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Abstract: Biases exist in the diagnostic process for autism spectrum disorder (henceforth “autism”), which result in some girls and
women being diagnosed later or missed entirely. Current diagnostic tools may not capture the full range of behavioural presentations of
autism, leading to under-identification. This review explores why these biases may occur, and how diagnostic procedures could be
adapted to better identify autistic girls and women. We recommend that diagnostic assessments are adjusted to capture a broader range
of behavioural exemplars of autism; that camouflaging of autistic traits is taken into account; and that care is taken to ensure co-
occurring mental health conditions do not overshadow autism diagnosis. We offer recommendations, building on gold-standard
diagnostic guidelines, for how diagnostic procedures can be improved for girls and women.
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Autism Spectrum Disorder (hereafter “autism”) is a neurodevelopmental condition, that first emerges in infancy and early
childhood and persists across the lifespan. It is largely determined by genetic factors, with a heritability estimated
between 64% and 91%." Autism is highly heterogeneous both in terms of its presentation and aetiology but, nevertheless,
the condition is characterized by a set of core, diagnostic characteristics, namely, atypical social relating and social
communication, as well as a tendency towards inflexibility and unusual processing of sensory experience. Most instances
of autism should be considered dimensional, rather than categorical: they represent one end of an autistic trait continuum
that extends throughout the general population, with no natural “cut point” between autism and non-autism.” Autism
commonly co-occurs with other neurodevelopmental challenges, in particular difficulties with speech and language and
intellectual development. Nevertheless, most autistic people have fluent language and IQs in the normal range.’

Once considered a rare condition, autism is now widely diagnosed. Its epidemiological prevalence is estimated as being 1-2%,
but evidence is emerging in some industrialized, western countries that actual rates of diagnosis are much higher than this within
certain groups, defined by age and sex. For example, in the UK amongst boys aged 5 to 9, reported rates of diagnosis are around
4%.* The dramatic growth in the epidemiological and administrative prevalence of autism of recent years started in the 1990s and
appears to be ongoing. This phenomenon is not fully understood, but the weight of evidence suggests it is driven by improved
recognition, especially amongst those with normal-range 1Q, and a broadening of the diagnostic criteria over time.

Autism is not a mental health condition, but autistic people are at high risk of developing mental health problems.
One seminal study found that in a community sample of autistic young people, 70% had at least one mental health
diagnosis, and 40% had two or more.” These very high rates of mental health difficulties persist into adulthood, although
the precise nature of risk changes with development. In childhood, anxiety difficulties and emotional and behavioural
regulation challenges (eg, Attention deficit/hyperactivity disorder, oppositional defiant disorder) are most common. By
adulthood, depression and anxiety problems predominate; and suicide rates are substantially higher for autistic, compared
to non-autistic, adults.®’
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Under current systems of care, outcomes for autistic people are amongst the worst for any psychiatric diagnosis.” In addition
to the high rates of mental health problems described above, autistic people are at elevated risk of educational under-attainment,
unemployment, underemployment, social isolation, poverty, homelessness and low quality of life. Further, compared to non-
autistics, autistic people suffer higher rates of morbidity in relation to a range of physical illnesses and higher mortality.”

A New Paradigm

Traditionally, understanding of autism has been structured within a “pathology paradigm” (sometimes called the “medical
model”), that views autism as a disorder; and which aims to understand autistic behaviours and the challenges faced by
autistic people as direct consequences of their individual “deficits” and “impairments”. For example, when trying to
understand why autistic people experience such high rates of anxiety, a researcher within the pathology paradigm would
focus on identifying individual deficits (eg, inability to tolerate uncertainty, brain-based emotion regulation impairments)
and investigate whether and how these cause and maintain anxiety problems.

Recently, a new paradigm has become increasingly influential, driven both by scientific advances and the ethical imperative
to give autistic people themselves more power over attempts to characterize, understand and help them.'®"" This is often called
the “neurodiversity” paradigm. It views autism not as an inherently disordered developmental state, but rather as a form of
difference. Within this way of thinking, in line with the social model of disability, the difficulties faced by autistic people arise due
to a misfit between, on the one hand, the autistic individual and, on the other hand, the environments they live in."? Work within
the neurodiversity paradigm tends to highlight that most autistic people live in unaccommodating, and often outright hostile,
environments designed by and for non-autistic people. Logically, this approach tends to place emphasis on changing the
environment, not just the person, when thinking about how to improve the lives and functioning of autistic people.'’

FOOTNOTE: The authors of the current paper seek to work within the neurodiversity paradigm. This is why, in line with
the wishes of many autistics, we use identify first language (“autistic person”) rather than person-first language (“person with
autism”). This is because (i) autism tends to be experienced as central to a person’s identity and (ii) person-first language is
usually used for negatively valenced conditions, and we seek to convey the idea of autism as a form of difference, rather than
an inherently disordered state. For the same reason, we refer to autism, rather than autism spectrum disorder.

The Diagnostic Bias Against Autistic Girls and Women

A striking feature of autism is that more males than females are diagnosed as autistic. Until recently this was widely
understood as simply reflecting the nature of the condition, with a consensus that the true male-to-female ratio is approxi-
mately four-to-one.'> However, the accuracy of this male-to-female ratio has been questioned more recently, with some
research suggesting that girls and women may be under-represented in clinical studies estimating prevalence, and therefore
that the true male-to-female ratio may be close to three-to-one or even two-to-one.'* I this is the case, it follows that there may
be biases in the diagnostic process which particularly impact autistic girls and women. We note here that these biases likely
apply to autistic people of all genders, and that these and other biases are also likely to impact other groups of autistic people
who are less likely to receive an accurate and timely diagnosis, including ethnic and racial minority groups.'>'® For the
purposes of this review, however, we focus on specific biases which may particularly impact girls and women.

1718 and researchers'® that autism may be over-

We note here that there has also been some concern reported by clinicians
diagnosed. Rates of autism diagnosis have increased significantly in recent years,?* and this is partly driven by the relatively
high rates of women and girls receiving a diagnosis later in life. We are not aware of any research demonstrating overdiagnosis
of girls and women specifically, however, our aim in this review is to promote more accurate diagnosis of autism, including
reducing the likelihood of misidentification of autism in women and girls. For an overview of factors which may contribute to
over-diagnosis of autism, we point readers to a recent editorial by Fombonne."”

One proposed reason for the diagnostic bias experienced by autistic girls and women is differences in autism presentation
across genders.”! Although autism is highly genetically heritable, diagnosis is based on behavioural expression of the core
characteristics described above; there are no reliable biomarkers or other biological tests for autism.' Variation in expression
of these core characteristics across genders may lead to variation in meeting diagnostic criteria.** It can be helpful to think of
multiple levels of characteristics when considering what behavioural expression of autism actually means. Lai et al** refer to

three levels of measurement of autism: i) “broad constructs” (ie, the core diagnostic criteria, such as restricted and repetitive
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behaviours), ii) “narrow constructs” (ie, subdomains of characteristics, such as repetitive motor actions), and iii) “behavioural
exemplars” (ie, specific behavioural examples of characteristics, such as spinning the wheels on a toy car). We propose that
gender differences in the expression of autism exist mainly at the level of behavioural exemplars, such that the same
characteristics of autism are expressed in males and females, but may be expressed through different behaviours, not all of
which are assessed for in current diagnostic tools.

As an example of this, let us take the broad construct of persistent difficulties with “social interaction”, of which one
narrow construct is difficulties “developing, maintaining, and understanding friendships”.'> Many autism assessment
procedures evaluate this using the behavioural exemplar of “difficulty making friends”, and so look for evidence for lack
of close friendships to support this characteristic. However, research suggests that, while autistic boys may have
a tendency towards reduced intimacy in their friendships compared to non-autistic boys, autistic girls report similar
levels of close friendships as non-autistic girls.*® In contrast, autistic girls may experience more conflict within their close
friendships compared to autistic boys. These findings suggest that different behavioural exemplars of the same autism
construct (in this case, difficulties developing and maintaining friendships) may be relevant for autistic boys and girls.
The number of close friendships may be a useful metric to assess friendships in autistic boys, but experience of conflict
within friendships may be more useful to assess friendships in autistic girls. We note here that we do not suggest different
criteria, or different behavioural exemplars, for different genders. Instead, we recommend a broadening of the beha-
vioural exemplars included in diagnostic assessments to better capture a range of presentations. Many current diagnostic
tools do not include specific questions asking about either the number or conflict experience of close friendships,** and so
it is hard to know to what extent this is being taken into account during the assessment process.

Camouflaging

In addition to differences in the behavioural exemplars of autistic characteristics, there may be additional characteristics
associated with autism which occur more often in girls and women, and which impact the diagnostic assessment process. One
characteristic which has received substantial interest over recent years is the phenomenon of camouflaging, which encom-
passes hiding or compensation for autistic characteristics.>> Examples of camouflaging (also known as masking, compensa-
tion, adaptive morphing and various other names)®° include learning or practicing neurotypical social communication
behaviours, stopping oneself from performing obviously autistic behaviours such as hand flapping, and mimicking the
behaviours of neurotypical people in order not to stand out.”” Camouflaging of autistic characteristics has been reported
extensively amongst autistic adults without intellectual disability,> and has also been observed in autistic children, although it
is still unclear exactly when and how camouflaging develops.28 Some have proposed that camouflaging may represent
a distinctively autistic use of more general impression management strategies.”” It is consistently described by autistic people
as being driven by experience of intolerance and stigma for appearing different.*

Gender differences in camouflaging have been observed, with autistic women reporting higher levels of camouflaging than
autistic men.>" Autistic women may also demonstrate more behavioural camouflaging, with a greater discrepancy between
their self-reported autistic characteristics, and their level of autistic behaviour as observed by clinicians.>? As camouflaging
results in fewer observable autistic behaviours, particularly in relatively short, structured interactions, this may account for the
underdiagnosis of some autistic women. Research suggests that autistic females and those undiagnosed but with high autistic
traits camouflage more than those with low autistic traits,”® although there is mixed evidence as to whether camouflaging is
associated with later age at diagnosis for females®*** While they may experience many autistic characteristics internally, such
as difficulty with social communication or specific sensory needs, these may be hidden from the casual observer and so the
autistic characteristics of some girls and women may go unrecognised. This is supported by qualitative research with autistic
women and girls diagnosed later in life, many of whom report camouflaging at a very high level even before they knew they
were autistic, and having to actively stop camouflaging in order to allow for their autistic characteristics to be observed in
clinical settings.>>~*® Camouflaging may account for the later age of diagnosis for many girls and women.>’ There may also be
gender differences in the developmental trajectories of autistic characteristics, such that some girls demonstrate their autistic
characteristics later on than boys.® It has been suggested that some autistic girls may either camouflage at a high level, or may
have genuinely lower levels of autistic characteristics in early childhood, but that by adolescence the social demands may have
increased to the point that their autistic characteristics become more obvious.?
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It should be noted here that autistic individuals of all genders report camouflaging, and the impact of camouflaging on
diagnosis may not be unique to girls and women. However, it may be the interaction between camouflaging, and
differential presentation of some autistic characteristics as described above, which leads some autistic women to fall

below the diagnostic threshold as some of their autistic characteristics may be hidden at first glance.?'*’

Co-Occurring Conditions and Differential Diagnosis

Both camouflaging and atypical behavioural presentations may impact the way that women’s and girls’ autistic traits are
evaluated during the diagnostic process. However, there may be additional characteristics which affect the accuracy of diagnosis,
without affecting their autistic presentation. These include the co-occurrence of other conditions, particularly mental health
conditions, which may overshadow autism diagnoses, or which may be overshadowed by autism and so may themselves be
under-identified. Autistic people of all genders experience significantly higher rates of co-occurring mental health conditions than
the general population,” and are at greater risk of death from suicide.” As in the general population there are some mental health
conditions which occur more commonly in autistic women and girls than in autistic men and boys. These include anxiety,*’
which is also high in autistic non-binary adults. Anxiety is part of a group of mental health conditions labeled as “internalising”
conditions; they represent distress turned inwards, rather than outwards. In the case of anxiety, this may arise partly as a result of
being in poorly adapted environments and having autistic characteristicsfor instance, intolerance of uncertainty or anticipation of
sensory overstimulation.*' If such autism-specific risk mechanisms are at play, traditional treatments for anxiety, developed for
non-autistic people, may be less effective. Undiagnosed autistic women and girls, who may also be experiencing high levels of
anxiety, may find that some of their autistic characteristics are interpreted as anxiety and so they may be less likely to receive
a timely and appropriate autism diagnosis. We know of no research directly testing whether anxiety overshadows autism (or vice
versa),*? and therefore join researchers arguing for the need to carefully differentiate characteristics of each, and to consider
whether anxiety co-occurring with autism presents similarly to anxiety in non-autistic people.*

Another internalising condition which may overshadow autism in women and girls is the presence of an eating disorder.
Estimates suggest that 20-30% of women receiving treatment for anorexia nervosa are autistic: in most cases autism is not
diagnosed until several years after the eating disorder.**** Often eating disorder patients are not considered eligible for an autism
assessment until they are in recovery from their eating disorder. This can have grave consequences for undiagnosed autistic
women and girls, whose eating disorders may in fact be related to their autism. For instance, sensory sensitivities and management
of emotions may drive restricted eating to a greater extent than concerns around shape and weight for autistic women.*® Accurate
identification of autism is essential to enable appropriate interventions to be developed to support women with eating disorders,*’
and clinicians should be mindful that women and girls assessed for eating disorders should also be screened for autism.

Finally, some expert clinicians have also raised concerns that additional psychiatric conditions, such as borderline personality
disorder, may overshadow the diagnosis of autism in some women.'® While it is worth pointing out the experience of trauma is
common in autistic women,*® and there may be some degree of co-occurrence of autism and borderline personality disorder,* it
has been suggested that evaluation of understanding of social relationships, and assessment of attachments in particular, can help
to differentiate the two conditions and so ensure patients receive appropriate support.'® This area of research is at an early stage,
however, and more information is needed about the impact that earlier adverse life events may have on autistic people.
Differential diagnosis between autism and trauma-related conditions can be difficult, due to the overlap between certain
characteristics. For instance, case studies suggest that post-traumatic stress disorder in children may be marked by repetitive
play behaviours, which can also be considered part of autism diagnostic criteria.® However, clinicians should be aware of
interpreting autistic-like characteristics within the context of any trauma experienced by the individual and, ideally should seek to
determine whether these characteristics were present prior to experiencing trauma. For more detailed guidance on differentiation
between autism and borderline personality disorder, we recommend the guidance produced by Cumin et al.'®

Autism Diagnostic Procedures

Recommendations outlined in the National Institute for Health and Care Excellence (NICE) guidelines are considered best
practice for health and care services in the United Kingdom. Two NICE guidelines separately outline recommendations for
conducting autism diagnostic assessments with adults and with young people aged under the age of 19.°' Each guideline provides
detailed assessment recommendations tailored to the differing needs of children, adolescents, and adults as well as those with and
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without additional language or learning difficulties. According to these guidelines a comprehensive autism assessment should be
carried out by a multidisciplinary team of trained professionals and take a multi-factorial approach, gathering detailed diagnostic
data about an individual’s developmental and behavioural profile from a range of sources. The assessment process should aim to
include information about current concerns and background information including an individual’s social, educational and/or
employment history; assessment of core autism characteristics including the trajectory, pervasiveness and impact of these
characteristics via a developmental history and an observational assessment; and finally consideration and assessment of
differential diagnoses and/or conditions that commonly co-occur with autism. Clinicians should use all information gathered
alongside their clinical judgment and the International Classification of Diseases, 11th Edition (ICD-11) or Diagnostic and
Statistical Manual, Sth Edition (DSM-5) criteria to make a diagnostic decision. The current evidence base on autism in girls and
women does not indicate that these guidelines need to be radically overhauled but rather fine-tuned, such that additional
recommendation could be added whilst certain existing recommendations could be further emphasized or elaborated upon. We
offer the following recommendations of how diagnostic assessments could be adapted to more accurately identify autism in girls
and women; summarised in Table 1. The recommendations are based on the research and clinical expertise of the authors,
however we note the lack of research evaluating any adaptations to diagnosis through experimental paradigms. As such, these
recommendations would benefit from thorough empirical evaluation. Further, we also emphasise that the recommendations we

Table | Summary of Key Recommendations for Improving Autism Diagnostic Procedures for Girls and VWomen

Clinicians should be aware of the following:

There is a diagnostic bias against autistic girls and women, whereby they are less likely to receive a timely diagnosis compared to autistic boys and
men. As such they are more likely to miss out on the benefits that can derive from an autism diagnosis.

The diagnostic bias is driven by the fact that sex/gender influences how autism presents: current conceptualisations of autism tend to be derived
from majority-male samples, such that diagnostic processes are less sensitive to autism in girls and women.

Another likely contributor to the diagnostic bias is camouflaging, which involves learning ways to hide one’s autistic characteristics. Autistic people
of all genders camouflage, but girls and women do it more than boys and men.

Diagnostic overshadowing also impacts on girls and women’s chances of receiving a timely autism diagnosis. Many undiagnosed autistic girls and
women develop co-occurring mental health problems, such as anxiety, depression and eating disorders. These can then obscure their autism, with
their difficulties being ascribed to their mental health difficulties rather than to their underlying (undetected) autism.

To enhance accuracy of autism assessment for girls and women, clinicians should do the following:

Assessment should be multimodal (ie, encompassing self-report, direct observation and informant report) and include both current and historical
information. The collection of developmental, multi-perspective information is especially helpful for overcoming challenges to diagnostic accuracy

posed by camouflaging and the co-occurrence of mental health problems.

Autism assessment should always include comprehensive screening for a range of mental health and additional neurodevelopmental difficulties; and

formulation of these in relation to any autistic traits.

Assessment and subsequent diagnostic formulation should be broad, rather than simply focusing on core, diagnostic features of autism. It should
cover both characteristics of the individual (eg, cognitive capacity, values, hopes) and of their environment (eg, life events including any traumatic
experiences, physical environment, social environment). Such assessment supports formulation of the patient’s person-environment fit, which will in

turn suggest ways of enhancing wellbeing and functioning.

Clinicians should be flexible when looking for behavioural exemplars of autism diagnostic features, considering the ways in which sex and/or gender

influence how autism manifests and is experienced.

When standardised quantitative measures are used (eg, the Autism Diagnostic Interview-Revised; the Autism Diagnostic Observation Schedule,
Second Edition), clinicians should not make diagnostic decisions based only on quantitative diagnostic algorithms. Rather, they should consider

qualitative information collected via the measure, and how this relates to other information from the assessment and to autism diagnostic criteria.

Camouflaging should be assessed, via discussion with the person being assessed and/or use of standardised measures, such as the Camouflaging of
Autistic Traits Questionnaire (CAT-Q).

Neuropsychiatric Disease and Treatment 2024:20 https: 509

Dove:


https://www.dovepress.com
https://www.dovepress.com

Cook et al Dove

make are not only useful for the assessment of girls and women: they represent our views on good practice and would be
appropriate for clients of all genders, especially where presentation is complex and/or subtle.

As outlined in the NICE guidelines, people have the right to be involved in discussions and decisions affecting their care.’!
Thus, during an autism assessment clinicians should always seek to gain a holistic understanding of an individual, incorporating
the views and insights of the individual themselves. In the case of women, a general clinical interview should be conducted to
gather information about experiences of education, employment, family, social relationships, mental health difficulties and
possible trauma as well as areas of strength and difficulty. In the case of girls and adolescents, a similar comprehensive general
clinical interview should be carried out with a parent or caregiver. Clinicians should also directly enquire about girls’ experiences
of family life, education, hobbies, and social relationships as well as their subjective view on their strengths and difficulties.

Although historically downplayed in autism assessments, it is equally important to directly assess an individual’s
subjective experience of and insight into their (possible) neurodivergence.’? Many autistic girls and women can provide
detailed and insightful accounts of their neurodivergence and during an assessment these can provide invaluable
information about core autism characteristics underlying more nuanced or subtle behavioural presentations.

Of course, when determining the best format through which to gain a particular individual’s perspective it is important to
consider their self-insight, developmental level, social communication abilities and preferences, and possible additional
learning needs. For example, younger girls may be asked concrete questions about their social and sensory preferences whilst
adolescents and women may be able to discuss past experiences of social confusion or distress in response to change. Some
individuals will also require additional processing time, as well as asynchronous and /or non-talking modes of communication
(ie, writing, typing, drawing) in order to comfortably and completely express themselves.>

This process requires a certain level of trust and rapport and this may be difficult to build with some girls and women who
have had previous unhelpful encounters with health professionals in which they felt dismissed, misunderstood or blamed.*
Clinicians should seek to build a positive working relationship with girls and women during assessments by taking an
empathetic stance, validating difficulties experienced and, where necessary, building rapport over multiple sessions.

We do acknowledge the concern held by clinicians that some women may have self-diagnosed or researched autism at
length,18 complicating the assessment process. This is not an issue specific to autism assessments; given the widespread
availability of health-related information especially online, it is increasingly common for people to self-diagnose or seek
information prior to consulting health professionals.>* However, autism awareness has increased within the public in recent
years, and autism may be viewed as a less stigmatised, and therefore more desirable, condition with which to identify; at least
in Western nations.>> We are aware of some concerns that social media in particular may misrepresent autistic characteristics
and therefore encourage inaccurate self-identification.’® Such difficulties can be overcome by firstly gaining a holistic
understanding of an individual including their understanding of autism and motivations for attending a diagnostic assessment
and secondly, gathering detailed examples of neurodivergent experience, as discussed above. Moreover, by fostering a positive
working relationship, and by identifying specific functional challenges experienced by the individual, clinicians increase the
likelihood that an individual feels understood and validated and in turn accepting of the assessment outcome. Finally,
researchers and clinicians have a duty to challenge inaccurate representations of autism and to ensure that those they work
with are given accurate information about autistic characteristics.

The NICE guidelines recommend clinicians gather diagnostic data from a range of informants (eg, the person being
assessed, their family members, and their teachers) using a range of methods (eg, review of previous reports, clinical interview,
and observational assessment). A level of discrepancy across informants is to be expected. Indeed, parents, educators, and
other professionals may differentially recognise and interpret the social behaviours of autistic girls and women depending on
their familiarity with non-prototypical autism phenotypes and their expectancy for autism presenting in girls and women
(independent of phenotype).>>>"3® For this reason, it is important that clinicians systematically gather detailed descriptions of
specific behavioural exemplars instead of relying on informants’ perceptions of what does or does not constitute autism.
Equally, clinicians themselves need to recognise and reduce their own susceptibility to familiarity and expectancy
biases.”>>*%° One way to achieve this is through appropriate training and continuing professional development including
dialogue with autistic people of all genders about their experience of neurodivergence. Another way is to engage in reflective
practice to better understand how one’s experiences, training, and beliefs can lead one to selectively attend to or dismiss
particular information during autism assessments. Clinicians should aim to familiarise themselves with a variety of autistic
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presentations, including those with intellectual disability and/or minimal spoken language, to ensure that they have an accurate
understanding of the core autistic characteristics and the variety of ways these can be expressed.

The NICE Guidelines recommend clinicians consider using autism-specific assessment tools including rating scales
(eg, Autism Quotient [AQ]), semi-structured clinical interviews (eg, Autism Diagnostic Interview, Revised [ADI-R],
Developmental, Dimensional and Diagnostic Interview [3Di]), and semi-structured observational assessments (ie, Autism
Diagnostic Observation Schedule, General or 2nd Edition [ADOS-G/ADOS-2]) in comprehensive autism assessments. Such
tools can help clinicians to systematically gather detailed descriptions of specific behavioural exemplars and narrow constructs
indicative of broad core autism characteristics as well as information about the trajectory, pervasiveness, and impact of these;
essential in the assessment of girls and women with nuanced behavioural presentation and/or co-occuring conditions. However, it
is important to note that the use of autism specific-assessment tools alone is not sufficient.>* In their current form, these tools do
not adequately gather relevant background or contextual information nor the subjective views or insights of the individual being
assessed and they may also be biased against more nuanced autistic presentations exhibited by some girls and women.**

With regard to this last point, most widely used tools, including those considered to be “Gold Standard” (ie, ADOS-2 and
ADI-R), were created at a time when a male-centric understanding of autism predominated, and were evaluated with
predominantly male samples.®®®! Consequently, it is possible that these tools do not adequately account for heterogeneity
in the behavioural presentation and trajectory of core autism characteristics across autism phenotypes and thus present
a barrier to diagnosis for some girls and women.?*%>% Large-scale studies suggest small-to-no sex differences in core
characteristics when using gold-standard assessment tools, and when controlling for relevant covariates.®*> However, a key
limitation is that most empirical research in this area has been conducted with individuals who present most similarly to
a prototypical male autistic phenotype, that is, those already clinically diagnosed with autism.°® Promising research suggests
gender-specific screening tools may be helpful in identifying autism characteristics more commonly exhibited by girls and
women, especially those without additional language or intellectual difficulties.®” *

With regard to the use of “gold standard” measures, emerging research has also investigated the usefulness of
a female-specific coding framework on the ADOS-2 (the Gendered Autism Behavioural Scale, or GABS).?* This coding
frame proposes additional characteristics which could be captured through the standardised ADOS-2, and which might
include a broader range of autistic characteristics expressed by females. However, the GABS is still in development and
has undergone only limited psychometric validation, therefore we do not recommend its use in clinical settings at the
present time. Thus, when considering all the possible diagnostic data gained from using “gold standard” measures in their
current form, it is important not to focus solely on numerical scores. Rather, in most cases it is more helpful to manually
map qualitative information about behavioural exemplars indicative of autism characteristics, as well as information
about the trajectory, pervasiveness, and impact of these onto the DSM-5 or ICD-11 criteria.”

Additionally, it is important to consider and assess characteristics common to autistic girls and women not currently assessed
using “gold standard” measures. One such feature is camouflaging. As previously discussed, through camouflaging some autistic
girls and women may present with a seemingly neurotypical social presentation in certain environments. It is imperative that at no
point during the referral or diagnostic process, autism is ruled out based on the isolated presence of specific social behaviours (eg,
eye contact).”' However, a diagnostic conclusion that an individual camouflages their autistic traits must also be supported by
diagnostic data. During an ADOS-2 assessment the social interaction and environment may be optimised in such a way to
inadvertently facilitate camouflaging (ie, the assessment lasts approximately an hour or less and involves a structured one-to-one
interaction with a trained clinician in a quiet room).”* Thus, it is important to assess girls and women in additional and/or more
complex or naturalistic social environments where their differences or difficulties may be more apparent. For example, clinicians
could observe girls in the school playground, view their home videos, or interact with girls and women in the clinic for extended
periods of time or over multiple appointments.'® Equally, if not more importantly, clinicians should directly enquire about girls and
women’s experiences of camouflaging by asking open ended questions about strategies and behaviours they may have developed
to mask or compensate for their social differences or difficulties. The Camouflaging Autistic Traits Questionnaire (CAT-Q),*’
a self-report measure, is also useful in this regard, as it can help individuals identify and reflect on their camouflaging behaviours.
However, we note that the CAT-Q does not measure autistic traits, and therefore high scores on the CAT-Q are not necessarily
indicative of an autism diagnosis; there are many autistic people who do not camouflage.”
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Another such feature is mental health conditions. As previously discussed, co-occurring mental health conditions,
common amongst autistic girls and women can overshadow signs of autism and complicate diagnostic assessments.>> For
this reason, mental health screening measures should routinely be included in autism diagnostic assessments for girls and
women, and processes should be in place for referral to appropriate services and/or treatment as relevant. Positive results
need to be followed up with more detailed enquiry and assessment, with particular attention paid to overlapping
constructs common to autism and certain mental health conditions. For example, if avoidance of social situations has
been endorsed on a mental health screener measure, detailed questioning is required to determine the extent to which this
behaviour should be attributed to autism, social anxiety disorder, and a combination of autism and social anxiety disorder.

Summary

There is a diagnostic bias against autistic girls and women, meaning that they are more likely to fly under the diagnostic radar. In
practice, this means that, compared to boys and men, they are more likely to be diagnosed autistic late, or not at all. Partly, this
reflects the fact that sex and/or gender influences how autistic characteristics manifest. Many autistic girls and women do not fit
the common diagnostic consensus about autism which, after all, is largely based on studies in with men and boys predominate.
We argue that existing broad definitions of autism, for example, those in DSM-5 and ICD-11, can be used to assess autism in girls
and women; and also that existing diagnostic processes and instruments are useful for all genders. As such, an assessment that
draws on information from multiple informants (eg, the person being assessed, parents, teachers) and modalities (eg, direct
observation, interview, questionnaire); and which centers around multidisciplinary case discussion is the gold standard for girls
and women, as well as boys and men. Nevertheless, clinicians must be trained in how autism manifests in different genders. This
can help them take a flexible and evidence-based approach to assessing for which specific behavioural manifestations can be
characteristic of autism in girls and women. By following the recommendations listed here, clinicians can be more confident in
producing an accurate diagnosis which will have clinical utility to the individual, particularly for women and girls.
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