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Introduction

Over recent years The Autistic Girls Network has led the way in
raising awareness of autism in girls or others who present in an
internal way. Through this awareness, we envision a system which
will allow autistic girls and women to be seen, understood and to
thrive.

However, 80% of autistic girls remain undiagnosed at the age of 18
(McCrossin, 2022), with huge implications on quality of life and
sense of self. Our white paper ‘Autism, Girls & Keeping It all Inside’
outlined some key features of an internal autism presentation.
Whilst many autistic girls, women and non-binary people saw
themselves reflected in these points, an internalised presentation
checklist is not used within current autism assessment systems,
meaning many continue to be missed.

Research by Cathy Wassell (Autistic Girls Network CEO) has looked
to change this. Through 1123 online questionnaires and 10 virtual
interviews Cathy explored how much autistic women or non-
binary people agreed or disagreed with certain statements on an
Internal Presentation of Autism Checklist (IPAC). Some statements
were heavily validated and areas for change or improvement in
wording were identified in others. What was clear from the
responses was the critical need for systems which recognise the
experiences of those with an internal presentation, and that the
systems use this knowledge to adapt accordingly. Almost all
participants saw their autism diagnosis as positive, supporting
them with self-kindness and in accessing accommodations they
needed.



Introduction

When exploring pre-existing literature, a correlation is noted whereby
those who score highly on the Camouflaging Autistic Traits
Questionnaire (CAT Q) tend to have low scores on Autistic Diagnostic
Observation Schedule (ADOS)(Remnélius & Bölte 2023). In other
words, those who canmask have less outwardly observable autistic
traits and would therefore be missed in traditional autism screening
measures. Within responses to the questionnaires and interviews,
masking is linked with internalised stigma. Further kinds of
internalisation include anxiety and depression to a clinical level.
 
Not only are those with an internalised presentation missed, but the
diagnostic criteria lead the way for practitioners’ attitudes and
understanding, with potential for further inequalities. Currently there is
a clear need for a diagnostic system which is neuroaffirmative and
non-pathologising if autistic people are to develop a positive identity.
The Autistic Girls Network also identifies the need for neuroaffirmative
and non-pathologising approaches across education, workplaces
and society more generally.
 
Below we will explore some themes which emerged in questionnaire
and interview responses. We’ll consider someimplications for these,
both in a future IPAC, and in the ways The Autisitic Girls Network
develops its services in the future.

(continued)



Responses indicated that over 90% of participants were
uncomfortable with conflict. This meant that many women stated
they did not fall out with their friends. However, this sometimes meant
adapting their socialisation style to keep friends. 

Others described feeling on the edge of a group or having no friends.
It was clear that many of the respondents valued and wanted
friendship, describing themselves as loyal friends. Those who had
other close neurodivergent friends reported these relationships as
highly valued. It was important to ‘find your tribe.’ 

Peer support is therefore an important area for future consideration,
and something which The Autistic Girls Network is offering through
their peer support networks.

An Internalised Autism
Presentation and Friendships 



An Internalised Autism
Presentation at School

Those who had not been identified as autistic until later in life
reflected on the impact this had during their education. Impacts
included burnout, mental health difficulties, misunderstanding,
impact on self-worth, learning to be invisible and trauma. 

Whilst lack of support had impacted on this group of respondents,
areas for improvement in education were identified. These included
the importance of support for the unstructured parts of the day, as
these could be more difficult than lessons. However, this divided
responses somewhat as some stated unstructured time would
provide relief from constant task switching in a classroom
environment. Perhaps what needs acknowledging here is that it is the
unpredictable elements of the school day which can cause the most
anxiety.

Another statement which divided responses regarded raising a hand
in class. Some respondents loved to raise a hand, using cleverness as
a scaffold to manage the school day. Others feared drawing
attention to themselves and would appear very quiet at school. Whilst
time out cards were considered helpful by some, these could also be
difficult to use due to avoidance of drawing attention to oneself. 

The Autistic Girls Network has recently launched The Haven, a
supportive online learning centre for neurodivergent girls and non-
binary young people. Here we aim to provide a nurturing and
empowering educational experience, offering a flexible and
neuroaffirmative approach to learning, considering the factors
explored above.



Statements about anxiety divided responses, with some specific
statements deemed not relevant, and other broader statements with
high agreement. Stimming and repetitive behaviours were both
noted to increase at times of stress, as were physical statements
such as stomach aches. It seems particularly important to note the
physical manifestation of anxiety, as interoceptive differences and
alexithymia mean this may be more noticeable for some autistic
people than an emotional shift into stress. In further recognition of an
internalised presentation, many individuals reported a greater
likelihood of shutdown rather than meltdown.

​A statement with the highest level of agreement regarded
experiencing intense empathy, including for animals and objects. This
is particularly important to note when we consider that stereotyped
understandings of autism have often suggested that autistic
individuals lack empathy. 80% of respondents reported working hard
to understand and learn social codes, emphasising the importance
of relationships and friendships. However, this does not mean that
neurotypical peers always offered empathy and understanding in
return, with almost all respondents having experienced bullying to
some extent.
 
​Some respondents noted that understanding their own autistic
identity was crucial in order to recognise their own boundaries and to
understand consent. Without this understanding there was a
vulnerability to compliance and forcing themselves to behave in
ways which were uncomfortable or inauthentic. In turn, this was linked
to higher likelihood of abuse and unhealthy relationships. Some felt
that if they had been recognised as autistic earlier they would have
been less vulnerable to abuse from others.

An Internalised Autism
Presentation, Anxiety and Emotions



An Internalised Autism
Presentation in a Social Context

Alongside the intense empathy mentioned above, most respondents
stated high agreement that they had a strong sense of social justice,
or moral compass which meant they were likely to stick up for the
underdog in whichever way they are able. Commitment to social
justice could cause some difficulties in an education or work-related
context, as many respondents felt they were less likely to recognise
the purpose of social hierarchies and would treat everybody as an
equal. In this way they were more likely to question systems or ways
of doing things, which could be interpreted by others as disruptive or
causing trouble.
 
However, we can witness the wide-reaching impact of autistic
activists such as Greta Thunberg, who feels that her autism allows her
to acknowledge things that others either cannot, or else refuse to see.
Social justice concerns are also commonly cited in Autistic Girls
Network groups, and the neurodiversity movement is itself a social
justice movement. There were also individuals who had a strong
sense of social justice but were too self-conscious to voice them, thus
masking and internalising these beliefs.
 
Around 50% of respondents felt they were more likely than peers to
identify as LGBTQIA+, a divided response, but one which suggests
higher than population average levels of LGBTQIA+ representation in
this group. Moving forward, it is therefore worth considering the
support needs of individuals with these intersecting elements of
identity.



 Over 80% stated that they worked extra hard to
understand people. For some this meant
spending extensive amounts of time and energy
trying to fit in and avoid standing out. Others
spoke of liking brightly coloured hair, tattoos,
piercings etc. but felt they needed to be in a safe
enough environment to express this part of
themselves. Masking was noted as common but
exhausting.

An Internalised Autism
Presentation in a Social Context (continued)



An Internalised Autism 
Presentation and Executive Functioning

When considering executive functioning, there are many co-
occurrences alongside Autism, including other forms of
neurodivergence such as Dyslexia, Dyspraxia and ADHD. Whilst this
can make it difficult to fully distinguish between them, similar themes
are noted within responses and similar accommodations and
support needs identified as a response. Respondents identified
difficulties in breaking tasks down into manageable chunks or
building a plan.

​However, strengths were noted in the areas of hyperfocus with almost
all saying they were likely to have an intense focus on what is of
interest. This could cause challenges if they were interrupted whilst in
flow and means transitions may be difficult and jarring. These
statements support the concept of monotropism, a theory of autism
which explainsthat autistic people tend to thrive when focused on a
narrow range of interests but can become stressed when pulled
between tasks or needing to task switch. When considering learning
and work environments for autistic individuals, this therefore
emphasises the importance of focused time in quiet and distraction
free environments.



Implications for the future

This research builds upon and expands the current evidence base for
an internalised autism presentation. Several suggestions can be
implemented to improve the IPAC including rewording some
statements which could be seen to have double meanings. Questions
which require comparison with other people also need to be
reconsidered as they require the autistic individual to draw inferences
about what other people may be thinking or feeling, when this is not
always possible. Whilst there are some improvements to be made,
there is an overall acknowledgment of the need for such an autism
measure and strong validity in many statements. A next step should
include full validation of two IPAC measures - one for adults and one
for children.
 
​Moving forward, The Autistic Girls Network will continue to take a
neuroaffirmative and non-pathologising approach, seeking to ensure
autistic girls and women are recognised earlier, that diagnosis is
more accessible, and ensuring support is more tailored and
appropriate for those with an internalised autism presentation.
Currently it is thought that an internalised presentation is more
common in women, girls and non-binary people, but this is a further
area for exploration, to ensure all that need to can understand their
internal experience.
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