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Abstract

Background: There is increasing recognition of under-representation of autistic women in the
academic literature and the impact of this on understanding, diagnosis, and support. Previous
research has suggested that autistic women have poorer quality of life (QoL) than the general
population. However, these findings have been established through use of QoL measures
based on non-autistic norms and priorities.

Methods: This qualitative study used bottom-up, reflexive thematic analysis methods to
explore how ten autistic women defined good QoL, and the factors identified as key to
achieving this, using individual semi-structured interviews.

Results: Findings indicate four main themes that represent routes to good QoL: positive sense
of self; feeling supported, autonomy;, inclusion. Participants noted that being autistic itself
was not a determinant of reduced QoL. Instead, participants’ QoL was underpinned by the
extent to which participants understood themselves, others understood and accommodated
their needs, and the person-environment fit.

Conclusions: The findings of this study align with a positive approach to neurological
difference and have implications for diagnosis, post-diagnostic support and applications of

current QoL measures for autistic women.
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“I’m not mad, bad, and dangerous ... simply wired differently”: Exploring factors

contributing to good quality of life with autistic women

Introduction

Autistic women and girls: a distinct group

Autistic women and girls have been found, at group level, to manifest a distinct phenotype
when compared to autistic men and boys (Lai et al., 2015). Core diagnostic features, such as
areas of intense interests (Allely, 2019), levels of social motivation (Sedgwick et al., 2019)
and social communication (Sturrock et al., 2019a), have all shown sex/gender-distinct
features. It is likely that differences in these observable behaviours have contributed to the
known disparity in autism diagnosis between males and females (3:1; Loomes et al., 2017)
and later age of diagnosis (Rutherford et al, 2016). Lack of accurate diagnosis is a barrier to
accessing appropriate clinical services (Kanfiszer et al., 2017) and forestalls the process of
self-validation and autistic peer-engagement associated with better emotional well-being
(Leedham et al., 2020). Further, autistic women are more likely to camouflage their autistic
traits in social situations compared to men (Hull et al., 2017). This decreases the
identification of autism (Bargiela et al., 2016). It can also bring additional implications for
wellbeing: while particular skills in camouflaging may contribute to ‘passing’ as non-autistic
and result in certain levels of attainment, the pressure of doing so can have exponential costs

for the wellbeing of the individual (Cage et al., 2018).

While the profile of autistic women and girls can look different to autistic males, this group is
also distinct to non-autistic females, for example, in terms of friendship quality (Head et al.,
2014) and social communication (Sturrock et al., 2019a/b). Heterogeneity is a defining
characteristic in autism (Lombardo, et al., 2019), and variation between individual women
and girls is anticipated. However, there exists broad commonalities in terms of autistic
presentation, barriers to diagnosis, social motivation, ability to mask difficulties and
implications of all the above on mental health. For these reasons, it is likely that the group
may offer collective insight into describing and defining their hopes, ideals, apprehensions
and ambitions (i.e., Quality of Life). These commonalities may be informative when

developing targeted support to the group and establishing future research questions.

Quality of Life measurement for autistic groups
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Quality of life (QoL) refers to the standards of well-being, happiness or comfort experienced
by an individual or group. Established measures, such as the WHOQOL-BREF (WHOQOL
Group, 1998), covering domains of physical health, psychological health, social relationships,
and environment, have consistently demonstrated poorer QoL for autistic individuals (Ayres
et al., 2018). However, while both self-report and proxy (parent/carer) respondents estimate
autistic individuals’ QoL to be lower than non-autistic peers, proxy reporting typically yields
poorer scores and seemingly over-estimates low QoL for autistic individuals (van Heijst &
Geurts, 2015). This may contribute to mis-interpretation of the autistic experience (Kim,
2019). For example, Hong et al. (2016) explored both the proxy and self-reported scores of
QoL for autistic individuals, and found discrepancies in the social relationship domain. This
exposes the distinct possibility that a non-autistic individual might view an autistic person’s
relationships as less fulfilling than the individual themselves, based on normative

expectations.

Even when autistic individuals self-report QoL, there is concern that traditional measures
reflect non-autistic priorities and aspirations (Ayres et al., 2018), and this could contribute to
the lower outcomes reported in the literature. Research with autistic men has demonstrated
how alternative priorities, such as focus on a special interest can improve outcomes in
employment, aligned with increased motivation and passion (Webster & Garvis, 2020). In an
attempt to reflect different priorities, McConachie et al. (2018) collaborated with autistic
people to add nine questions to the WHOQOL-BREF for an Autism Specific QoL measure
(AsQoL). Although this measure had some advantages in positively recognising autistic
difference, a psychometric evaluation suggested that wording and scoring of the AsQoL
generated lower scores for autistic women compared to men, which was not reflective of their

actual QoL (Williams & Gotham, 2021).

Autistic women, like their non-autistic counterparts (Orfila et al., 2006), typically score less
well than men on QoL measures (Kamio et al., 2013; Graham-Holmes et al., 2020). Factors
attributable to the female experience more generally, such as greater likelihood of precarious
and temporary employment (Menendez-Espina et al., 2020) may coalesce with those more
specific to the autistic woman’s experience (e.g., coming to terms with later-age diagnosis,
lack of access to dedicated services and camouflaging autistic features in work or social
spheres; Cage et al., 2018; Hull et al., 2017; Leedham et al., 2020). In fact, intersecting

demographic factors, such as being female and part of a minoritised group, have been found
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to exert an exponentially adverse effect on QoL (Washington & Randall, 2022; Saxe, 2017).
Poorer outcomes according to sex-gender are most pronounced for autistic adults, but not
replicated with autistic children (Kuhltham et al., 2010) or the elderly (Totsika et al., 2010).
Although it is unclear why this might be, autistic women may be a particularly important

group to consult with, in order to explore contributing factors to their QoL.

Exploring factors contributing to good quality of life

Understanding factors contributing to QoL for autistic women and girls has been identified as
a research priority, which can contribute to much needed service development (Halliday et
al., 2015). As QoL is individually and internally constructed, first-hand perspectives, rather
than second-hand evaluations of externalised ‘behaviours’, are critical to our understanding.
Additionally, by asking open questions on QoL themes (rather than collecting responses to
closed questions in a survey format), we can shift away from non-autistic assumptions and
biases in order to explore what autistic people themselves consider is (and is not) important in
achieving good QoL. As some studies have shown that autistic women and girls may have
advantages in self-awareness compared to autistic males (Lai et al., 2011; Sturrock et al.,
2019b) these methods may offer a particularly advantageous opportunity when exploring the

autistic experience.

A positive psychology framework, consistent with the neurodiversity paradigm, may be an
appropriate lens through which to explore these phenomena. Historically, autistic traits have
been pathologised, by being researched and treated in the context of a medical disorder
(Robertson, 2010). However, the ‘deficit’ model is strongly contested, with detractors
arguing that neurological, cognitive and behavioural variation is a natural and valuable part of
human diversity (Kapp, 2020). Aligned with this, taking a positive psychology standpoint
means it is possible to prioritise an individual’s strengths (Peterson, 2008), namely, thoughts,
feelings, experiences and influences which contribute to a positive state of being. In this way,
focus moves away from the assumption that suffering is a certain consequence of autism
(Kapp, 2020). The neurodiversity framework has also placed emphasis on the person-
environment fit, for example promoting the benefits of inclusive adaptations (Krzeminska &
Hawse, 2020). Therefore, by focusing on positive life experiences, it may be possible to

uncover improvements in QoL attributable to environmental adjustments.
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This study is focused on autistic women, Assigned Female at Birth (AFAB). We recognise
that this is an arguably narrow definition of ‘women’ and that many autistic people do not
identify their gender with their sex assigned at birth. Indeed, binary gender identities are less
common in the autistic versus non-autistic population (Warrier et al., 2020). While there are
likely to be many areas of shared experience between gender-diverse individuals and autistic
women AFAB (e.g., complex pathways to diagnosis and limited access to appropriate
services: Strauss et al., 2021), people with minoritised and marginalised gender identities can
face prejudice and discrimination over and above those experienced by women AFAB (Black
et al., 2023). For this reason, we chose to focus this study on women AFAB but fully
acknowledge the need for further research into QoL of people of all genders.

In summary, to fully understand the factors, which contribute to good QoL in autistic women,
it is important that we explore the perspectives of individuals from this distinct group.
Positive psychology approaches can focus data collection on individuals’ strengths, thereby
offering a neurodiversity-affirming reflection on their experiences. From this perspective, the

current study seeks to address the following gaps in our understanding;:

(1) How do autistic women define good QoL?

(i) ~ What factors described by autistic women are key to achieving good QoL?
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Method

This study aimed to reflect the genuine views and experiences of autistic women with respect
to their QoL. There are concerns that the autistic experience will be misunderstood or
miscommunicated by non-autistic researchers (Milton, 2012) and this may be especially
problematic when studying the lived experiences of a minoritised group such as autistic
women. To mitigate these types of misinterpretation, an autistic female researcher (KT) was
central to all stages of research design, including generating research questions, designing
study procedures and analysing data. Additionally, all materials and procedures were
reviewed by autism@manchester, expert-by-experience group, in line with best practice in
community engagement (NIHR, 2015). Co-production leads to a more authentic
representation of participants’ accounts (Fletcher-Watson et al., 2018) and can ensure autistic

perspectives remain prioritised throughout the research cycle (Nicolaidis et al., 2019).

Recruitment

Study adverts were disseminated through relevant social media (e.g., posts to
autism@manchester Facebook page and Twitter account). By carefully explaining this
study’s focus on women AFAB, advertisements aimed to clearly outline and explain the
inclusion criteria at the outset of recruitment and thereby minimise the potential for distress
through individuals being later excluded from research for which they believed they were
eligible (Austin & Goodman, 2017). Prospective participants contacted the research team,
after which they received an information sheet and interview schedule. Participants were
asked to confirm they met inclusion criteria. At the start of each interview, eligibility was

verified and informed consent obtained.

Participants

Eligibility was determined by the following inclusion criteria: (1) >18 years old; (2) autism
diagnosis from a certified professional/institution; (3) identifying as a female and AFAB; (4)
UK Citizen; (5) fluent English speaker; (6) without an intellectual disability (self-defined).
These constraints allowed deep exploration of the specific experiences of the target group,
without undue influences from other factors. Importantly, autism diagnosis is known to affect
an individual’s self-perception and feelings of inclusion within community groups (Crompton
et al., 2022). For this reason this study targeted diagnosed (rather than a mixture of diagnosed

and self-identifying) autistic interviewees.
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Participant recruitment was responsive to the iterative stages of data analysis, that is, it
continued until the researchers determined that there was sufficient detail to address the pre-
determined research questions. To this end, ten autistic women were recruited before data

collection was deemed sufficient. Group characteristics are shown in Table 1.

Table 1 approx. here

Table 1: Participant characteristics shown at group level

Characteristics Sample  M(SD)
Age when interviewed (range in years) 22-64 41.9(14.75)
Age at autism diagnosis (range in years) 13-62 37.9(16.65)
Number of years since diagnosis (range in years) 0-10 4(3.53)
Ethnicity n (%):

- White British 7(70)

- White Irish 2(20)

- Other White 1(10)
Occupation/employment status n (%):

- In employment 5(50)

- Student 2(20)

- Housewife 1(10)

- Unemployed 2(20)
Additional confirmed neurodevelopmental and/or mental health diagnoses
n (%):

- Depression 4(40)

- Anxiety 3(30)

- Attention Deficit Hyperactive Disorder 1(10)

- Anorexia 1(10)

- Post-Traumatic Stress Disorder 1(10)

Suspected additional neurodevelopmental and/or mental health conditions
— undiagnosed n (%):

- Attention Deficit Hyperactive Disorder 5(50)
- Anxiety 2(20)
- Dyspraxia 2(20)
- Dyscalculia 1(10)
Highest level of education n (%):
- GCSE/equivalent 2(20)
- A Level/equivalent 2(20)
- Undergraduate degree/equivalent 1(10)
- Postgraduate qualification 5(50)
Procedure

The primary researcher (AP: female AFAB, aged 24 years, White British, non-autistic)
conducted interviews using whichever communication method was preferred by the

interviewee. Six participants chose on-line video-call, two chose telephone and two chose
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internet text-exchange. Video-call and telephone interviews ranged from 36 to 71 minutes

(M=56.13, SD=12.02), and text-exchanges were approximately 90 minutes.

During the interview, a semi-structured approach was undertaken, allowing the interviewer
flexibility to discuss responses and probe points of interest raised by participants (Bearman,
2019) in response to the schedule (see below). The interviewer made notes, representing their

initial interpretation of content.

Due to the potential for eliciting sensitive subject matter, a distress protocol was put in place.
The first stage of this protocol was followed in three interviews, specifically, a break was
offered due to tearfulness. However, all interviews were resumed and completed within a

single session, resulting in ten transcripts.

Following the interview, all participants were debriefed and offered a lay summary of the

findings at study completion. There was no financial compensation for participants.

Interview schedule

An interview schedule was developed to address primary research questions. It focused on
four key areas of QoL, as previously identified in the WHOQOL-BREF (WHOQOL Group,
1998), specifically, physical health, psychological health, social relationships, and
environmental health. Unlike the WHOQOL questionnaire, open questions were devised
which could elicit responses on the key areas without pre-empting specific content, for
example, ‘What aspects of physical health are important for your QoL?’ Question
development was also informed by the existing autism literature. For example, rather than
asking about support received from friends (WHOQOL Group, 1998), the interview asked,
Q7 ‘What kind of relationships are important to you?’ and Q8 ‘When you need support from
other people, are you able to get it?’ By so doing, any preconception about the centrality of
friends in support networks was removed and interviewees were able to define this in their
own way (Sedgewick et al., 2019). A final draft of the interview schedule was then evaluated
by autism@manchester advisory group, who made recommendations on question format and

procedure. For the full interview schedule, see Appendix A.

Ethical approval was granted by The University of Manchester, Research Ethics Committee

for all stages of recruitment, data collection and analysis.
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Data Analysis

The analysis method was inductive and idiographic, focusing on the unique lived experience
of each participant, following Braun and Clarke’s (2006, 2021) guidance. The process was
led by the primary researcher (AP). The rest of the team (all female, AFAB, aged 39-46

years, one autistic, two non-autistic) took part in specific analytic activities.

AP exported text-transcriptions of interviews from the conferencing platform then manually
checked transcripts against audio recordings and notes. In the first phase of analysis, all
researchers independently became familiar with one transcript by reading, re-reading and
documenting initial ideas, then conducting line-by-line analysis and independently generating
codes. The first team meeting, led by AP, encouraged reflexive thinking on this process, to
ensure alternative interpretations were explored by the team and reflective thinking was
undertaken (Braun & Clarke, 2021). Differences in interpretation were resolved through
debate and team consensus, taking into account the notes taken by AP during the interviews.
At the close of the initial meeting, a provisional coding scheme was produced. This was
applied to a second transcript by all researchers, during the next round of independent reading
and coding. In a second meeting, the team reflected on the existing codes in light of the
second transcript. They also began to cluster related codes into a provisional set of
hierarchically organised main and subordinate themes. The process of refining the codes and
thematic framework continued in a third phase of independent analysis. At this point team
discussion reflected on whether the research questions were well represented by the data and
made minor adjustments to the existing thematic framework to ensure these findings were
transparent. In a final phase, AP continued independent analysis of a further seven successive
transcripts. Minor adjustments to the thematic framework were undertaken in consultation
with the team via email. At this point, the team were satisfied that the data successfully
answered the research questions and offered sufficiently rich data to corroborate the thematic
analysis. The final set of themes was tabulated (Appendix B). The remainder of the research
team reviewed the resulting thematic framework and supporting quotations, and agreed that it

was a good representation of the data.
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Results

Four main themes and 17 subordinate themes were generated (Table 2) providing rich data to
answer our research questions. The four main themes were identified in all ten transcripts.
These were: positive sense of self, feeling supported, autonomy, and inclusion. Figures
provide detail on the composition of all main and subordinate themes. Themes directly
addressing research questions are discussed in the text with supporting quotes. Pseudonyms
are used throughout.

Table 2 approx. here

Table 2: Main and Subordinate Themes from 10 autistic women answering interview questions on achieving self-
reported good quality of life

1. Positive sense of self 2. Feeling supported 3. Autonomy 4. Inclusion

a. Self-understanding a. Autistic community a. Creating the ideal a. Non-autistic

b. Mental health b. Family environment understanding of

c. Sense of purpose c. Understanding from b. Physical health autistic experience

d. Personal strengths professionals c. Self-accommodations  b. Communicating needs
d. Romantic relationships d. Special interests c. Accommodations
e. Friendships d. Accessibility of

services

Main theme 1: positive sense of self
All participants described how a positive sense of self aligns with QoL. Figure 1 denotes the

themes alongside data-driven codes.

Figure 1: Positive Sense of Self: Main Theme, Subordinate Themes, and Codes
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Figure 1: Positive Sense of Self: Main Theme, Subordinate Themes, and Codes
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Many described diagnosis as improving self-understanding (1.a). This was partly due to
diagnosis legitimatising difficulties and allowing a shift from self-blame towards positive
self-acceptance and thereby better well-being.
“There are a lot of things that...I was blaming myself for, but then I realised there’s an
actual reason behind why I don’t understand certain things...so that was just like a massive

weight off my shoulders” (Chloe)

However, some participants acknowledged that achieving this shift was challenging.
“Self-acceptance is definitely a continuing path. You think you’ve got there, and then you're

like, oh no...I want to change this about myself” (Bethany)

The journey to self-acceptance was often seen as non-linear, and reliant on the individual’s
ability to self-reflect and desire for personal growth.
Self-understanding and diagnosis were also discussed in relation to mental health (1.b).
Several participants described how, prior to diagnosis, they had experienced mental health
difficulties without understanding why.

“Prior to [diagnosis] there would be so many outbursts and silences where I just couldn’t

say a word...I now know these were shutdowns and meltdowns” (Jackie)

Diagnosis supported self-understanding and was associated with recognising the source of

mental health difficulties.
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“I realized that I'm not mad, bad and dangerous...simply wired differently” (Freya)

It was also associated with getting appropriate support that met both the individual’s mental
health and neurotype needs.
“Other therapists have given...more general advice, [with the autism specialist] it’s more

targeted to the way that I think” (Chloe)

A sense of purpose (1.c) was commonly reported in relation to developing a positive sense of
self. For many ‘helping others’ was key to this; for example, Lisa compared her previous
work in a sales team to her preferred occupations.
“It was just so meaningless...I just had no motivation, like I didn’t care if they sold their
[items] or anybody else did or if nobody sold any, it just didn’t matter to the world. So, yeah,
things that make the world a better place I guess, being able to do some of that” (Lisa)

In many cases, personal strengths (1.d) were associated with sense of purpose. Therefore,
being good at something and able to enact that, through employment or volunteering,
improved participants’ sense of self. Interviewees identified drive, attention to detail and
having an alternative viewpoint as underpinning their personal strengths. Empathy was also
identified and linked to a having a purposeful occupation.
“If [ don’t have that deep level contact, if I'm not really feeling like I'm...just connecting
with people...through my job, helping people...then there’s something missing in my life”
(Eve)

Engagement in autism advocacy and activism also offer a meaningful sense of purpose.

Main theme 2: feeling supported

QoL was improved by feeling supported. This theme was unanimously described by

interviewees. Figure 2 highlights themes alongside codes.

Figure 2: Feeling Supported: Main Theme, Subordinate Themes, and Codes
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Figure 2: Feeling Supported: Main Theme, Subordinate Themes, and Codes
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A key source of support discussed in several transcripts was the autistic community (2.a).
“It’s like coming home, it’s like finding your people, you know, suddenly people think like

you do, you re not having to explain things to them” (Grace)

Several participants reiterated how safety and comfort were derived from supportive
relationships with like-minded others. However, it was also clear that interviewees valued the

effort made by non-autistic people.

In particular, family members (2.b) who embraced the new diagnosis were integral to the
individual feeling supported.
“I am so grateful to my family for this, once they knew...my brother in particular, researched

it a lot, they listened to me. They listen to what I need” (Vicky)

Where the interviewees’ families did not accept or embrace the new diagnosis, individuals
felt less supported.
“It’s been very sad that they haven’t necessarily wanted to support me in the way that ['ve
needed them to, just by trying to understand about neurodivergence and by that token

understand me in a different way” (Rachel)
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Understanding from professionals (2.c) regarding an individual’s autistic or specific needs
was seen as critical to participants feeling supported. For example, Lisa described how poor
understanding of her communication needs resulted in a breakdown in support from her
mental health team.

“[They] wouldn’t explain to me what the options were. And then I said, ‘well if you can’t tell
me what the options are, then I can’t tell you what you can do for me’. So they were like, ‘oh,

shall we just leave then’. So then they just left” (Lisa)

This description shows how mutual misunderstandings can occur between autistic and non-
autistic individuals within professional interactions. Importantly, however, the negative
consequences were more significant for the autistic person due to lack of access to services

and impact on well-being.

Interviewees commented on how romantic relationships (2.d) contributed to feeling
supported. They were very important to some, for example, Eve described her husband as her
primary relationship,
“We are very much, best friends and do a lot of things together and support each other and
help look after our families together” (Eve)

There was a sense that long-term relationships could improve a person’s sense of security and
stability (Lisa). They could also offer a space for where it was acceptable to be true to
oneself.

“I didn’t have to pretend to be someone else, I didn’t have to be smiley, or chatty..., or make

eye contact, or know when to speak and when not to. I could say what I liked” (Jackie)

However, this was not unanimously agreed upon and some interviewees identified a need to

‘be on my own’ (Freya).

Friendships (2.e) were universally seen as beneficial to QoL, and were also commonly linked
to feeling supported. Friends offered a deep connection with another person, namely, being
able to discuss thoughts and feelings and getting through difficult life events. For some, it

was the sense that you could be open and honest.
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“If I get the text that says, ‘how are you?’...I can actually say ‘I'm feeling bloody awful, this
is happening’” (Rachel)
For others, friendships were based on like-mindedness and/or shared neurodivergence. This
could entail recognising each other’s support needs
“There's also something about both of us being quite careful with our own self-care...I know
that if I ring him up and say look, can you listen or can you sort this, if he can't he'll say so,

and he knows the same with me.” (Freya)

Equally, sharing joy over specific interests was seen as important to good QoL:
“The best thing is talking to another autistic person with the same special interest because

you can just talk endlessly about it” (Grace)

Main theme 3: Autonomy
Having autonomy was integral to better QoL as described by all participants. Figure 3 shows

themes and codes.

Figure 3: Autonomy: Main Theme, Subordinate Themes, and Codes

Figure 3: Autonomy: Main Theme, Subordinate Themes, and Codes
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Several participants identified how autonomy interacted with creating the ideal environment
(3.a). Freya described how her QoL was improved by cultivating a lifestyle in tune with her
preferences.

“Living where I want to, how I want, doing my dream job...having my cats, my harp, my

friends...it’s something I've created” (Freya)

Autonomy meant individuals could make and enact choices, thereby managing their
environment and their own well-being. Home ownership and financial security were strongly
associated factors. For example, when asked about things that make her feel good about
herself, Vicky stated:

“Having paid off the mortgage” (Vicky)

Where housing and financial security were not established, individuals felt less autonomous

and less able to manage their environment, which contributed to lower QoL. For example,

Lisa discussed the lack of control experienced whilst being in receipt of government benefits.
“The insistence on [having] ...reassessments after certain periods...that means that there’s

no stability in my life. Because I could be going into crisis at any point” (Lisa)

Participants also discussed physical health (3.b) as important for maintaining one’s chosen
lifestyle.

“I'm quite scared if something happens to me physically because I'm so used to...having the
ability to do everything, it would really scare me [to be dependent], because it would be such

a change in my life” (Eve)

The ability to enact self-accommodations (3.c) was commonly associated with a strong sense
of autonomy. For example, several interviewees described how they pro-actively balanced
participation in preferred activities with the associated costs to their energy levels.

“[alone time is] very important, it’s the space of it, not having to perform, just to be. It’s

really important after socialising because it takes a lot of quiet time to get over” (Jackie)

By doing this, individuals could feel in control of their effort expenditure. They could also
prioritise time spent engaging in special interests (3.d).
“The beauty of being autistic is that...if we enjoy something, we can really get into it...so 1

think it’s just sort of nice to allow yourself to do that” (Chloe)
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The ability to prioritise special interests was associated with autonomy and contributed to
feelings of enjoyment and, thereby, QoL.
“They have a life of their own, if [ don’t make time for them, they force me to, attention-wise,

and that keeps me going, because the enjoyment is elation with a special interest” (Alice)

Main theme 4. inclusion
All participants discussed how inclusion (or lack of it) influenced their QoL. Figure 4

displays themes and codes.

Figure 4: Inclusion: Main Theme, Subordinate Themes, and Codes
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The subordinate theme, ‘non-autistic understanding of autistic experiences’ (4.a) was
reported as an influential factor contributing to feeling included in social activities or not.
Participants reported how difficulties navigating the non-autistic world could lead to feeling
like the odd one out.

“It feels like I'm a left-handed person in a right-handed person’s world” (Eve)
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Negative perceptions and misconceptions about autism were also identified as a barrier to
inclusion. Several participants described concerns about disclosing their autism to others for
fear of negative judgement.

“I don’t want them making judgements about what I can do because they 've got a stereotype

in their head about what an autistic person is” (Grace)

Effectively communicating needs (4.b) was critical for establishing an inclusive environment.
Where this occurred participants described benefits to their QoL.
“I said, very nervously, I'm afraid I can’t work in an internal room, because of the light, and

they said that’s fine, we’ll just swap you round to a room with natural light” (Freya)

Where an individual felt enabled or supported to communicate their needs, these could be
met successfully. Other individuals, for various reasons, felt dis-enabled or unsupported in

making those requests, affecting feelings of inclusion and overall QoL

Pro-active accommodations (4.c) on the part of others were helpful in creating a sense of
inclusion. These could reduce feelings of “‘pressure’ (Chloe), and result in better outcomes for
all, for example, in the workplace,

“If you're forced to try and work in a way that involves a lot of your weaknesses and doesn't
play to your strengths, you're not going to achieve as much. But if you allow someone to work

in their strengths, they could be your most outstanding employee” (Eve)

Interviewees described feelings of acceptance and improved self-worth due to other people’s
accommodations. Inclusion also contributed to the individual’s QoL by interacting with other
themes: feeling supported and positive sense of self.
Inclusion relating to medical services (4.d) was also discussed. Some services demonstrated
inclusive practices

“The people make you feel very at home...They explain everything to you, they give you all

the information...they were nice, I think is the main thing” (Bethany)

However, others did not. Interviewees noted barriers to accessing general practitioner
surgeries and hospitals, namely, sensory issues related to noise, crowds and unclear

communication of information.



SELF-DEFINED QUALITY OF LIFE IN AUTISTIC WOMEN

Lack of knowledge about autism or dismissive attitudes towards autistic needs were also

noted as barriers to services and this extended to lack of post-diagnostic support. In some

cases, the autistic diagnosis perversely reduced access to services,

“I shouldn’t have mentioned I was autistic really, because I could have got counselling...they
said that they didn't think that their service would be able to support me because I needed a

more specialized service” (Bethany)
In contrast, where autism was better understood, support was more appropriate.
“I found like a new therapist who specialises in...autism...and also I found like quite good

support through my university, they have a really good disability team” (Chloe)

Overall, variation in inclusion practices contributed to variability in the individual’s QoL.
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Discussion

This study offers new insight into how autistic women define good quality of life and which
factors they consider key to achieving better outcomes. Four main themes were identified
from the data: positive sense of self, feeling supported, autonomy, and inclusion. While these
themes differ from headings currently existing within established measures of QoL
(WHOQOL Group, 1998), there is considerable overlap in terms of the content. For example,
both describe the importance of physical and mental health, self-perception, security and
financial stability, access to meaningful occupation and leisure activities, independence,
autonomy and validations from friends, family and partners. However, the differences are in
the details. What this study brings, in particular, is a better understanding of how autistic
women prioritise themes relating to QoL, and how they interpret their own success in each
area. The findings have significance for any individual offering practical or emotional

support to autistic women and those engaged in developing much needed support services.

The first main theme showed positive sense of self as a key factor for good QoL. Like
findings from Webster and Garvis (2017), participants indicated that diagnosis enabled
improved self-awareness and confidence. Previous research has shown how autistic adults’
QoL self-ratings improved in response to interventions encouraging autism awareness and
acceptance on the part of the autistic individual (Hesselmark et al., 2014). Therefore, later age
of diagnosis (Lai et al., 2015) and subsequently delayed acceptance of the autistic-self may
have a significant effect on QoL for autistic women and points to benefits from early
diagnosis. This mirrors findings from other clinical groups, where diagnosis provides the
individual with self-knowledge, access to strategies and support, ultimately improving QoL
(Connell et al., 2012). Positive sense of self-aids autistic women in being active agents in
creating their own good QoL through embracing rather than repressing autistic traits. Like
autistic men (Webster & Garvis, 2020), identifying personal interests and strengths, such as
‘drive’ and “attention to detail’, allowed individuals to align their pursuits accordingly.
However, unlike previous research into autistic men, women in the current study also
frequently identified their ability to be empathetic and altruistic as a personal strength,

challenging ‘lack of empathy’ stereotypes often associated with autism (Harmsen, 2019).

The second main theme highlighted feeling supported as a key factor for good QoL. This
theme reflects commonly identified predictors of better QoL, in both autistic (Mason et al.,

2108) and non-autistic clinical groups (Connell et al., 2012). For autistic women, the autism
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community itself was identified as a source of support, thus allowing individuals to
experience acceptance and mutuality. In previous research, engagement with autistic
community groups has been shown to improve self-reported QoL scores (Hesselmark et al.,
2014; Garcia-Villamisar et al., 2010). This may be particularly important for autistic women,
given the greater perceived pressure to assimilate to social norms in non-autistic groups and
greater fatigue associated with this (Cage et al., 2018). Feeling supported was also strongly
associated with feelings of acceptance. Families who were perceived to accept and support
the autism diagnosis contributed to feelings of better QoL. This phenomenon reflects findings
in the wider literature, where positive correlations are found between parental acceptance of
chronic childhood conditions, and the child’s self-reported QoL (Sairanen et al., 2022). It
might also indicate the need for acceptance training aimed at families in line with an autism-
affirming stance (Kapp, 2020), to improve QoL for autistic people, through acceptance and

affirmation of autistic traits.

Main theme three pointed to autonomy as a key factor for good QoL. Autonomy is a key
predictor of QoL for a number of marginalised groups (Brown & Brown, 2009; van Leeuwen
et al., 2019). In the current study, autistic women reported high awareness of their needs,
interests, and values and self-accommodation of these was associated with good QoL.
Autistic women in particular have been shown to develop a distinct and authentic self-
identity, transcending autistic and female stereotypes (Mo et al., 2022). Therefore, this theme
emphasises the benefit of living authentically aligned to one’s views, desires, and needs.
However, the ability to enact necessary adaptations to meet the individual’s needs was varied,
and was often aligned with their financial independence and/or confidence to self-advocate
with service providers. Like women more generally, QoL was associated with financial
security (Menendez-Espina et al., 2020) but there was great variation between the
individuals’ capacity to achieve this. Graham-Holmes et al. (2020) found that lower QoL
scores for autistic women (compared to men) were in part driven by reduced feelings of self-
efficacy, meaning this area might reflect a particular disadvantage for many autistic women.
Like autistic men (Webster & Garvis, 2020) there was some satisfaction in raising to
challenges and being able to navigate the non-autistic world. However, while the women in
this study often noted fatigue and emotional effort associated with self-advocacy, this was not
a feature reported by autistic men in the earlier work. It is not clear if this is due to under
reporting of emotional burden on the part of the men, or higher rates of internalised emotional

impact for the autistic women. Either interpretation might be supported by the literature
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(Boyd et al., 2015; Rice et al., 2018). Participants in the current study noted that their ability
to partially ‘fit in” may improve their chances of autonomy, and this may be a particular
advantage for them (Sedgewick et al., 2019). However, as previously noted, fitting in can in
itself incur personal/emotional costs (Cage et al., 2018). The implications in either case are
that autistic individuals should have access to pro-active support to mitigate the negative
effects of ‘coping’ in a non-autistic world. Success in autonomy typically entailed feeling
able to balance and manage the demands of the non-autistic world by creating a life that
allowed space for existing authentically. However, not all participants felt able to achieve
this. Supporting individuals to live authentically would be an important step towards
improving QoL and reducing the disparity of experience between individuals. Living

authentically also represents a priority not well identified in current QoL measures.

Main theme four shows participants defining inclusion as a key factor for good QoL and
highlights the importance of the person-environment fit in achieving this. Employment
(and/or meaningful occupation) are well-recognised factors contributing to QoL for both
autistic individuals (Mason et al., 2018) and other marginalised groups (van Leeuwen et al.,
2019). However, the relationship between reasonable adjustments and QoL are less well
characterised in the literature. Notably, reasonable adjustments on the part of the employer
was not a strongly reported theme identified by autistic men as contributing to personal
success (Webster & Garvis, 2020). However, findings in the current study indicate that
autistic women value accommodations (which they equated with feeling ‘included’ by others)
and this was aligned with better QoL. This reflects previous work which found that
accommodations, alongside employer support and understanding, aided autistic people’s
functioning and performance at work (Khalifa et al., 2019) and that supportive environments
aid self-efficacy and self-defined success for autistic women (Webster & Garvis, 2017). In
this way, ‘goodness-of-fit’ between the autistic woman and her environment may underpin

QoL and highlights the need for adaptations to non-autistic spaces to encourage inclusion.

The current study has implications for interpreting QoL responses when using existing
measures with autistic women. Although main themes from this qualitative investigation are
covered to some extent in published measures, the current study suggests that certain facets
require more emphasis for this group. For example, in the WHOQOL-BREF (WHOQOL
Group, 1998), ‘autonomy’ is mainly explored in relation to the physical environment, while

participants in this study also associated success in this domain with opportunities to choose
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how they spent their time. Equally, the concept of ‘social support” appears inadequately
captured by current QoL measures. Specifically, there is little acknowledgement of the effort
required to establish effective support networks, for example, seeking relationships within the
autistic community or educating family and friends on neurodiversity. While many themes
are resonant for all autistic individuals, this study identified some areas where QoL priorities
appeared particular to the autistic women interviewed, for example, improving sense of self
through empathic and altruistic pursuits. Additionally, using ‘fitting-in’ strategies to achieve
success in employment and access to health services was representative of autistic women’s
experience, as was the elevated reporting of emotional implications from doing so. Finally,
‘accommodations’ are deemed an important factor for autistic women, but are not prioritised

as a central theme in current QoL measures.

Limitations

This study was conducted in response to the need for research exploring the experiences of
autistic women, given the historic focus on autistic men (Gould, 2017). The inclusion criteria
was ultimately constrained to offer a focus on the experiences of autistic women, who had
experienced self-reported ‘good quality of life’, which in itself is likely to contributed to a
sample bias. Participants were notably white, adult but not elderly, many were in employment
and most were highly literate. These factors are likely to have an intersecting relationship
with QoL and limits our interpretation of findings to the wider population. The purpose of
this research was to expose factors identified by the autistic community as contributing to
better QoL. Clearly, further exploration is required with diverse populations in order to

highlight views and experiences of other autistic groups.

Additionally, this study focused on women AFAB, a decision made in acknowledgment of
the likely differences in life experiences between these and gender-minoritised individuals
(Lai & Szatmari, 2020; Cooper et al., 2022). It was felt that experiences of autistic
individuals who are also gender-diverse would be better explored in a distinct piece of
research. While lack of sample diversity is therefore a limitation for the current study, we do
offer a deep and rich exploration of a tightly constrained group, who remain under-

represented in the literature.



SELF-DEFINED QUALITY OF LIFE IN AUTISTIC WOMEN

Relatedly, the small sample size and qualitative methods employed in this research mean that
relationships between QoL and individual characteristics, such as age, age of diagnosis, etc.
could not be quantitatively established. Wherever participants have identified a perceived
relationship, we have highlighted this in the narrative. This will offer important perspectives,

which could inform future quantitative research in this area.

Clinical implications

Findings from this study could be used to develop new measures of QoL, which reflect
autistic conceptualisation of what QoL means to them. Additionally, several key themes in
this study have direct implications for working with autistic women in clinical services.
Firstly, early diagnosis is important for access to services, the autistic community and
developing a positive sense of self. Secondly, early post-diagnostic support should focus on
autism-acceptance, with family, friends and professionals as well as with the individual
themselves, and should include facilitating autistic peer networks (Crane et al., 2021).
Dedicated services should take into account sex/gender differences highlighted in this work,
but would benefit from supporting the individual to manage their environment, enact self-
accommodating measures, and nurture their sense of autonomy. Employers and health care
providers should be encouraged to listen and respond to self-advocating autistic women, to
improve feelings of accommodation and inclusion and bolster a positive sense of self-
efficacy. Finally, pro-active engagement with autistic women, offered by specialist and
knowledgeable service providers, could reduce the burden of self-advocacy on the individual

and improve QoL across the group.
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Highlights

Autistic women described good quality of life across four themes. Accurate diagnosis was

critical:

1. Positive sense of self, entailed self-awareness & alignment of personal strengths to
pursuits

2. Acceptance within the autistic community was integral to Feeling supported

3. Autonomy meant the capacity to create one’s ideal sensory environment & pursue special
interests

4. Inclusion involved self-advocacy plus being understood by friends, family &

professionals
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Table 1

Table 1: Participant characteristics shown at group level

Characteristics Sample  M(SD)
Age when interviewed (range in years) 22-64 41.9(14.75)
Age at autism diagnosis (range in years) 13-62 37.9(16.65)
Number of years since diagnosis (range in years) 0-10 4(3.53)
Ethnicity n (%):

- White British 7(70)

- White Irish 2(20)

- Other White 1(10)
Occupation/employment status n (%):

- In employment 5(50)

- Student 2(20)

- Housewife 1(10)

- Unemployed 2(20)
Additional confirmed neurodevelopmental and/or mental health diagnoses
n (%):

- Depression 4(40)

- Anxiety 3(30)

- Attention Deficit Hyperactive Disorder 1(10)

- Anorexia 1(10)

- Post-Traumatic Stress Disorder 1(10)

Suspected additional neurodevelopmental and/or mental health conditions
—undiagnosed n (%):

- Attention Deficit Hyperactive Disorder 5(50)
- Anxiety 2(20)
- Dyspraxia 2(20)
- Dyscalculia 1(10)
Highest level of education n (%):
- GCSE/equivalent 2(20)
- A Level/equivalent 2(20)
- Undergraduate degree/equivalent 1(10)

- Postgraduate qualification 5(50)
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Table 2

Table 2: Main and Subordinate Themes from 10 autistic women answering interview questions on achieving self-

reported good quality of life

5. Positive sense of self 6. Feeling supported 7. Autonomy 8. Inclusion

e. Self-understanding f. Autistic community e. Creating the ideal e. Non-autistic

f.  Mental health g. Family environment understanding of

g. Sense of purpose h. Understanding from f. Physical health autistic experience

h. Personal strengths professionals g. Self-accommodations  f. Communicating needs
i. Romantic relationships h. Special interests g. Accommodations
j.  Friendships h. Accessibility of

services
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Figure 1: Positive Sense of Self: Main Theme, Subordinate Themes, and Codes

Figure 1: Positive Sense of Self: Main Theme, Subordinate Themes, and Codes
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Figure 2: Feeling Supported: Main Theme, Subordinate Themes, and Codes
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Figure 3: Autonomy: Main Theme, Subordinate Themes, and Codes
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Figure 4: Inclusivity: Main Theme, Subordinate Themes, and Codes

Figure 4: Inclusion: Main Theme, Subordinate Themes, and Codes|
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