity
development, while another highlighted social media,
online blogs, and autism advocates as potentially useful
sources of information about autism, as it relates to
Autistic identity development (Bury et al., 2022). It is
important to recognize, however, that not all Autistic
people will desire or find comfort in such social interac-
tion. Indeed, some Autistic people report finding solace
and  contentment in  solitude (Hebron &
Humphrey, 2014; Hwang et al., 2017). Further, some
Autistic people, particularly those who have not yet come
to terms with their Autistic identity, may not feel com-
fortable openly discussing their experiences with others
(Han, Scior, Heath, et al., 2023). Yet, it is these individ-
uals who are likely to need the most support in coming to
terms with their Autistic identity. Indeed, the findings of
this review suggest that those who subscribe to more neg-
ative aspects of their Autistic identity are more likely to
engage in camouflaging behaviors (Botha & Frost, 2020;
Perry et al., 2022). As such, the initial journey toward
developing a positive Autistic identity may be best facili-
tated through self-directed support resources. Indeed,
emerging evidence points to the potential success of self-
directed learning about autism on the development of a
positive Autistic identity and a recent pilot study of
a self-directed disclosure decision-making programme for
autistic people yielded promising results (Bury
et al., 2022; Han, Scior, Umagami, et al., 2023). A com-
prehensive evaluation of such self-directed programmes
of support is warranted.

Overall, our findings highlight the critical importance
of positive Autistic identity development. Indeed, we
found that positive Autistic identity was associated with
higher scores on measures of self-esteem, self-concept and
wellbeing, and with lower scores on measures of anxiety,
depression, and stress (Cage et al., 2018, 2022; Cooper
et al.,, 2017, Cooper, Russell, et al., 2023; Cooper-
et al., 2021; Corden et al., 2021; Ferenc et al., 2023;
Lamash & Meyer, 2022; Maitland et al., 2021; Nguyen
et al., 2020; Perry et al., 2022). This is in line with the
self-esteem hypothesis within social identity theory which
posits that group membership should boost psychological

well-being and reduce mental health problems through
increasing self-esteem (Rubin & Hewstone, 1998). These
findings are particularly concerning given that Autistic
people are already considered vulnerable to poor mental
health (Lai et al., 2019). As such, we assert that measures
to improve feelings toward one’s identity as an Autistic
person, or at least to neutralize such feelings, must be
considered a high priority. While, as above, some peer
support programmes have been developed and evaluated,
there remains a lack of high-quality empirical assessment
of the long-term impacts of such programmes on Autistic
identity, beyond qualitative self-report. Further, there is
limited research taking an intersectional perspective and
considering multiple identities and how they relate to one
another over time. Similarly, interventions that directly
seek to improve Autistic identity appear to be lacking.
Future work may therefore seek to extend existing evalu-
ations by conducting longer-term evaluations, comparing
Autistic identity pre- and post-intervention. Alterna-
tively, the co-development and evaluation of new (peer or
self-directed) programmes, specifically seeking to
improve Autistic identity may be supported.

Limitations

Inevitably, the limitations of the studies included in this
review extend to the review itself. Most notably, most of
the included studies aimed to examine the experiences of
“Autistic adults” yet the researchers only included very
narrow samples of mostly White, highly-educated,
females, without co-occurring intellectual disability. This
observation is in line with existing evidence suggesting
that samples recruited through social media tend not to
be representative of the broader Autistic population
(Redgaard et al., 2022; Rubenstein & Furnier, 2021). It
may also be the result of us not including intellectual dis-
ability as a search term in the review, as many studies
that include Autistic participants with intellectual disabil-
ity are subsumed within broader studies of “intellectual
disability” (Blacher & Kasari, 2016; Thurm et al., 2019;
see Kuld et al., 2023 for an example). It is also worth
considering that people more invested in their Autistic
identity may be more likely to take part in these studies
than those for whom being Autistic is not a salient aspect
of their identity. As such, the findings of this review are
unlikely to be generalisable beyond a narrow group of
Autistic people. Future research on Autistic identity must
seek to be more explicit about discrepancies between the
target sample and the actual sample, and take steps to
improve the diversity of the participant base
(Rubenstein & Furnier, 2021).

It is also noteworthy that identity was narrowly
defined and measured within studies included in this
review, generally based on social identity theory. These
measures were commonly used as a “catch all” for iden-
tity (i.e., assuming that a higher score on the meaure
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equates to a more positive or stronger Autistic identity),
which overlooks the multidimensional and complex
nature of Autistic identity and is likely not how such
measures were intended to be used. Qualitative methods
are best placed to capture such complexity, and indicate
that many individuals will identify both strengths and
weaknesses in relation to their identity as an Autistic per-
son, and may see autism as a personal, or social identity,
or indeed neither (Wilson et al., 2023). Moreover, none
of the included studies accounted for, or explored, inter-
sectionality in relation to Autistic identity. Intersectional-
ity refers to the multiple-stigmatized identities one can
possess (e.g., Autistic and non-White; Autistic and
LGBTQ+) which contributes to compounding discrimi-
nation (Crenshaw, 1989). Yet, one’s intersecting identities
may have important implications for the type of support
they need or feel able to access. Indeed, research with
parents of Autistic children from minority communities
highlights a perceived need for tailored, culturally sensi-
tive support to ensure such support adequately meets
their needs (Hussein et al., 2019; Papoudi et al., 2021).
Moving forward, it will be essential for future Autistic
identity research to acknowledge, and explore, people’s
multifaceted identities, and how they interact with one
another, to establish the most successful forms of
support.

Finally, this review is limited in that only articles pub-
lished in English were included. Although very few stud-
ies were screened out on the basis that they were not
published in English, experiences and perceptions of
Autistic identity are likely to be influenced by one’s
broader context and culture, and those from less
neurodiversity-affirmative geographical regions may
therefore have different experiences of Autistic identity
development. This will be an important avenue for future
research.

Conclusion

Our findings emphasize the critical importance of posi-
tive Autistic identity development for the mental health
and wellbeing of Autistic people. Based on our findings,
we suggest that research efforts in this field are directed
toward three key areas. First, researchers should use
theory-driven measures of different facets of Autistic
identity which have been validated in the autistic commu-
nity (e.g., Maitland et al., 2021). Second, researchers
should specifically look to examine the impact of key
individual characteristics on Autistic identity develop-
ment. Although the findings of the studies included in
this review regarding the impact of demographic factors
were largely inconclusive, the importance of external
acceptance and support in positively shaping Autistic
identity was highlighted, so these could be two potential
targets to focus on. Finally, we call for the development,
and rigorous empirical evaluation, of targeted

interventions that aim to enhance Autistic identity as an
urgent priority. To that end, peer support groups may be
one useful way to improve Autistic identity. Alterna-
tively, for those who do not feel comfortable accessing
group support, self-directed support programmes may be
beneficial.
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