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Abstract

Adults are increasingly self-identifying as autistic, and reporting problems being referred for an autism diagnostic assessment.
This scoping review aims to ascertain: (1) what research has been conducted on the self-identification process of autism in
adults, who do and do not have a formal diagnosis of autism, and (2) which aspects of the self-identification process could
be used to improve the referral and the diagnostic process of an adult autism assessment. The main themes identified were:
the diagnostic process from a client’s perspective; the process of self-identifying as autistic from a lifespan perspective; an
autistic identity; sexual identity and experiences, and the perception of autism as a difference or a disability. These themes

could positively enhance the referral and diagnostic process.
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Introduction

It is now recognised that autism may not be diagnosed until
adulthood, in some circumstances (Lai & Baron-Cohen,
2015). In spite of this recognition, many adults report bar-
riers to an autism diagnostic assessment (Jones et al., 2014;
Lewis, 2017).

Simultaneously, it has been stated that adults are increas-
ingly self-identifying as autistic (Lewis, 2017). This may be
explained by the reported barriers to an autism diagnostic
assessment (Lewis, 2016b), for example that General Prac-
titioners (GPs) may fail to recognise the presentation of
autism in adults (Crane et al., 2018). Consequently, adults’
resort to self-identifying as autistic (Lewis, 2016b).

It is of concern if self-identifying as autistic is becom-
ing a substitute for a formal diagnosis of autism, especially
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given the documented merit of a formal autism diagnosis
(Brownlow & O’Dell, 2006; Moore, 2016). A formal autism
diagnosis can help adults to better understand who they are,
and/or receive the services and support (e.g., reasonable
adjustments at work or in education) they deserve. This diag-
nosis can also assist adults to reframe their new identity in
a positive way (Moore, 2016).

As adults renegotiate their identity, the value of sup-
port cannot be underestimated, as the risk of secondary
psychological disorders (e.g., anxiety and depression) has
been found to increase without appropriate support (Lewis,
2016b). However, it has been reported that adults who are
unable to access formal support (or choose not to) find alter-
native sources of support, such as autism online forums, in
which they tend to share their experiences and concerns after
the referral and/or the diagnostic process. Yet, with some
alternative sources of support, a supportive online environ-
ment is not a guarantee. For example, self-identifying as
autistic can be a controversial topic in some autism online
forums in which some users have been openly sceptical
about the validity of it (Sarrett, 2016).

Therefore, in terms of the psychological wellbeing of
adults who may be autistic, it is important that the factors
underpinning self-identifying as autistic as an adult are
understood from a psychosocial perspective. However, little
research has been conducted on the self-identification pro-
cess of autism in adults (Lewis, 2016b), despite the recent

@ Springer


http://crossmark.crossref.org/dialog/?doi=10.1007/s40489-023-00361-x&domain=pdf

Review Journal of Autism and Developmental Disorders

inclusion of adults that self-identify as autistic in many
research studies (e.g., Cooper et al., 2017).

Given the limited research conducted on this topic, a
scoping review is appropriate to determine what is known
about the factors that seem to be present in adults that self-
identify as autistic (Arksey & O’Malley, 2005; Peters et al.,
2015). In consideration of the reported barriers to an autism
diagnostic assessment, this scoping review had two aims:
(1) to ascertain what research has been conducted on the
self-identification process of autism in adults, who do and
do not have a formal diagnosis of autism and (2) to ascertain
which aspects of the self-identification process could be used
to improve the referral and diagnostic process of an adult
autism diagnostic assessment.

Method

This scoping review was directed by the research question
‘From the existing literature, what is known about the self-
identification of autism in adults with or without a formal
diagnosis of autism?’ and was conducted based on guidance
by Arksey and O’Malley (2005) and Peters et al. (2015). The
authors of this study went through an iterative process to
define, discuss, and finalize the search and review strategy
of this scoping review. The aim of this iterative process was
to synthesize and critically describe the studies that were
selected in this scoping review.

Inclusion Criteria

In order to answer the aims of the scoping review, the fol-
lowing inclusion criteria were set:

(1) Research that involved adults, where the age of the par-
ticipants was equal to or more than 16 years. In line
with the age of transition of individuals from children
to adult services in some areas, an adult was defined as
an individual of 16 years of age and older.

(2) Adults self-identified as autistic with no formal diag-
nosis of autism and/or adults initially self-identified as
autistic and who subsequently had a formal diagnosis
of autism.

(3) Research written in the English language. This was
decided on the basis of the time and financial costs of
translating articles written in non-English (Arksey &
O’Malley, 2005).

(4) Published academic literature. Although scop-
ing reviews can include grey literature (Arksey &
O’Malley, 2005; Peters et al., 2015), the decision was
made not to. This decision was taken based on the dif-
ficulty and time costs of locating grey literature.
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(5) Research published from 2000-2021. The year 2000
was chosen to ensure that, as far as possible, all
research was identified.

Exclusion Criteria

(1) Research that excluded adults who self-identified as
autistic, because the criteria for autism was not met on
a screening tool.

Search Procedure

Four online databases (PsycINFO, CINAHL Com-
plete, MEDLINE Complete and APA PsycArticles)
were searched using the following eight searches ‘self-
identification + autism spectrum disorder + adults’, ‘self-
identification® + autism spectrum disorder* + adults*’,
‘self-identification + autism + adults’, ‘self-identifica-
tion + Asperger’s + adults’, ‘self-diagnosis + autism spec-
trum disorder + adults’, ‘self-diagnosis* + autism spectrum
disorder* + adults*’, ‘self-diagnosis + autism + adults’,
‘self-diagnosis + Asperger’s + adults’.
The last search was conducted on 24" July 2021.

Study Selection

Following the removal of duplicates, the title and abstract
sections of the remaining articles were screened by the first
author to remove any articles that did not meet the inclu-
sion criteria. A full text screening of the remaining articles,
beginning with the participant section, was subsequently
conducted by the first author to check eligibility. A dis-
cussion with the second author revealed no discrepancies
regarding the articles deemed eligible. The reference lists
of all eligible articles were then checked for any additional
articles that may meet the inclusion criteria of the scoping
review. This process was independently undertaken by the
first and second authors, after which a discussion was held to
ensure that there was agreement on the final articles included
in the scoping review. (See Fig. 1 for the flow chart for the
study selection).

Data Extraction

Data extraction was conducted based on the guidance by
Peters et al. (2015) and was undertaken by the first author.
The data extracted were: (1) author(s) and title of study,
(2) characteristics of study, (3) aims of study, (4) methodol-
ogy of study, (5) outcome of study, (6) relevant key findings
of study. The data extracted from the studies was put into a
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Fig. 1 Flow chart showing the
study selection process
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table (see Table 1 Appendix), and this was used as a starting
point for analysis of the data.

Data Analysis

In line with the guidance by Arksey and O’Malley (2005)
and Peters et al. (2015), the data extracted from the stud-
ies (see Appendix; characteristics of included studies) was
reviewed by the first author to identify key themes that
illustrated the research that had been conducted on the self-
identification process of autism in adults, who did and did
not have a formal diagnosis of autism (the aim of the scoping
review). From reviewing the characteristics of the included
studies, the authors of this scoping review identified that the
studies they reviewed predominantly focused on five themes.
The research articles included in this scoping review were
categorised thematically into one of the five main areas,
according to the focus (aims) of their research. A review of
the five key themes identified by the first author was inde-
pendently undertaken by the fourth author. There was no
disagreement on the themes identified, but the names of the
themes were refined following a discussion between the first
and fourth author. A numerical analysis of the characteristics

of the studies (e.g., date of study and methodology used)
was then conducted. At this stage the data analysis was
reviewed by the second and third authors and a discussion
was held between all authors to ensure consensus. The main
five themes that were agreed for this scoping review were
the following: (1) the diagnostic process from a client’s per-
spective, (2) the process of self-identifying as autistic from
a lifespan perspective, (3) an autistic identity, (4) sexual
identity and experiences, and (5) the perception of autism
perceived as a difference or as disability.

Results
Study Characteristics

The final thirteen studies comprised five qualitative (Angulo-
Jiménez & DeThorne, 2019; Lewis et al., 2021; Lewis,
2016b; Parsloe, 2015; Penwell-Barnett & Maticka-Tyndale,
2015), four quantitative (Brosnan, 2020; Cooper et al., 2017;
Egan et al., 2019; Pohl et al., 2020), three mixed methods
(Au-Yeung et al., 2019; Kapp et al., 2013; Lewis, 2017),
and one theoretical framework (Wylie et al., 2016). Most of
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the studies were conducted in the USA (n=7) and the UK
(n=06). Studies ranged in date from 2013 to 2021 with the
most studies (n=3) published in 2019 (Angulo-Jiménez &
DeThorne, 2019; Au-Yeung et al., 2019; Egan et al., 2019)
and the overall trend showing an annual increase in stud-
ies within the date range (See Fig. 2 for further details).
All studies collected data online and the majority (n=9)
utilised a survey as a method of data collection (Au-Yeung
et al., 2019; Brosnan, 2020; Cooper et al., 2017; Egan et al.,
2019; Kapp et al., 2013; Lewis et al., 2021; Lewis, 2016b,
2017; Pohl et al., 2020). Two studies (Angulo-Jiménez &
DeThorne, 2019; Parsloe, 2015) analysed publicly accessi-
ble online data (videos and forum posts) with the latter study
also conducting interviews. The final study (Penwell-Barnett
& Maticka-Tyndale, 2015) conducted interviews.

Ten studies collected data on the diagnostic status of par-
ticipants (e.g., formally diagnosed with autism, informally
diagnosed with autism or self-identified as autistic) and in
nine of those studies, the smallest proportion of participants
were those that self-identified as autistic (Angulo-Jiménez
& DeThorne, 2019; Au-Yeung et al., 2019; Brosnan, 2020;
Cooper et al., 2017; Egan et al., 2019; Kapp et al., 2013;
Lewis, 2017; Lewis et al., 2021; Pohl et al., 2020). In four of
the studies, results from adults who self-identified as autis-
tic were very similar to the results of adults with a formal
diagnosis of autism (Au-Yeung et al., 2019; Brosnan, 2020;
Kapp et al., 2013; Pohl et al., 2020).

Eight of the studies (Au-Yeung et al., 2019; Brosnan,
2020; Kapp et al., 2013; Lewis, 2017; Lewis et al., 2021;
Parsloe, 2015; Penwell-Barnett & Maticka-Tyndale, 2015;
Pohl et al., 2020) had a higher proportion of participants that
identified as female.

Further details regarding the study characteristics of the
final thirteen studies included in this scoping review can be
found in Appendix. In line with the scoping review guidance
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developed by Arksey and O’Malley (2005) no studies were
excluded based on their scientific quality.

From the thirteen studies analysed, five themes were iden-
tified: (1) the diagnostic process from a client’s perspective,
(2) the process of self-identifying as autistic from a lifespan
perspective, (3) an autistic identity, (4) sexual identity and
experiences, and (5) the perception of autism perceived as a
difference or as disability.

First Theme: The Diagnostic Process from a Client’s
Perspective

Four studies (Au-Yeung et al., 2019; Brosnan, 2020; Egan
et al., 2019; Lewis, 2017) related to the diagnostic process.
Most of the studies (n=3) were conducted in the UK (Au-
Yeung et al., 2019; Brosnan, 2020; Egan et al., 2019), whilst
one was conducted in the USA (Lewis, 2017) and collected
data from thirty countries which was re-categorised for sta-
tistical purposes as five (Australia, Canada, the UK, the USA
and Other countries). The studies were split equally (n=2)
between mixed methods and quantitative. The two studies
(Au-Yeung et al., 2019; Lewis, 2017) that utilised a mixed
methods approach investigated the experience and barriers
to a formal diagnosis of autism in adulthood, whilst the two
studies (Brosnan, 2020; Egan et al., 2019) that utilised a
quantitative approach investigated measures of autistic traits
in adulthood.

In two studies (Au-Yeung et al., 2019; Lewis, 2017) it
was found that the main barrier for not being referred for
an adult autism assessment in the USA and the UK was
due to the difficulties clients (likely to be autistic) had
in verbalizing to healthcare professionals (e.g., physi-
cians or nurses) why they felt they could be autistic. All
the adult participants in both studies also reported that
in their initial medical appointment with a healthcare

2015 2016 2017 2018 2019 2020 2021

Year of publication

Publications = ------+- Linear (Publications)
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professional they were not taken seriously. This scepti-
cism from healthcare professionals in those initial medi-
cal appointments (with perhaps little knowledge on how
the different forms of autism may be present in adults
and young people) prevented an important percentage of
participants in both studies getting a referral for a for-
mal adult autism diagnostic assessment (Au-Yeung et al.,
2019; Lewis, 2017). In Lewis’s (2017) study, it was found
that an important number of adults that thought that they
could be autistic experienced fear of being disbelieved
by their healthcare professionals in their initial medical
appointments. This fear was identified as another factor
that acted as a barrier to getting a referral for a formal
autism diagnostic assessment. In Lewis’s (2017) study
it was also reported that the majority of adults felt that
healthcare professionals seemed to have strong stereo-
typical views of the presentation of autism (more com-
mon in non-verbal children that are autistic), and little
awareness and understanding of the different forms of
autism through the lifespan. This lack of awareness and
understanding of autism in healthcare professionals was
also found in Au-Yeung et al. (2019) study.

Misdiagnoses were also reported as another barrier to a
formal autism diagnosis in adults (Au-Yeung et al., 2019;
Lewis, 2017). Adults in both studies reported that through-
out their life (from childhood to adulthood), they had been
labelled with a broad range of mental health conditions (e.g.,
anxiety, low mood, challenging behaviour and/or personality
disorders, to name a few) which they completely disagreed
with because they did not feel that these conditions fully
explained who they were, or their personal strengths and
difficulties (Au-Yeung et al., 2019; Lewis, 2017).

Adults also reported other barriers to an autism diagnostic
assessment, which were country specific (Lewis, 2017). For
example, waiting times in Canada and in the UK, and the
expensive cost of the assessments in the USA were identified
as the most important barriers to being assessed for autism
(Lewis, 2017).

With the aim of improving the autism diagnostic path-
way for adults, one study conducted by Brosnan (2020)
attempted to develop a measure that mirrored the autism
diagnostic criteria (A: Social and B: Restricted Repeti-
tive Behaviours -RRB-). Brosnan (2020) study recruited
participants with a formal diagnosis of autism and partic-
ipants that self-identified as autistic. In criteria A (social
difficulties) of the measure that Brosnan (2020) aimed to
develop, no significant differences were found between
those adults with a formal diagnosis of autism and those
who self-identified as autistic. In criteria B (restrictive
and repetitive behaviours) of Brosnan (2020) measure,
it was found that there was a small but significant differ-
ence (p=0.024) between adults with a formal diagno-
sis of autism and adults who self-identified as autistic.

Brosnan (2020) suggested that criteria B of his measure
could be useful to distinguish between adults who would
and would not meet diagnostic criteria for autism and, for
this reason, Brosnan (2020) recommended expanding the
use of criteria B within the autism diagnostic pathway.

Considering that Pathological Demand Avoidance (PDA)
has been linked with autism, Egan et al. (2019) aimed to
examine this relationship by validating a measure that
assessed PDA, the Extreme Demand Avoidance Question-
naire — Adult version (EDA-QA). The main purpose of the
EDA-QA (Egan et al., 2019) was to use it as a screening
tool for PDA in clinical settings. The EDA-QA (Egan et al.,
2019) was adapted from the observer-rated EDA Question-
naire (EDA-Q) developed by O’Nions et al. (2014b) and
used in children. The EDA-QA (Egan et al., 2019) was found
to have good validity and reliability in a sample of 538 adults
that identified as autistic, with and without a formal diagno-
sis of autism, adults with PDA, or that self-identified with
PDA (Egan et al., 2019). Egan et al. (2019) concluded that
the EDA-QA could be used as a complementary tool in clini-
cal and research settings to determine PDA in adults.

Au-Yeung et al. (2019) and Lewis (2017) indicated that
when adults were assessed for autism, they experienced a
lot of difficulties in understanding the real meaning of the
questions that healthcare professionals were asking during
the assessment. Most of these adults also reported difficul-
ties in providing specific examples regarding their personal
strengths and difficulties interacting and communicating
with others, and how these were part of their own identity
(Au-Yeung et al., 2019; Lewis, 2017).

Second Theme: The Process of Self-identifying
as Autistic from a Lifespan Perspective

All studies in this scoping review included adults that self-
identified as autistic. However, it is important to remark from
a neurodiversity-affirming perspective what the study con-
ducted by Lewis (2016b) in the USA found. Lewis (2016b)
used a qualitative approach (online survey) to investigate the
process of self-identifying as autistic in terms of the experi-
ences and feelings that adults had during that process. The
Nine Degrees of Autism developed by Wylie et al. (2016)
also described the process of self-identifying as autistic in
the fourth degree of autism; self-identification. From a clini-
cal perspective the importance of this process, as an identity
facilitator in neurodivergent adults that are likely to be autis-
tic, was highlighted by both authors (Lewis, 2016b; Wylie
et al., 2016). Self-identifying as autistic can really help these
adults (and their relatives, friends, acquaintances, and men-
tal health professionals) to understand how they think, feel
and behave.

In Lewis’ (2016b) study, the process of self-identifying
as autistic was found to be facilitated by family members,
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friends, and acquaintances. Participants (adults that self-
identified as autistic) in Lewis’ (2016b) study reported how
different the way they understood certain thoughts, feelings
and behaviours was, in comparison to others. Adults that
self-identified as autistic in Lewis’ (2016b) study also men-
tioned that from a young age (e.g., late childhood/early ado-
lescence), they had already realized that they had a different
way in comparison to their peers and relatives of understand-
ing their personal, social, and physical environment with-
out being aware why. This is in line with the second degree
of autism which explains that individuals on the autism
spectrum realize that they perceive the world, themselves,
and others in a different way, but cannot explain why their
approaches are different to other’s ways of understanding the
world (Wylie et al., 2016).

Considerations from others and personal self-realizations
seemed to be the key factors that were linked to adults start-
ing to consider that being autistic could be a possibility
(Lewis, 2016b; Moore, 2016). To validate or rule out this
possibility, adults and often their loved ones (such as par-
ents, friends, or partners) tend to do extensive searches on
the internet, which may include completing a broad range
of (reliable and unreliable) online autism questionnaires.
They also read books/articles or watch documentaries about
autism in adulthood (Lewis, 2016b; Moore, 2016).

The majority of adults in the studies that were included
in this scoping review considered self-identifying as autistic
to be beneficial, from a personal perspective, because it had
a positive influence on understanding who they really were,
after several years wondering why they had different views
from the world that they were part of (Lewis, 2016b). The
majority of these adults seemed to find a space of safety and
personal reassurance in online autism forums or face to face
groups with other autistic individuals. The Nine Degrees of
Autism’s theory (Wylie et al., 2016) deem self-identifying
as autistic to be an essential stage in the process towards the
positive acknowledgment of an autistic identity. According
to Moore (2016) the self-identification process (the fourth
degree of autism), commences with the recognition that
being autistic could be a possibility and ends with obtain-
ing a formal diagnosis of autism. This pattern appeared in
the narrative of the majority of studies that were included in
this scoping review.

For some adults, self-identifying as autistic was satisfac-
tory because it provided the explanation and self-under-
standing that had been missing throughout their lives. In
some cases, the need to pursue a formal diagnosis of autism
was not felt necessary. For some of these adults, there was
not perceived valuable being formally assessed for autism
(Lewis, 2016b). Though, for other adults, a formal diagnosis
of autism was pursued for their own validation purposes or
with the aim of getting reasonable adjustments in a broad
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range of settings (e.g., educational and/or at work) (Lewis,
2016b; Wylie et al., 2016).

In the absence of a formal diagnosis of autism, autistic indi-
viduals and their significant others are less likely to receive
the support and social recognition they deserve. This has been
identified as a factor that can influence in a negative way the
positive acceptance of their autistic identity (Moore, 2016).

Third Theme: An Autistic Identity

Two studies, one conducted by Cooper et al. (2017) in the
UK using a quantitative approach (online survey) and one
conducted by Parsloe (2015) in the USA using a qualitative
approach (ethnography), studied the role of autistic identity
in adults with a formal diagnosis of autism, and in adults
that self-identified as autistic without a formal diagnosis of
autism.

In Parsloe (2015) study, it was found that adults who
self-identified as autistic prior to pursuing a formal diag-
nosis of autism had a more favourable opinion of autism
in comparison to those adults who were given a formal
diagnosis of autism. Parsloe (2015) suggested that this
positive attitude towards autism could be explained in
terms of adults having chosen or identified with an iden-
tity in which they felt they fitted, rather than being labelled
as autistic, after having completed an autism assessment
with a mental health professional. In Parsloe (2015) study,
it was also mentioned that the active search of an autism
identity by adults that self-identified as autistic, mainly
through online platforms could be linked with the need of
these individuals of finding an answer that explained who
they really were. This seemed to be related with the devel-
opment of a positive autistic identity, and to the under-
standing of autism as a condition rather than a disorder
like the DSM-5 (American Psychiatric Association, 2013)
or the ICD-11 (WHO, 2018) suggests.

In Cooper et al. (2017) study in which 272 adults identi-
fied as autistic, 81% reported a formal diagnosis of autism. It
was also found that those participants that reported a higher
positive autistic identity had a better psychological wellbe-
ing and higher levels of self-esteem.

Fourth Theme: Sexual Identity and Experiences

Two studies conducted in the USA by Lewis et al. (2021)
and Penwell-Barnett and Maticka-Tyndale (2015) studied
the sexual identity and sexual experiences of adults, who
identified as autistic (with or without a formal diagnosis
of autism), using a qualitative approach (online survey and
online interviews respectively).

In Penwell-Barnett and Maticka-Tyndale”’s study
(2015), it was found that adults who identified as autistic
were less likely to be heterosexual or gender-conforming.
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In this study, the need to develop sex education programs
(mainly focused on courtship, sensory dysregulation and
adequate sex education) that took into account a neurodi-
vergent perspective (identities and experiences of sexual-
ity) was highlighted. The results of the study conducted
by Penwell-Barnett and Maticka-Tyndale (2015) are in
line with the study that Lewis et al. (2021) conducted
with 67 participants who identified as autistic in the USA.
Through an online survey, Lewis et al. (2021) identified
participants as a “double minority” through the identi-
fication in the study of six main themes (1) understand-
ing self-acceptance as a journey; 2) taking into account
that autistic traits may complicate self-identification of
sexual orientation; 3) how social and sensory stressors
may affect sexual expression; 4) how often sexual minor-
ity autistic feel misunderstood and isolated; 5) the chal-
lenges that often sexual minority autistic have in finding
mutually satisfying relationships; and 6) the difficulties
that sexual minority autistics have in recognising and
communicating sexual needs). Lewis et al. (2021) also
concluded that as a consequence of all the challenges
reported, numerous adults felt that autism had hindered
the recognition of their true sexual identity.

In Lewis et al. (2021) study several participants reported
that throughout their lives they had often felt that others were
attributing their sexual orientation to being autistic, instead
of recognizing the legitimacy of their distinct sexual identity,
particularly amongst those who identified as asexual.

Fifth Theme: The Perception of Autism
as a Difference or a Disability

Two studies conducted in the USA by Angulo-Jiménez and
DeThorne (2019) and Kapp et al. (2013) studied the repre-
sentation of autism in adults from a qualitative and mixed
method approach, respectively. One study conducted in
the UK by Pohl et al. (2020) studied the representation of
autism within the context of motherhood using a quantitative
approach (online survey).

In Kapp et al. (2013) study, it was found in an online
survey completed by 657 participants (that included
autistic people, relatives and friends of autistic people,
and people with no specified relation to autism) that self-
identification as autistic and neurodivergent awareness
were correlated with viewing autism as a positive part of
their identity that does not need any treatment or medical
intervention. This suggests a key difference between how
the medical model conceptualizes autism (e.g., autism is a
mental health disorder that must be treated medically) and
the neurodivergent approach (autism is a condition that
is characterized by a broad range of strengths and weak-
nesses). These main outcomes are in line with the study
that Angulo-Jiménez and DeThorne (2019) conducted in

the USA, in which the representation of autism was ana-
lysed through 39 YouTube videos (published from 2007
to 2015) authored by individuals that self-identified as
autistic. In Angulo-Jiménez and DeThorne (2019) study,
it was found that in most YouTube videos, views of the
medical model and the neurodivergent approach were
acknowledged. It was also found that the neurodivergent
approach appeared mainly in the use of the language in the
videos and the description of autistic traits, whereas the
medical model appeared mainly in the content areas that
appeared in these videos. In both studies, the use of online
environments was found to be a common means in which
knowledge and awareness of the neurodivergent approach
was gained (Angulo-Jiménez & DeThorne, 2019; Kapp
et al., 2013). Autism was represented as a mixture of both
disability and difference (Angulo-Jiménez & DeThorne,
2019; Kapp et al., 2013). Adults with a formal diagnosis
of autism or self-identified as autistic were more likely to
assign a biological cause to autism (Kapp et al., 2013).
Angulo-Jiménez and DeThorne (2019) found that a bio-
logical cause provided an explanation for the difficulties
faced by autism, with 34 out of 39 bloggers assigning the
difficulties encountered to autism. The contribution of
societal factors, in the difficulties faced by autism, was
also acknowledged in both studies (Angulo-Jiménez &
DeThorne, 2019; Kapp et al., 2013).

In the context of motherhood, a study conducted by
Pohl et al. (2020) with autistic mothers (n=355) and
non-autistic mothers (n=132) from Western countries
evaluated the experience of motherhood (including preg-
nancy, childbirth, the postpartum period, self-perception
of parenting strengths and weakness, communication
with professionals and the social experience of mother-
hood). Pohl et al. (2020) study found that the perceived
societal representation of autism sometimes prevented
mothers revealing an autism diagnosis in parenting con-
texts or to healthcare professionals. Pohl et al. (2020)
study also found that the majority of mothers (75%), who
self-identified as autistic never or rarely disclosed this
information to other parents or healthcare professionals.
As a result, autistic mothers, or mothers who self-iden-
tified as autistic seemed to not have the needed support
and were likeliest to find motherhood a lonely experience
(Pohl et al., 2020).

Discussion

The first aim of this scoping review was to ascertain what
research had been conducted on the self-identification pro-
cess of autism in adults, who do and do not have a formal
diagnosis of autism. It was found that research was recent
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and limited, although steadily increasing. Although this
scoping review identified five main themes: 1) the diag-
nostic process from a client’s perspective; 2) the process
of self-identifying as autistic from a lifespan perspective;
3) an autistic identity; 4) sexual identity and experiences
and 5) the perception of autism as a difference or a dis-
ability, there were some factors that overlapped themes
(e.g., identity).

Kapp et al. (2013) was the first study in the USA that
studied adults who self-identified as autistic. As a rec-
ommendation, Kapp et al. (2013) suggested that future
research should investigate differences between individu-
als who do and do not have a formal diagnosis of autism,
and the reasonings for not pursuing a formal diagnosis.
Since 2013, much research conducted on adults that
self-identified as autistic, with or without a formal diag-
nosis of autism, has focused on the diagnostic process.
Research on the diagnostic process mainly found that
adults faced difficulties in being referred for an adult
autism diagnostic assessment, which in several cases had
the consequence that many adults that would have liked
to have had an assessment were never assessed (Lewis,
2017). Misdiagnosis was another common factor that
appeared in this scoping review (Au-Yeung et al., 2019;
Lewis, 2017).

Identity was a factor that was apparent in most of
the themes that were identified in this scoping review.
Similar to research conducted regarding the impact of an
autism diagnosis in adulthood (Lewis, 2016a; Stagg &
Belcher, 2019), the process of self-identifying as autis-
tic allowed adults to understand who they really were
(Lewis, 2016b). Even so, Moore (2016) advocates that a
formal diagnosis of autism can aid the positive accept-
ance of an autistic identity, which has been associated
with better psychological wellbeing (Cooper et al.,
2017). Parsloe (2015) suggests that a positive autistic
identity could be attained through the process of self-
identifying as autistic, but the fact that Pohl et al. (2020)
found in their study that three quarters of adults who
self-identified as autistic never or rarely revealed this
to healthcare professionals, might suggest otherwise or
that this process it is context specific. A formal diagno-
sis of autism is often deemed to be the authenticator of
an autistic identity, which may enable self-acceptance
(Lewis, 2016a). Self-acceptance can be particularly dif-
ficult for adults that identify as autistic and as a sexual
minority (Lewis et al., 2021). Therefore, it is concerning
that adults face barriers and misdiagnosis in the pursuit
of an autism diagnostic assessment and diagnosis (Au-
Yeung et al., 2019; Lewis, 2017).

We believe that further studies should investigate what
socio-demographic (e.g., ethnicity, education and employ-
ment) and psychosocial (e.g., quality of life, subjective

@ Springer

wellbeing and self-esteem) factors are associated with the
development of a positive autistic identity in adults that self-
identity as autistic (with or without a formal diagnosis of
autism).

The second aim of this scoping review was to identify
which aspects of the self-identification process could be
used to improve the referral and diagnostic process of
an adult autism diagnostic assessment, for adults who
choose this route. Other research suggests that individu-
als that self-identify with having a mental health condi-
tion are more likely to seek help (Evans-Lacko et al.,
2019). In several of the studies that were reviewed in this
scoping review (Au-Yeung et al., 2019; Brosnan, 2020;
Kapp et al., 2013; Pohl et al., 2020), it was found that the
results from adults who self-identified as autistic were
very similar to the results of adults with a formal diagno-
sis of autism. This may imply that adults, who may likely
be autistic, do have a reasonably accurate understand-
ing of autism as a condition. Interestingly, there was a
higher proportion of participants that identified as female
(likely to be autistic) in all these studies. However, this
understanding of autism was often distrusted or ignored
by healthcare professionals (Lewis, 2017).

Certainly, the presentation of autism can differ in
adults as autistic traits may not be that obvious to oth-
ers (including mental health professionals) through the
use masking strategies that individuals that are autistic
(or identify as autistic) have learnt or copied from oth-
ers throughout their lives (Fusar-Poli et al., 2020; Lai
& Baron-Cohen, 2015). Lai and Baron-Cohen (2015)
state that learnt masking strategies may be used more by
females, which may contribute to the additional barriers
that females encounter in the autism diagnostic process.
Research to address the barriers that females encounter is
increasing, but it is still a largely under-researched topic
(Lockwood Estrin et al., 2021). This is reflected in the
findings of this scoping review, in which many of the
included studies had a higher number of participants that
identified as female.

To ensure the effective screening and diagnosis of
autism in adults, Piven and Rabins (2011) previously
highlighted the need to develop tools that could take into
consideration how autism presents in adults (instead of
adapting clinical tools that are mainly used for children
and young people). More recently, Lewis (2017) empha-
sised the need to ensure that these tools also consider
the gender-based variations in the presentation of autism
amongst adults. Yet, minimal effort has been made to
improve the diagnostic pathway for adults in recent years.

In this scoping review, it has been found that little is
known regarding how an autistic identity or the fact that
an adult has self-identified as autistic has been consid-
ered in the referral process of an adult autism diagnostic
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assessment, or during an adult autism diagnostic assess-
ment. In line with Gallo (2010), we believe that it is
important to give adults that self-identify as autistic in
clinical settings (e.g., in a GP appointment to get a referral
for an autism diagnostic assessment or during an autism
assessment), the opportunity to express in their own words
the main strengths and difficulties they experience in real
life (e.g., at home or at work). We believe this approach
should be considered as a complimentary procedure in
the current recommendations suggested by the National
Institute for Health and Care Excellence (NICE) for adult
autism assessments (NICE, 2016).

We have found that only one scale has been devel-
oped and validated in the USA recently to assess autism
identity in adults in research settings. This scale ‘The
Autism Spectrum Identity Scale’ (ASIS) was developed
by McDonald (2016) with a sample of 1139 adults that
self-identified as autistic or had a formal diagnosis of
autism. The ASIS (McDonald, 2016) has four factors that
explain autism identity (changeability; spectrum abilities;
context dependent and positive difference). We believe
that this questionnaire (or similar ones) could be used as
a facilitator tool in diagnostic and therapeutic processes
in adults that self-identify as autistic or are autistic.

To date, this scale has not been validated in the UK and
has not been used therapeutically or as complimentary
measure in the referral or diagnostic process of adults that
self-identify as autistic. In line with Leadbitter et al. (2021),
we believe that including the ASIS (McDonald, 2016,
2017), or similar neurodivergent-friendly clinical tools, in
the referral and diagnostic process of an adult autism diag-
nostic assessment, would allow healthcare professionals to
understand the views of their clients, from a client-centred
approach and not only from a medical perspective.

Limitations

This scoping review was limited to the research on the
four databases searched. Searching more databases may
have found more research that met the inclusion criteria.
However, searching four databases is in line with previ-
ous scoping reviews (e.g., Huang et al., 2020). Including
grey literature may have also resulted in more research. A
further limitation was the type and the number of review-
ers. We believe that the inclusion of experts by experi-
ence and autism activists in the whole process of this
scoping review would have enriched the critical analysis
of the articles we reviewed.

Future Research

Future research would benefit from the use of other data
collection methods, as online surveys were the predomi-
nant method of data collection in the studies that were
analysed in this scoping review. For example, the use
of online focus groups would allow for participants to
elaborate their answers more in-depth, and for research-
ers to clarify them. Focus group discussion can also
be advantageous in providing new understandings and
perspectives on an emerging area of research (Coolican,
2014; Flick, 2014) such as autism identity in adults.

We also believe future research should address the high-
lighted difficulties that adults face in obtaining an autism diag-
nostic assessment. The results of this scoping review indicate
that adults who self-identify as autistic seem to have a reasona-
bly accurate recognition of autism/autistic traits in themselves.
We think this is something that should be considered in the
referral and diagnostic process of an adult autism assessment.

In this scoping review, we also have identified that there
are currently no neurodivergent-friendly (complementary)
clinical tools in the referral and diagnostic process of an
adult autism assessment, that have been developed and
validated in the UK (or elsewhere) and consider the views
of adults that self-identify as autistic.

Conclusion

This scoping review ascertained what research had been
conducted on the self-identification of autism in adults, who
do and do not have a formal diagnosis of autism. It also
identified which aspects of the self-identification process
could be used to improve the referral and diagnostic process
of an adult autism diagnostic assessment. Results indicate
that adults that self-identify as autistic currently face dif-
ficulties in being referred and assessed for a formal autism
diagnosis. The themes identified in this scoping review
acknowledge the importance, from a client-centred perspec-
tive, of how vital it is to develop complementary clinical
tools in the referral and diagnostic process of adult autism
diagnostic assessment that are neurodivergent-friendly.
The development and validation of these tools should be
conducted considering the views of experts by experience,
autism activists and healthcare professionals that conduct
autism diagnostic assessments in adults (co-production).
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