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ABSTRACT

Research about autistic parents has omitted the simultaneous aspects of
autistic parentso | irelagosshigsuedulcation,snaragemdntoly me nt
home, and medical health care needs. The research presented in this thesis aims to
prioritise the acknowledgement that autistic individuals can be successful parents,
while also identifying possible common themes or similarities within the life
experiences of autistic parents. Semi-structured interviews were conducted with
seven autistic mothers. These mothers had diverse family structures including
number, age, and autism diagnoses of children and co-parents and romantic
partners. Interviews focused on family structures, their roles and responsibilities as
autistic parents, and strategies utilised to balance these roles and responsibilities. A
strengths-based approach with reflexive thematic analysis identified three key
themes and six sub-themes that acknowledged the difficulties in being autistic while
parenting, but also benefits to being autistic. Most participants related their own
childhood as undiagnosed autistic girls to how they approach their parenting choices
with their children- particularly in how they prioritise the development of their
c hi | dr eesteems, sengeloffbelonging, and feeling loved and supported by their
parents. To this end, it is a secondary aim to disseminate the findings from this study
in public and open-access forums to provide the opportunity for the neurotypical

community to understand the strengths and needs of this cohort more deeply.
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CHAPTER 1: INTRODUCTION

Parenthood is acknowledged across multiple disciplines as both a stressful
period of time and an opportunity for growth and development for adults. Existing
research has previously studied the correlation of parenthood and employment
(Aryee et al., 2005; Morgan et al., 2021), parenthood and mental health (Evenson &
Simon, 2005), and managing life and household responsibilities in conjunction with
parenting (Deave et al., 2008; Parker & Wang, 2013). A small proportion of studies
have also reported positive effects of the parenting experience, such as increases in
emotional sensitivity and a greater development of personal values (Gonzalez et al.,
2013), greater self-acceptance and stronger emotional connections with others
(Luvmour, 2011), and strengthening of companionship and support (Hansen, 2012).

Scholarly research inquiring with and about families originates from a wide
range of disciplines such as sociology, philosophy, education, and psychology,
however, studies rarely include autistic parents. Three explanations are possible for
this absence- participants did not identify themselves as autistic, autistic parents
were specifically excluded from these studies, or researchers did not believe that
being autistic has any impact on parenting experiences. The few existing studies
about autistic parents have also focused primarily on parenting efficacy (Lau, 2015;
Lau et al., 2016), parenting satisfaction (Dissanayake et al., 2019; Hampton et al.,
2022; Lau & Peterson, 2011), or mental health and stress (Adams et al., 2021;
Hampton et al., 2022; Vinke-van Steijn, 2013) as opposed to the overall parenting
experience while autistic, which may involve employment, relationships, education,
management of home, finances, and medical health care needs. This deficit of
research directions and inquiry of previous research can be detrimental when

considering the overall knowledge and support provided to parents and carers from



non-autistic individuals and communities, which further leads to misunderstandings
of the strengths, challenges, and desires of autistic parents and carers regarding
employment, relationships, and in the medical and educational settings.

The literature review in Chapter 2 analyses existing research about autistic
adults, parents, and autistic parents in order to evaluate if, and how, being both an
autistic adult and a parent may impact employment, higher education, mental health,
and relationships. An additional essential component of this study is the use of a
strengths-based approach. By utilising an appropriate methodology, this study will
not only report on surface-level data in a quantitative framework; but it provides the
autistic parents the opportunity to candidly speak about their personal experiences
and reflect on what supports and strategies they believe autistic parents require.

1.1. Researcher background

Due to the nature and aims of this research, | find it crucial to disclose that |
identify as AuDHD. This is a term used to describe an individual who has Autism and
Attention Deficit Hyperactivity Disorder (ADHD), either self-diagnosed or diagnosed
by a medical professional. | was only diagnosed in my 2 0 &igh Autism Level 1 and
ADHD combined presentation (i natDuetnthis ve and
personal late diagnostic journey, | also believe that self-diagnosis is valid- which has
led to intentionally and explicitly stating the inclusion of self-diagnosed participants
during the recruitment process.

My first tertiary degree was a Bachelor of Education, which led to a career as
a primary school teacher. In this space, | have taught many students who were
neurodivergent. As a teacher, | have sometimes witnessed judgemental,
condescending, and negative comments from fellow education professionals towards

so-cal |l ed fAoddo afralsdineted thatdthe majoaity af thelsesparents



were the parents of neurodivergent students. Although studies do not definitively
prove that autism is genetic, it is likely that an autistic child will have autistic family
members (Rubenstein & Chawla, 2018; Sandin et al., 2017). In observing these
parental behaviours (that could be explained by autistic deficits in social
communication, and simultaneously wanting to advocate for their child), and
corresponding negativity from education professionals, | started researching the
needs of autistic parents in the school settings in my own time. However, it quickly
became evident that this was an under researched area in many contexts. My
personal professional inquiry uncovered a lack of information openly available about
autistic parents. This has now led to my drive to conduct an inquiry on the various
aspects of autistic parentsélives to give voice to individuals who are often judged or
ignored, while also acknowledging that these so-callediodd o6 or fAwmayr do pal
be individuals with neurodiverse traits and characteristics who can successfully raise
their children- albeit, perhaps with different priorities and/or approaches.
1.2. Language use

Identity-first language will be utilised throughout this thesis as aligned with
current research reporting such preferences from autistic individuals (Kenny et al.,
2016; Lei et al., 2021). However, these reports and Brown and Broido (2020),
emphasise the importance of asking individuals for their preference. Therefore,
identity-f i r st | anguage BPsawdh sad ai e iswtns ti ¢ par en:
terms utilised by the author, and in accordance with language utilised by participants
themselves during interviews as shown in some direct quotes.

The terms Aneurodiverseo and Aneurotypica
thesis. Neurodiverse is a term that was first conceptualised in the 1990s to advocate

for the acceptance of neurological disorders seen as a difference, not a deficit



(Wiginton, 2023). As such, this term used to describe an individual that has autism,
ADHD, and/or other diagnoses that impact the neurological functions of a person.
Alternatively, the term neurotypical is the term used to describe an individual who
does not have a diagnosis that impacts the neurological functions of a person.
1.3. Autism
Autism Spectrum Disorder (ASD) is defined in The Diagnostic and Statistical
Manual of Mental Disorder, Fifth Edition (DSM-5) as a neurological condition that can
impact social communication, social interaction, and restricted, repetitive patterns of
behaviour (American Psychiatric Association, 2013). The DSM-5 further includes the
di agnoses of Autistic Disorder (AS), Asperge
Disintegrative Disorder (CDD), and Pervasive Neurodevelopmental Disorder Not
Ot her wi se Sp-H@S).ybd (PDB fiauti smo is g@glenerall
these diagnoses and will be utilised throughout this thesis as some participants self-
di agnosed before the recent removal of the A
sometimesselfi denti fi ed as AAspi e
1.4. Terminology
There are multiple terms throughout the thesis that, although not specific to
autistic individuals only, are commonly used within the autistic community. These
terms include stimming (stereotyped or repet
f 1l appi nkagp etals 2019 meltdown (feeling of overwhelm by leading to
extreme emotions as in Lewis & Stevens, 2023), shutdown ( hi tti ng a o0t hr est
resulting in a focus for basic needs as in Stevens, 2019), and burnout (cumulative
load of responsibilities leading to chronic exhaustion, skill loss, and lower sensory

tolerance as in Raymaker et al., 2020).



1.5. Prevalence rates of autism

Reported prevalence rates of autism vary. However, the most referenced and
referred to prevalence rate was originated by Fombonne in 2005, who conducted a
review of studies published between the years of 1966 and 2004 on the
epidemiological rates of reported autism from fourteen countries. Fombonne (2005)
provided a conservative working rate (based upon studies published since 1987)
with 13 in every 10 000 children having a diagnosis of autism. However, this rate is
considered outdated, as current statistics have been reported by the World Health
Organization (2022) of 1 in every 100 children being autistic. Although a definitive
explanation for this increase has not been conclusive, Hansen et al. (2015) suggest
that increases could be due to changes in the diagnostic criteria within the DSM-5.

1.6. Aims of the research

This research topic was developed and created with the goal of gaining a
deeper understanding and knowledge that benefits autistic adults with children. The
dissemination process of publishing an open-access article aims to further contribute
neurotypical professionals' knowledge about autistic parents- particularly within
medical, educational, and employment contexts to ensure that autistic parents

receive appropriate supports and to minimise discrimination.

1.7. Research questions guiding the inquiry

The research was guided by one main question to enable a broad and open-
ended investigation into the lived experiences of autistic adults with
children. However, in order to ensure that this thesis remained concise and relevant,
two sub-questions were developed to provide a guiding point for the literature review,

a baseline for the interview guide during data collection, and to discover any



prominence autistic adults with children place on the roles and responsibilities in
their lives, and how (if at all) they feel being autistic impacts their parenting
experiences.

1. What are the life experiences of autistic mothers?

a. How do autistic mothers manage the various roles and responsibilities
of their lives?
b. How do autistic mothers feel their autism status impacts their
parenting?

1.8. Structure of thesis

The remainder of the thesis begins with Chapter 2 presenting an analysis of
existing empirical literature across three contexts- contexts of autism, contexts of
parenthood, and contexts of prior studies on autistic parents. Chapter 3 details the
research design, including the methodology, ethical considerations, data collection,
and data analysis. Chapter 4 explores the final themes created by the researcher
after interviewing seven autistic parents. Chapter 5 discusses the findings of the
research, as well as the limitations of the study, and further recommendations.

Recommendations have been suggested according to direct quotes from
participants during interviews and have been sorted into four main categories:
Research recommendations, Policy and practice recommendations, Resource
development recommendations, and Adaptions of existing resources and practices
recommendations. However, further research is required before implementing any of

the recommendations due to the small participants size of this study.



CHAPTER 2: LITERATURE REVIEW

Chapter 1 introduced the researcher background, language use throughout
the thesis, the definition and history of autism, aims of the research, and the
research questions. The main research question for this study aims to explore and
describe life experiences of autistic mothers. However, this is a very broad question
that is difficult to analyse within the confines of a literature review. As such, the two
supplementary research questions o fHova do autistic adults with children manage
the various roles and responsibilities of their lives?0  a Haidv ddiautistic adults feel
their autism status impacts their parenting?dled the focus in reviewing existing
literature relevant to this study.

A preliminary search of existing |literatu
through EBSCOhost Megafile Ultimate, Google Scholar, and the University of
Southern Queensland library database in July 2022 resulted in 24 studies. However,
further analysis revealed that only 14 studies met the inclusion criteria of being a
research article, having a focus on autistic parents, demonstrating scholarly rigour,
and based on real people. Regular searches were conducted using Boolean search
terms (AautORs thip@arpaatemtid h auti smo OR fApar ent
November 2023 on Google Scholar, EBSCOhost Megafile Ultimate, and through the
University of Southern Queensland library database. No limit was set for publication
date, and English-only results were included. This has resulted in 31 total studies
that met the inclusion criteria of being a research article, having a focus on autistic
parents, demonstrating scholarly rigour, and based on real people. A table
summarising additional analysis including the location, publication date,
methodologies, findings, and whether the research was conducted by an autistic

researcher is included in Appendix A.



Additionall vy, It is relevant to thi

S

stud

Aparenthoodd are the two promineWhataaespects o

the life experiences of autistic mothers?0Therefore, this chapter analyses existing
literature across three demographic groups 1 autistic adults, parents, and prior
studies on autistic parents. This stage of the literature review was conducted
throughout the entire project to ensure relevant research was included, and to assist
in analysing the data collected during this project. Employment, higher education,
mental health, and relationships were specifically investigated within the groups of
autistic adults and parents, as they were the time periods and life experiences most
prominently researched.

It is additionally pertinent to acknowledge language use throughout this
chapter. Participatory action research approaches have been considered as the
most appropriate form of research in regard to autism research (Chown et al., 2017;
den Houting, 2019; Fletcher-Watson et al., 2019; Pellicano et al., 2022) to ensure
that autistic participants are treated respectfully, prioritises autistic people, and that
research outcomes focus on improving the lives of autistic people. Therefore,
research about autistic people that utilises participatory action approaches most
likely uses the term research with autistic people, rather than research on autistic
people. Although this study utilises a participatory action approach of research with
autistic mothers, a vast majority of the existing literature reviewed in this chapter has
not applied this approach. Consequently, many of the studies henceforth will be
discussed and analysed using the term research on or research about accordingly to

align with the language used in each piece of literature.



2.1. Studies about autistic adults
2.1.1. Autistic adults and employment
The Australian Bureau of Statistics recently reported a much lower rate of
employment for autistic adults (27.3%) in comparison to adults with no disabilities
(80.3%), and adults with other disabilities (47.8%; ABS, 2019). Similarly low rates of
unemployment for autistic adults have been reported from different countries- such
as the United States and Canada (Coleman & Adams, 2018; Ohl et al., 2017; Roux
et al., 2017; Zwicker et al., 2017), and the United Kingdom (Howlin et al., 2000,
2004; NAS, 2016). Additionally, autistic adults are also more likely to be employed
below their qualification level (Hedley et al., 2017; Taylor et al., 2015), work fewer
hours, and are paid at a lower rate than nonautistic coworkers (Henninger & Taylor,
2013; Roux et al., 2015; Zwicker et al., 2017). Participants also report negative
experiences at work such as bullying, discrimination, social difficulties, and jobs that
donotmatch their skillset (MhAIIler et al., 2003
Regarding the low rates of gaining employment, autistic adults have reported
difficulties in knowing what jobs they want, which jobs to apply to, and getting past
the first interview (Coleman & Adams, 2018;
shows that some autistic adults are able to gain employment but are unable to retain
their employment for | onger periods of ti me
Yokotani, 2010). Some reported possibilities for this inability to retain employment
include difficulties in socially interacting with colleagues and supervisors due to an
inability to understand unclear directions, difficulty in interpreting facial expressions
and tone of voice, and asking too many questions leading to termination of
employment (Bolman, 2008; Coleman & Adams, 2018; Higgins et al., 2008; Hillier et

al., 2007). However, participants with positive employment experiences report



supportive employers, fewer requirements for social interaction, jobs that match their
skillset, and ongoing training and/or support during employment (Carter et al., 2012;
Migliore et al., 2012; Pillay & Brownlow, 2017; Wehman et al., 2013, 2014).

Only one study by Talcer et al. (2021) has explored autistic parents and
employment. In this singular study, sensory challenges were reported to effect
employment for mothers after having children. As the study by Talcer (2021) only
interviewed seven mothers and focused on sensory experiences after childbirth-
further research needs to be conducted regarding autistic parents and employment
across a number of contexts and with diverse participants.

2.1.2. Autistic adults and higher education

Currently, there is a gap in the literature exploring and defining the
experiences of autistic people within the higher education context. Although minimal
studies have been conducted that quantify the enrolment and graduation rates of
autistic individuals, they were all published prior to 2018. Therefore, it is prudent to
acknowledge that findings from these studies may no longer be accurate and do not
consider the changes in the higher education sector over recent years.

Research shows that there are lower rates of enrolment for autistic students in
higher education (Shattuck et al., 2012), and lower rates of graduation for autistic
students from higher education (Levy & Perry, 2011; Taylor, Henninger, & Malilick,
2015) compared to students with other disabilities (Roux et al., 2015; Siew et al.,
2017). In a study based in the United States (Sanford et al., 2011), only 35% of
autistic students graduated with a degree, compared to 38% of students with other
disabilities, and 51% of students with no disability. This is despite a study conducted
in 2014 that reported increases of autistic students seeking higher education

compared to previous years (Gardiner & larocci, 2014). Even though there is an

10



increase in the number of autistic students enrolling in higher education, there is
minimal knowledge about the experiences of autistic students in higher education
(Gardiner & larocci, 2014; Gelbar et al., 2014). Prior studies in this area have
recommended further investigation into the existing challenges and possible
accommodations that can increase the graduation rates of autistic students
(Camarena & Sarigiani, 2009; Miles, 2019). As of 2024, further investigations have
still not been undertaken. In conjunction with the fact that there are currently no
studies that have explored the experiences of autistic parents within the context of
entering, undertaking, or graduating from higher education it is unknown what effect,
if any, being autistic and a parent may have on students tertiary education. However,
the existing research reporting lower rates of autistic students graduating from
tertiary education may impact their employment prospects. For parents, this could
create a separate issue regarding their career, finances, and housing situations that
have been researched in literature. Therefore, it is vital that two research
approaches are undertaken- an exploratory qualitative approach to gain
understandings of autistic parents experiences in higher education, and undertaking
action research investigating the impacts of possible accommodations that can
increase the graduation rates of autistic students.
2.1.3. Autistic adults and mental health

Higher rates of mental health disorders have been reported among the autistic
cohort compared to neurotypical peers (Croen et al., 2015; Hollocks et al., 2019;
Kirsch et al., 2020; Lever & Geurts, 2016). Comorbidity, which is defined as the
presence of more than one condition in an individual (Valderas et al., 2019) is also
prevalent for autistic individuals (Buck et al., 2014; Cervantes & Matson, 2015;

Howlin, 2000; Howlin & Moss, 2012; Lever & Guerts, 2016). The study by Kirsch et
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al., (2020) found that the autistic cohort were diagnosed with mental health disorders
at a younger age and had increased rates of comorbid conditions compared to the
neurotypical group.

However, Lever and Geurts (2016) contradicted this finding with mental health
disorders decreasing for the autistic participants of their study, but not their
neurotypical participants. As this study is a singular outlier amongst the myriad
studies showing higher rates of mental health disorders in autistic individuals, it is a
vital inclusion in this discussion of autistic adults and mental health as it contributes
to ongoing dialogue surrounding the validity of data collection methods created for
neurotypical individuals with autistic participants. The variation in rates of reported
mental health disorders was identified as an area of concern, leading to a systematic
literature review by Hollocks et al. (2019). This review and other singular studies
report mood disorders such as depression (Buck et al., 2014; Gotham et al., 2015;
Howlin, 2000; Lai et al., 2019; Lever & Geurts, 2016; Nah et al., 2018; Wing, 1981),
and anxiety disorders (Eaves & Ho, 2008; Ghaziuddin, 2002; Gotham et al., 2015;
Hollocks et al., 2019; Lai et al., 2019; Lever & Geurts, 2016; Nah et al., 2018) in
autistic participants. A meta-analysis conducted by Hollocks and colleagues (2019)
analysed prevalence rates of anxiety and depression in autistic adults. The report
rates of 27% with any current anxiety disorder, but a lifetime prevalence rate of 42%.
Regarding depression, they report current comorbid depression disorder at 23%, but
lifetime prevalence at 37%. However, the authors do state that the overall quality of
the studies were poor, and further research is needed to accurately report rates of
anxiety and depression in autistic adults. All of the aforementioned studies report
higher rates of mental health disorders within the autistic cohort compared to their

neurotypical peers (23-27% for autistic individuals compared to 1-12% for
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neurotypical individuals [Hollocks et al., 2019])- but each study reports different rates
of mental health disorders. Interestingly, a small number of studies have reported
significantly lower rates of depression and/or anxiety in autistic adults (Buck et al.,
2014; Tsakanikos et al., 2011). Mazzone et al. (2012) and Hollocks et al. (2019) give
a possible explanation for these discrepancies, as they discuss how autistic
characteristics can often mask or mimic common (neurotypical) anxiety and/or
depression symptoms.

It is also contextually relevant to note studies that reported elevated
psychological distress (Adams et al., 2021; Bal et al., 2021; Oomen et al., 2021) and
mental health deterioration (Pellicano et al., 2021) for autistic adults during the
COVID-19 pandemic. Although lockdowns (and the associated social isolation) have
reduced, it is currently unknown what long-term impacts this may have for the mental
health of autistic adults. It is recommended, therefore, that longitudinal studies be
conducted that explore the long-term impacts of the COVID-19 pandemic may have
for autistic individuals.

To date, articles reporting on the correlation or causation between autism and
mental health has been the most prevalent area of research compared to other
aspects of autistic individuals lives. This is a reasonable approach for researchers
due to the fact that autism is a neurological disorder that is included in the Diagnostic
and Statistical Manual of Mental Disorders (APA, 2013). However, research about
autistic individuals and mental health tends to use quantitative methods such as self-
measurement scales and surveys and deficits focused. This is the prominent
research aim in the article analysing Quality of Life measurement tools by
McConachie et al. (2020) which analysed the implementation of Quality of Life

measurement tools for autistic individuals, with resulting recommendations on the
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development of autism-specific tools. Their reasoning for this was due to such tools
mi staking an autistic individual déds external
interactions (Kerns & Kendall, 2012; South & Rodgers, 2017) as a mental health
disorder. They further state that such incorrect measurement results are a possible
explanation for higher reported rates of anxiety disorders in the autistic cohort.
Stewart and colleagues (2006) similarly question the validity of certain diagnostic
measures of depression for autistic individuals. Their meta-analysis questions the
validity of self-report measurement tools citing that autistic individuals may have
difficulties in expressing and/or verbalising mood and emotion.
2.1.4. Autistic adults and relationships

Studies that have researched the friendships and romantic partnerships
among autistic individuals report low rates of close friendships or romantic
relationships (Cederlund et al., 2008; Hofvander et al., 2009; Howlin et al., 2000;
Howlin & Moss, 2012). These are concerning findings since meaningful relationships
have been proven to be a positive effect on wellbeing (Barry et al., 2009; Hawkley &
Cacioppo, 2010), and various studies that link loneliness and social isolation to
increases in anxiety and depression, suicide, and self-harming behaviours for autistic
individuals (Cassidy et al., 2018; Hedley et al., 2018; Mazurek, 2014). Significantly,
Mazurek (2014) investigated the association between loneliness, friendship, and
well-being and reported increased depression and anxiety and reduced well-being in
autistic individuals with self-reported friendships. Regardless of the findings, the
reported low rates of social relationships is in opposition to studies demonstrating
that autistic individuals still desire social relationships such as friendships (Bargiela
et al., 2016; Bauminger et al., 2008a, 2008b; Cresswell et al., 2019; Sedgewick et

al., 2019a, 2019b) and romantic partnerships (Bennett et al., 2018; Cheak-Zamora
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et al., 2019; Hancock et al., 2020; Kellaher et al., 2015; Strunz et al., 2017), and is in
opposition to research which reports autistic individuals as being satisfied with their
social life (Baldwin & Costley, 2016; Sedgewick et al., 2019a, 2019b). Taken
together, research that has studied autistic adults and friendships suggests that
autistic individuals still desire social connection and gain positive effects from
friendships, however, autistic people are less likely to have close friendships
compared to neurotypical peers- leading to negative impacts on their mental well-
being.

There is significant variance of autistic adults reported as being in a romantic
relationship across different studies (Byers & Nichols, 2014; Byers et al., 2012;
Dewinter et al., 2015, 2016) - with more recent studies reporting the higher rates of
autistic adults in romantic relationships (Byers et al., 2012; Dewinter et al., 2017;
Strunz et al., 2017). It is also interesting to note that autistic adults in romantic
relationships are more likely to cohabit with their partners compared to neurotypical
peers (Dewinter et al., 2017), however, Hancock et al. (2020) reported shorter
romantic relationships for autistic adults compared to neurotypical peers.

Autistic individuals also speak on how they feel more understood by other
autistic people in adulthood (Crompton et al., 2020a, 2020b, 2020c; Sinclair, 2010),
and during childhood (Macmillan et al., 2019), with the lack ofthe6 dou bl e empat hy
problem suggested as an explanation for this increased comfort in socialising among
autistic people (Milton, 2012; Milton et al., 2018). A further possibility for this
increased comfort is the shared preferences in social interactions such as different
focus compared to neurotypical friends (Cook, 2015; Ee et al., 2019; Orsmond et al.,

2013; Petrina et al., 2014; Stacey et al., 2019), preference for smaller social groups
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(Calder et al., 2013), or fewer close friendships (Lai et al., 2015; Petrina et al., 2014;
Sedgewick et al., 2019a, 2019b).

The review of the existing literature on experiences for autistic adults in the
contexts of employment, higher education, mental health, and relationships identifies
that being autistic creates significant barriers and complications such as completing
tertiary education, gaining full time employment, maintaining meaningful
relationships. Literature has also reported negative impacts of low employment and
loneliness such as higher rates of mental health disorders. However, these studies
have not included the additional facet of parenthood- with various studies also
analysing and exploring the effects that parenthood has on employment, higher
education, mental health, and relationships.

The researcher initiated this research project with a personal belief that
autistic adults are capable of having and raising children. This strengths-based
perspective allowed for a comprehensive and empathetic methodological approach
that prioritised the voices of autistic parents themselves. To this end, the
recommendations come from the autistic parents themselves on how this cohort can
be supported without viewing autism as a barrier to parenthood.

2.2. Studies about parents

Parenthood has | ong been viewed as a fArit
is, to be considered an adult by society at large requires the journey into having a
child. This important journey (Doss & Rhoades, 2017; Simpson & Rholes, 2019;
Westrupp et al., 2023) has a wide range of reported benefits and drawbacks- from
increases in emotional sensitivity (Dillon, 2002), stronger connections to other people
(Luvmour, 2011), to a source of chronic and severe stress (Doss & Rhoades, 2017,

Simpson & Rholes, 2019), mental ill health (Caputo, 2014; Evenson & Simon 2005;

16



Glass et al., 2017; Hansen, 2012), and financial strain (Cabaguing, 2017; Noll et al.,
2017; Ryan et al., 2021; Vyskocil, 2018).
Mayes et al. (2011) and Bertilsdotter Rosqvist and Lévgren (2013) led the
forefront of academic discussion concerning the reproductive and parenting rights of
cognitively, intellectually, and/or neuropsychological disabilities. Although
Bertilsdotter Rosqvi st and L°vgrendés article is built
context, they provide both a sociological history of the discrimination and exclusion
of people with disability within the model o
Fiduccia & Wolfe, 1999; Rapp, 2001), as well as analyse articles written by, and
interviews conducted with, people with disabilities themselves (Bertilsdotter Rosqvist
& Lovgren, 2013). They conclude with findings from autistic people that they are both
wanting and capable ofbei ng Agood enougho parents with g
supports, and accurate knowledge from others.
2.2.1. Parents and employment
There is scant research studying the effects of employment for parents
themselves. More recent research focuses on the mental health of the children of
employed parents, or the mental health of employed parents during COVID-19
lockdowns. Additionally, no research exists that predominantly investigates the dual
contexts of parenthood and employment for autistic adults. To this end, it is
imperative to acknowledgethat exi sting | iterature regardi.
Aempl oy ment oOrelewanyto tmea@utistib community. Therefore, it is
recommended that research is conducted with employed autistic parents to explore
the experiences of their community.
Research on neurotypical parents report a positive correlation between full-

time employment and lower rates of mental disorders (Caputo, 2014; Cooper, 2014;
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Glass et al., 2017; Strandh et al., 2014). Despite this finding, myriad studies have

reported mothersdé employment being negativel

parenthood (Jacobs & Gerson, 2004; Blossfeld & Hofmeister, 2006). However,
studies also show that managing the multiple responsibilities stemming from
employment and parenting can lead to higher levels of stress compared to
unemployed parents, or childfree employees (Hochschild & Machung, 2012).
Family structure has also been shown to
employment status, as single mothers are more likely to be employed compared to
mothers in a relationship (Bianchi & Milkie, 2010; Craig & Sawrikar, 2009; Golombok
et al., 2016; Looze, 2014), and the age and number of children may lead to parents
choosing a full-time parenting role rather than paid employment (Collins et al., 2006;
Struffolino et al., 2018). Additional studies have also shown women starting parental
leave closer to their due date and returning to work sooner after childbirth, or not

taking parental leave at all (Baxter, 2005; Gregg et al., 2007). Examining these

h

findings together, they indicate that financ

decision in gaining or maintaining full-time employment, as the cost of childcare may
nullify the earnings from working.

Research in the Australian context shows that despite reports of heterosexual
couples preferring the father having full-time employment while the mother works
part-time (Baxter, 2007, 2013; Baxter et al, 2008; Charlesworth et al., 2011),
however, statistics from the 2016 Census of Population and Housing i General
Community Profile: Australia (ABS, 2017) showed that both fathers and mothers held

full-time employment. Conversely, research has also shown an increase in fatherso

working hours and childrearingac t i vi ti es from 1992 to 2006,

childrearing hours stayed stable with an increase in working hours (Craig & Mullan,
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2010, 2012; Craig et al., 2014, Fillo et al., 2015; OECD, 2002). Despite this increase
in mothers working hours, multiple studies have reported that women still spend
more time on housework, childcare, and household management than men (Baxter
et al., 2008; Cawley & Liu 2012; Raley et al. 2012). Meier et al. (2014) found that this
discrepancy in workload led to higher levels of stress, time poverty, and unhappiness
for mothers in comparison to fathers. This is highly relevant in regard to this study on
autistic parents, as all participants were mothers, with a majority of the participants
employed (part-time or full-time) with live-in partners.

Marital roles may also differ depending on the gender of the parent. Waters
and Moore (2002) report that women are more likely to take on the stay-at-home
parent role with equal importance to paid employment after losing their job, whereas
unemployed fathers have been reported to be more likely to divorce (Mendolia,
2011), and are less supportive to their children (Bacikova-Sleskova et al., 2011).
However, this contrasts with later findings that did not have any reported lower rates
of closeness, support, monitoring, communication or higher conflict between
adolescents and unemployed mothers or fathers (Bacikova-Sleskova et al., 2015).
Studies have also reported negative effects for children such as an increase in
behavioural issues (Harland et al., 2002; Isaranurug et al., 2001), poorer physical
and/or mental health (Bacikova-Sleskova et al., 2011; Koivusilta et al., 2006;
Siponen et al., 2011), and lower academic achievements (Stevens & Schaller, 2011)
when they have at least one unemployed parent.

2.2.2. Parents and higher education

Currently, there are no studies that have researched autistic parents in higher

education. Therefore, only studies that have researched neurotypical parents (or

have not explicitly discussed autistic participants within their study) in the higher
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education context have been reviewed. A U.S.-based study conducted in 2017 (Noll
et al., 2017) found that nearly one-third of undergraduate students were parents,
which was supported by Wladis et al. (2018). Mothers seeking higher education after
having children have reported that the desire to be a role model for their children and
i ncrease their cabadriwhg reasan$or eoralmentqBeeles, 2018;
Cabaguing, 2017; Hong et al., 2018; Naidoo et al., 2021; Pizzolato et al, 2017), as
tertiary degrees commonly lead to advancing employment opportunities and
increased earnings (Moreau & Kerner, 2015; van Rhijn et al., 2016). There is also
evidence of personal positives in parents seeking higher education such as
increases in self-efficacy, confidence, social supports, and problem-solving skills
(Baxter-Magolda, 2008; Chase-Landale et al., 2019; Peterson, 2016; Zeichner,
2010).

Common reported barriers for parents seeking higher education are a lack of
affordable and/or accessible childcare (Eckerson et al., 2016; Moreau, 2016; Noll et
al., 2017; Ryan et al., 2021), trying to balance the time and energy required for the
dual roles of parent and student (Crispin & Nikolaou, 2019; Sallee & Cox, 2019;
Sicam et al., 2021; Syuraini, 2020), financial issues (Cabaguing, 2017; Moghadam et
al., 2017; Noll et al., 2017; Ryan et al., 2021; Vyskocil, 2018), and lack of support
from higher education institutions (Alsop et al., 2008; Dickson & Tennant, 2018;
Osborne et al., 2004). Unfortunately, these barriers have led to higher reported rates
of nonattendance (Horton, 2015) and low completion rates (Askelson et al., 2020;
Carlson McCall et al., 2018; Sutton, 2019) for parents compared to non-parents.
However, multiple studies have demonstrated the benefits of support networks as
beneficial to student parents, particularly for childcare and emotional support

(Madiba & Nsiki, 2017; Peterson, 2016; Thabethe, 2017).
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As previously acknowledged, there is a clear gap in the existing literature that
explores the roles of being a parent and a student in higher education for autistic
individuals. With the existing literature reporting lower rates of enrolment and
graduation for autistic students (Shattuck et al., 2012; Levy & Perry, 2011; Taylor,
Henninger, & Mailick, 2015) and lower rates of attendance and graduation for
students with children (Horton, 2015; Askelson et al., 2020; Carlson McCall et al.,
2018; Sutton, 2019), it can be assumed that autistic parents are less likely to seek
higher education and/or graduate. However, there is presently insufficient evidence
of the experiences of autistic parents as students in higher education
2.2.3. Parents and mental health

Increases in mental health conditions such as anxiety, depression, post-
traumatic stress disorder, and obsessive compulsive disorder (Liu et al., 2022; Parfitt
& Ayers, 2014; Wenzel et al., 2003, 2005) have been reported for general parent
cohorts, with a majority of mothers experiencing comorbid disorders (Brockington et
al., 2006; Parfitt & Ayers, 2009; White et al., 2006). The interconnecting factors of
parenthood, mental health, and autism has been researched, but is analysed
comprehensively in Section 6.57 Contexts of prior studies on autistic parents.

Research shows a higher level of stress and poorer mental health outcomes
for mothers compared to childfree women (Caputo, 2014; Evenson & Simon 2005;
Glass et al., 2017; McLanahan & Adams, 1987; Mistry et al., 2007; Wang, 2004).
Incident rates of mental ill health are also higher among mothers compared to
fathers (Munk-Olsen et al., 2006; Thapar et al., 2012). Goncalves et al. (2016)
theorised that the sudden physiological changes such as pregnancy, childbirth,
breastfeeding, sleep deprivation (Hiscock et al., 2008; Skouteris et al., 2009) and

lifestyle changes such as ceasing employment (for parental leave) and new

21



responsibilities may contribute to this gender difference. However, Helbig et al.
(2006) reported positive effects that parenthood had on participants mental health
but did note a link between partnership and lower mental ill health- suggesting that
single parents are at higher risk of mental ill health compared to partnered parents.
There is also evidence of links between parental mental ill health and poor child
development (Stein et al., 2014) and child mental health disorders (Black et al.,
2003).

Studies have aimed to discover if there are specific sources of mental ill
health in parents (Schofield et al., 2016; Umberson et al., 2010) such as age of
parent (Aparicio et al., 2023; Hodgkinson et al., 2014), age of children (Koropeckyj-
Cox et al., 2007; Simon & Caputo, 2019), number of children, and family cohabiting
arrangement. A study on Brazilian parents (Pearson et al., 2019) reported an
increased risk of mental health disorders for mothers with three or more children- a
finding previously reported in other studies (Howard et al., 2014). These findings also
support earlier reports of links between mothers by the age of 30 and increasing
number of children with higher risks of mental health disorders (Mayberry et al.,
2007; Ross et al., 2010). Evenson and Simon (2005) also reported poorer emotional
health for single parents compared to parents who were married or living with their
partner. It is also relevant to acknowledge the studies that reported the negative
impact the COVID-19 pandemic and its associated lockdowns had on parental
mental health and wellbeing (Huebener et al., 2020; Posner, 2021).

2.2.4. Parents and relationships

Scholars have reported opposing findings on the effect parenthood has on

relationship satisfaction between the two parents, with most reporting a decline in

relationship satisfaction (Doss et al., 2009; Hirschberger et al., 2009; Mitnick et al.,
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2009), few reporting an increase in relationship satisfaction (Holmes et al., 2013;
Onyishi et al., 2012), and even some reporting no difference at all (Wallace & Gotlib,
1990). Some reported potential causes for these variations including the length of
the relationship before having children (Helms-Erikson, 2001), the length of time
from childbirth to the study (Schulz et al., 2006), and the birth of additional children
(Figueiredo & Conde, 2015; Volling et al., 2015). A meta-analysis from Mitnick et al.
(2009) pointed out the variation of measures implemented can report different
outcomes- even with the same participant samples. Marital satisfaction has at times
been reported to be higher in couples with children compared to childfree couples
(Hansen, 2012; Lawrence et al., 2008).

Some existing theories on the cause of decline of relationship satisfaction with
romantic partners after parenthood include learning and adjusting to the new roles
and responsibilities of childrearing such as work-life balance, financial needs, and
housework (Simpson & Rholes, 2019; Westrupp et al., 2015; Williamson et al.,
2013), and new stressors (Doss & Rhoades, 2017; Kiecolt-Glaser & Wilson, 2017;
Mitnick et al., 2009; Richter et al., 2016; Troxel, 2010) which requires a
Arenegoti at i oship (Sonpsont&Reaoles, 801%R Twiermaet al., 2003;
Westrupp et al., 2023). However, even in cases where there is a decline in
relationship satisfaction, long term outcomes vary from separation (Houts et al.,
2008) to a return to baseline satisfaction (Keizer & Schenk, 2012).

Non-romantic relationships are also reported as essential for positive mental
health and wellbeing in mothers, with isolation (Bianchi & Milkie, 2010) and loss of
per sonal i dentity other than O6parento6é (Darvi
having a significant impact on maternal stress levels (Bartholomew et al., 2012;

Leahy-Warren et al., 2012). Having positive social supports has reported links to
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greater self-esteem, self-efficacy, and lower likelihood of developing postpartum
depression (Bloomfield & Kendall, 2012; Davies & Harman, 2017; Leahy-Warren et
al., 2012). Parent groups (such as organised playgroups) are often utilised as both a
social opportunity, as well as a source of resources for parents (Bloomfield &
Kendall, 2012; Harman et al., 2014, Strange et al., 2014).

The above analysis on the experiences and effects of parenthood
demonstrates that becoming a parent is a significant life event that impacts multiple
areas of life, including employment, higher education, mental health, and
relationships. However, these studies did not consider how being autistic may
additionally impact these contexts, despite the previous analysis in the Literature
Review demonstrating how having an autism diagnosis similarly has significant
effects on the lives of adults.

2.3. Prior studies about autistic parents
2.3.1. Justifications for research

Published studies that research autistic parents are minimal. In a literature
search conducted in September 2023, there were only a total of 31 studies that
specifically explored autistic parents. A table summarising the author, year of
publication, location, methodology, aim, key findings, and autistic researchers of all
studies is included in Appendix A. In this search, it became clear that a vast majority
of studies research neurotypical parents of autistic children, which significantly
lessened the number of studies relating to this thesis.

Despite autism being a diagnosable disorder since 1980 (APA, 1980),
research about autistic parents has only recently demonstrated a growing interest.
The earliest published study that specifically researched parents with autism (as

opposed to parents of autistic children) was by Lau and Peterson in 2011. There
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were only a further nine studies published between 2013 and 2019. However, there

was a significant increase of research since 2020- with twenty-one studies on autistic
parents published from 2020 to 2024 (Adams et al., 2021; Crane et al., 2020;

Donovan, 2020; Dugdale et al., 2021; Fletcher-Randle, 2022; Hampton et al., 2021,

2022; Heyworth et al., 2023; Kwang Hwang & Heslop, 2023;; Lee, 2022; Liang,

2022; Libster, 2023; Marriott et al., 2022; Murphy, 2021; Pellicano et al., 2021; Pohl

et al., 2020; Rabba et al., 2022; Smit & Hopper, 2023; Talcer et al., 2021; Turner,

2021; Winnard et al., 2022). The small number of existing research requires a

majority of studies conducted in 2024 still being exploratory in nature, as they work

towards gathering initial understandings of autistic parents. This idea is further
supported with these authors specifically
understand, and determineo to clarify that
to gain initial understandings of the phenomenon of autistic parents, due to a lack of
existing research on the experiences of autistic parents (Adams et al., 2021; Burton,

2016; Crane et al., 2020; Dissanayake et al., 2019; Dugdale et al., 2019; Hampton et

al., 2021, 2022; Heyworth et al., 2022; Lau & Peterson, 2010; Marriott et al., 2021,

Pohl et al., 2020; Rogers et al., 2017; Smit & Hopper, 2022; Turner, 2021; Winnard

et al., 2022). Table 1 summarises the author, year of publication, methodology,

aim/s, and key findings of 22 studies that utilise exploratory terms, aims, and

methodologies.
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Table 1

Exploratory studies about autistic parents

Author Year of Methodology Aim/s Key Findings
Publication
Bertilsdotter Rosqvist, 2013 Close reading Explore discourses of Parenting is considered an aspect of
Hanna. Lovgren, using a critical discursive psychology. | reproduction and parenting fi a dul .t Baemhodod is a form of
Veronica Articles from Swedish autistic self- among adults with self-development and maturity.
advocacy magazine, developmental disabilities in two | Autistic parents feel extra pressure
AEmpower ment 0 ( n | Swedish contexts. and face extra challenges in
Interviews with Swedish people with "meeting" standards set by
intellectual disabilities (n = 13). neurotypical parents.
Becoming a parent is seen as less of
a "choice", but an expected part of
adulthood.
Burton, Tanya 2016 Iterative Phenomenological Analysis Explore experiences of We are different (Being different

(IPA).

Semi-structured interviews.

pregnancy, birth, and
parenting with women with

ASD, the challenges

because of ASD, Discrimination and
powerful others, Internalised stigma,

Celebrating difference).
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Line by line coding was conducted
identifying descriptive, linguistic,

and conceptual codes.

experienced and their

strengths as mothers.

Negotiating difference (Power of
diagnosis and understanding,
Fighting systems, Universal
parenting experiences).

Role of mother-child relationship
(Unique relationship with child,
Child gives meaning and focus,
Relationship as agent of change).

Navigating the parenting journey (The
medical system, Importance of trust
and humanity in relationships with
professionals, Lack of control and

uncertainty, Significance of family).

Dissanayake, Cheryl.
Richdale, Amanda.
Kolivas, Natasha.

Pamment, Lindsay

2019

Demographic Questionnaire.

Autism Spectrum Quotient.

Autism Spectrum QU
Version.

Depression, Anxiety and Stress Scale

- Short Form.

To determine whether autism
traits are uniquely related to
parenting a TD child, over
and above other
demographic and

psychological factors.

Autism traits did not contribute
uniquely to lower parenting
satisfaction. Autism traits were not

related to parenting efficacy.
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Measure of Parental Style. Parenting
Sense of Competence Scale.

Parenting Sense of Competence
Scale.

Parenting Needs Questionnaire.

To investigate whether
parenting difficulties and
needs differed between those

with high and low traits.

Dugdale, Amber-Sophie.

Thompson, Andrew R.
Leedham, Alexandra.
Beail, Nigel. Freeth,

Megan

2021

Participatory research approach.
Interpretive Phenomenological
Approach.

Semi-structured interviews.

To better understand and
identify themes relating to
experiences of motherhood

by autistic women.

Autism fundamentally impacts
parenting (Shared diagnoses and
similarities. An intrinsic part of
myself for better or worse.)

Battle for the right support
(Misunderstood, judged and
dismissed. Understanding autism
within the family unit.)

Development and acceptance
(Diagnosis, self-care, and self-
acceptance. Parenting as growth
and adaptations.)The ups and
downs of parenting (Intense

connection, enjoyment, and
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rewards. Managing

autism/other needs and impact on

self.)
Fletcher-Randle, Jessy 2022 Qualitative thematic analysis. Identify and explore parenting Many of the parents aimed to provide
Erin Two-tier online search- keyword and lifestyle sources information and hope for Autistic
search on Google and Google published in mainstream adults entering parenthood-
Scholar and included the following news, autism advocacy, and providing resources and information
search ter ms: A ( 4 parenting websites to better they need online.
or Aspie or Neurodivers*) AND understand how online media
(mother(ing) or father(ing) or texts articulate the stories
parent (ing)). 0 atn andexperiences of Autistic
posted on four Facebook social parenting.
support groups for Autistic adults.
Gardner, Marcia. 2016 Secondary analysis of a qualitative Explore the pregnancy, Prenatal Period (Processing

Suplee, Patricia, D.
Bloch, Joan. Lecks,

Karen

data set.

childbirth, and early
postpartum experiences and
needs of women with

Asperger syndrome.

Sensations: Prenatal).
Intrapartum Period (Processing
Sensations: Intrapartum, Needing to

Have Control).
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Postpartum: Experiences of New
Parenting (Walking in the Dark,
Motherhood on My Own Terms,

New Sensory Experiences).

Hampton, Sarah. 2022 Questionnaires during the third To explore autistic and non- Higher perinatal stress, depression,
Allison, Carrie. Aydin, trimester of pregnancy, 21 3 autistic popated and anxiety symptoms among
Ezra. Baron-Cohen, months after birth, and 6 months anxiety, depression, stress, autistic people.
Simon. Holt, Rosemary after birth. and satisfaction with life No significant difference in satisfaction
during the third trimester of with life scores.
pregnancy, 2i 3 months after | Group differences in depression and
birth, and 6 months after anxiety scores.
birth.
Hampton, Sarah, Man, 2021 Autism Quotient. To explore childbirth and Positive and negative birth

Joyce. Allison, Carrie.
Aydin, Ezra. Baron-
Cohen, Simon. Holt,

Rosemary

Semi-structured interviews.

Interviews were analysed (using
NVivo software; version 12)
according to a process of inductive,
thematic analysis as outlined by

Braun & Clarke (2006).

postnatal experiences,
including healthcare
experiences, and the benefits
and challenges of

parenthood.

experiences (The physical and
emotional challenges of birth,
Autism disclosure and
accommodations around specific

needs, Communication needs,
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Other met and unmet support
needs).

The rewards and challenges of
motherhood (Motherhood as a
rewarding experience, Hopes and
expectations for child, Impact on
day-to-day functioning, Other
demands of motherhood).

The impact of formal and informal
support (Professi
expertise and accommodations
around specific needs, The
importance of building a relationship
with professionals, Other met and
unmet support needs, The

importance of informal support).

Heyworth, Melanie.
Brett, Simon. den

houting, Jacquiline.

2023

Online survey.

Semi-structured interviews.

Understand auti

parenting experiences during

Regular | ife fAcan
times. 0

Lockdown created new pressures.
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Magiati, lliana. Steward,
Robyn. Urbanowicz,
Anna. Stears, Marc.

Pellicano, Elizabeth

Reflexive thematic analysis within an
essentialist framework.

Inductive (bottom-up) approach.

the initial phase of the

COVID-19 pandemic.

AMy ment al heal th
(AP225).
Distinctive autistic insights supported

family life.

Kwang Hwang, Se. 2023 Online focus group on Facebook. To expl ore aut i | Theupsanddowns of parenting.
Heslop, Philip Thematic analysis. experiences of parenting and | Misunderstood and negatively judged.
support. Battle for the right support
Lau, Winnie Yu Pow. 2016 The Autism Spectrum Quotient (AQ). | Explore self-reported traits of Higher levels of autism in male
Peterson, Candida C. Parenting Sense of Competency autism as assessed on the parents according to the AQ.
Attwood, Tony. Garnett, (PSOC) questionnaire. AQ measure together with Male parents had lower scores in
Michelle S. Kelly, Adrian parenting efficacy in a sample parenting efficacy compared to
B. of parents representing a female parents.
broad continuum of autism.
Liang, Bridget 2022 Content analysis with a feminist A focus on the intersections of Out of all the blogs, only those by

Critical Disability Studies lens.

BIPOC autistic/autism

parenting communities to

address the questions of:
How do the struggles and

needs expressed by parents

Giwa-Onaiwu and Cevik overtly

engaged intersectional issues.
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in blogs differ based on

factors of intersectionality?
What omissions do we see

when we look at most autism

parenting blogs?

Lum, Michelle. Garnett,
Mi chell e. 06

Erin.

2014

Exploratory questionnaire.
Statistical analyses were conducted
using Statistical Package for the

Social Sciences.

To address gaps in current
literature and provide initial
regional data that reflects
Australian social, economic,
political, and healthcare

contexts.

Disparities in healthcare experiences
between autistic and nonautistic
women.

Autistic women reported greater
challenges in healthcare anxiety,
communication under emotional
distress, anxiety relating to waiting
rooms, support during pregnancy,
and communication

during childbirth. Problems with

disclosing autism diagnosis.

Pellicano, Elizabeth.
Brett, Simon. den

Houting, Jacquiline.

2021

Semi-structured interviews.

Thematic analysis.

Establish how autistic people
and families experienced,

and responded to, the

A release from conventional social
challenges (fewer social pressures,

less need for pretence, needing to
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Heyworth, Melanie.
Magiati, lliana. Steward,
Robyn. Urbanowitz,

Anna. Stears, Marc

increase in social isolation
during goverarm
home orders, and whether it
eased or intensified long-
standing challenges to their

mental health.

work | ess to othe
timetables, life as quieter and
calmer, connect with friends, family,
and community online).

A deep sense of social loss (online
interactions were often hard and
exhausting, deeply missing
physical, embodied interactions with
friends and others, missed broader,
incidental social contact, felt the
loss of their everyday routines, and
expected experiences).

A deterioration of mental health
(lockdown was O6ha
disconnected from the community,
stopped accessing these services

and support during the pandemic).
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Pohl, A.L. Crockford, 2020 Online survey. Forced-choice items, To expl ore aut i | Higherlikelihood of autistic mothers
S.K. Blakemore, M. requiring an agree/disagree or experience of the perinatal experiencing both prenatal
Allison, C. Baron- yes/no answer, and open-ended period and parenthood. depression and postnatal
Cohen, S guestions in which participants depression.
were asked to elaborate further. Autistic mothers felt like birth had not
Chi-squared analysis. been adequately explained.

No significant difference between
groups in choice of breastfeeding,
or in milk supply.

Autistic mothers reported more
difficulties in the multi-tasking
demands of parenting and were
less likely to perceive themselves
as organised parents.

Rabba, Aspasia Stacey. | 2022 Semi-structured interviews. To understand the views and What matters to autistic parents

Smith, Jodie. Hall,

Gabrielle. Heyworth,

Melanie. Lawson, Wenn.

Lilley, Rozanna. Datta,

experiences of autistic
parentsd inter
schools for their autistic child,

focusing on the impact of

(Confidence, Voice, Connection,
Inclusion).
Reports of autistic parents and their

children were sometimes exhausted
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Poulomee. Pellicano,
Liz. Alexander,

Vanessa. Goodall,

Emma. Syeda, Najeeba.

these interactions on
themselves, their children,

and their family.

by school, resulting in reduced
attendance.

Reports of stress, trauma, and the
corresponding impact of negative

interactions with schools.

Rogers, Cath. Lepherd, | 2016 Case study. Due to the lack of literature Communication and services
Laurence In-depth interviewing and email about women who have difficulties.
exchange providing the data for the autistic children, this study Sensory stress.
study. explores experiences of Parenting challenges.
This data was verified, transcribed, birthing women who have
and analysed thematically. Autism Spectrum Disorder.
Smit, Simone. Hopper, 2023 Online Qualtrics demographics Explore the experiences of Identity and Purpose (Love and Joy,

Jeremy.

guestionnaire.

Semi-structured interview (initial
interview schedule of 11
questions).

Data analysis was carried out using
Iterative Phenomenological

Analysis (IPA) principles.

autistic adults as parents and
to investigate meaningful
ways in which to support

them.

Personal Growth, and Close
Connections)

Looking Through a Lens of Trauma
(Extreme Empathy, Changing the
Narrative, and Perfectionism

Protect, Defend, Advocate, Repeat.

(Education Professionals, Other
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Professionals and Accessing

Support).

Talcer, Moyna
Catherine. Duffy, Orla.

Pedlow, Katy

2021

An interview guide with six open-
ended questions and suggested
probes following Patient and Public
Involvement (PPI).

A six-staged theoretical thematic
analysis framework was applied as
recommended by Braun and
Clarke (2006) using deductive
analysis with an overarching lens

of Sensory Processing Difficulties.

To explore the sensory
experiences of autistic
mothers.

To investigate if those sensory
experiences have any impact
on the partici

mother and what the

consequences of this may be.

Antenatal (Pregnancy, Severe
Sickness, Labour, and Birth

Sensory Experiences in Motherhood
(Auditory, Tactile, Body Awareness,
Smell, Vision

Impact (Social, Work, Mental
Health/Anxiety, Overwhelm/Fatigue

Strategies and Needs (Used
Strategies- Downtime, Ask for Help,
Sensory Strategies, Knowledge and
Research, Finding Your Tribe,
Planning and Routine. Needs-
Autistic Motherso
Professional Training Needs

Diagnosis (Late Diagnosis, Impact of
not Being Diagnosed, Benefits of

Diagnosis).
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Turner, Amelia

2021

Purposive sampling.

The study used a cross-sectional
gualitative design.

Interpretative Phenomenological
Analysis (IPA) approach was used
to analyse data from semi-

structured interviews.

Improve our understanding of
autistic parents experiences

of parenting.

The interdependent relationship
between autism and parenting
(Parenthood as a catalyst for
seeking diagnosis, Diagnosis
enabling understanding and positive
change, Challenging societal
narratives, Family response to ASD:
a contrast to the outside world, The
value of shared experiences).

The family system: a balancing act
(Accommodating conflicting needs,
Parenting together: cohesion and
conflict, Evolving family dynamics).

Parenthood facilitating reflection and
growth (Impact of own experience
of being parented, Being pushed
outside of comfort zone, Dedication
to the parental role, Rejecting the

idealistic image of parenthood).
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Vinke-van Steijn,

Daphne J.

2013

Parenting Styles Dimensions
Questionnaire (PSDQ) self- and
spouse report.

Generalized Linear Models and

Structural Equations Models.

To explore the influence of (the
combined) effect of child
diagnosis (ASD or
ASD+ADHD affected/
unaffected children) and
parental ASD and/ or ADHD

on parenting styles.

Both paternal and maternal ASD were
negatively associated with parent-
child relationships.

Higher levels of ADHD symptoms
related to more depressive
symptoms, relating to more
parenting stress.

Authors suggest that mothers may
need fewer social skills or have
more skills to compensate the
influence of ASD symptoms on
family functioning.

Depressive symptoms were most
pronounced in parents of ASD and
ASD+ADHD families.

Parental ADHD symptoms were found
to be related to depressive
symptoms and in turn to parenting

stress.
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Winnard, Rebecca. Roy,
Mark. Butler-Coyne,

Hannah

2022

Semi-structured interviews.
Interpretative phenomenological

analysis (IPA).

To develop understanding of
experiential and prospective
concerns, challenges, and
benefits for mothers with a
diagnosis of Autism Spectrum

Condition.

Parenthood: Fun & Games
Support: Giving & Receiving
Routine & Structure
Sensory Sensitivities
Interaction

Unique Insight

40



Although some existing research has also focused on an exploratory
approach, this research project continues with this phase of research to understand,
explore, identify, and describe the experiences of autistic parents. This is due to
previous research focusing on specific stages of parenthood (such as pregnancy),
being broad in scope (encompassing all aspects of being a parent), or a specific
period of time (such as COVID-19 lockdowns)- as opposed to this study that
explores the roles and responsibilities associated with being an adult, a parent, and
autistic.

2.3.2. Location of previous studies

Throughout the process of analysing the existing literature on autistic parents,
there was an additional context noted by the researcher that may have contributed to
the research findings. Of the 31 total studies, a majority of the studies were either
conducted in, or conducted by, researchers from the United Kingdom (45% [Burton,
2016; Crane et al., 2020; Donovan, 2020; Dugdale et al., 2021; Hampton et al.,
2022; Hampton et al., 2021; Kwang Hwang & Heslop, 2023; Marriott et al., 2022;
Murphy, 2021; Pohl et al., 2020; Smit & Hopper, 2023; Talcer et al., 2021; Turner,
2021; Winnard et al., 2022]) or Australia (35% [Adams et al., 2021; Dissanayake et
al., 2019; Donovan, 2020; Heyworth et al., 2023; Lau, 2015; Lau & Peterson, 2011,
Lau et al., 2016; Lum et al., 2014, Pellicano et al., 2021; Rabba et al., 2022; Rogers
& Lepherd, 2016]). Figure 1 quantifies the number of published research articles
about autistic parents. This figure demonstrates that there is an existing interest in
autism research and a community of autism researchers in Australia. Conversely,
the high proportion of research about autistic parents is framed within the Australian
context may create an unintended detrimental consequence when applying these

findings in other locations and contexts.
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Figure 1

Location of studies about autistic parents
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2.3.3. Autistic researchers

Despite the vast recommendations of participatory research (see for example
Chown et al., 2017; den Houting, 2019; Fletcher-Watson et al., 2019; Pellicano et al.,
2022), very few of the studies on autistic parents were conducted by, or with ongoing
support and feedback from, autistic people. Eight of the total 31 studies about
autistic people had an autistic researcher (Fletcher-Randle, 2022; Heyworth et al.,
2023; Liang, 2022; Murphy, 2021; Pellicano et al., 2021; Rabba et al., 2022; Smit &
Hopper, 2023; Talcer et al., 2021), although some studies did note the input of
autistic people during interview question development (Dugdale et al., 2021;
Hampton et al., 2021), manuscript draft feedback (Hampton et al., 2022), as an
advisory panel (Poihhvedtiagat oRO9@20()Liobstiern, 2
also important to note that sixteen authors did not specifically state that they were

not autistic- but this omission suggests that they are neurotypical researchers.
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Figure 2 demonstrates the trajectory of studies that are conducted with
participatory action research methods. That is, no autistic people were explicitly
stated to have been active participants in any research prior to 2019. However, since
2019, there has been a steady increase of both collaboration with the autistic
community during the study as well as research conducted by autistic researchers.
In 2023, there were more studies published by autistic researchers than not.

Figure 2

Studies conducted by autistic researchers or in collaboration with autistic

people

4.5

3.5

25

0.5

2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021 2022 2023

= Autistic researcher Not disclosed In collaboration with autistic people

2.3.4. Methodologies of previous research

Within an already small number of existing research on autistic parents, a
further 12 studies included autistic parents in a broader study comparing autistic and
nonautistic parents (Adams et al., 2021; Bertilsdotter Rosqvist & Lovgren, 2013;
Dissanayake et al., 2019; Hampton et al., 2021, 2022; Lau & Peterson, 2011; Lau et
al., 2016; Liang, 2022; Lum et al., 2014, Pellicano et al., 2021; Pohl et al., 2020;
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Vinke-van Steijn, 2013). Although comparison studies are an understandable starting

point for research into autistic parents, it is vital to recognise that this also builds a

clear belief of autistic parents being compared to neurotypical parents in a deficit-

based view (Adams et al., 2021; Hampton et al., 2022; Lau et al., 2016; Lum et al.,

2014; Pohl et al., 2020; Vinke-van Steijn, 2013). Notably, all studies that utilised a

guantitative or mixed methods approach had specific aims in evaluating areas such

as parent satisfaction (Dissanayake et al., 2019; Lau & Peterson, 2011), marital

satisfaction (Lau, 2015; Lau & Peterson, 2011), parenting stress (Adams et al.,

2021), parent-child relationships (Dissanayake et al., 2019; Vinke-van Steijn, 2013),

parenting efficacy (Lau, 2015; Lau et al., 2016; Vinke-van Steijn, 2013), and mental

health (Hampton et al., 2022), and tended to primarily report deficits or challenges of

being an autistic parent (Dissanayake et al., 2019; Hampton et al., 2022; Lau, 2015;

Lau & Peterson, 2011; Lau et al., 2016; Vinke-van Steijn, 2013). Of the 31 number of

current studies about autistic parents,onlylls peci fi cally identified
Abenefitsod or Apositivesd to being an auti st
Dugdale et al., 2021; Fletcher-Randle, 2022; Hampton et al., 2021; Liang, 2022;

Libster, 2023; Marriott et al., 2022; Rabba et al., 2022; Smit & Hopper, 2023;

Winnard et al., 2022).
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Table 2

Strengths-based studies about autistic parents

Author Year of Methodology Aim/s
Publication
Burton, Tanya 2016 Iterative Phenomenological Analysis (IPA). Explore experiences of pregnancy, birth, and
Semi-structured interviews. parenting with women with ASD, the
Line by line coding was conducted identifying challenges experienced and their strengths
descriptive, linguistic, and conceptual codes. as mothers.
Crane, Laura. Man Lui, Lok. 2020 Online questionnaire. To investigate auti st
Davies, Jade. Pellicano, Elizabeth Six sections with both open and closed questions. experiences of talking about autism with
Analysed within an essentialist framework using their autistic children.
thematic analysis.
Dugdale, Amber-Sophie. 2021 Participatory research approach. To better understand and identify themes
Thompson, Andrew R. Leedham, Interpretive Phenomenological Approach. relating to experiences of motherhood by
Alexandra. Beail, Nigel. Freeth, Semi-structured interviews. autistic women.
Megan
Fletcher-Randle, Jessy Erin 2022 Qualitative thematic analysis. Identify and explore parenting and lifestyle

Two-tier online search- keyword search on Google and

Google Scholar and included the following search

sources published in mainstream news,

autism advocacy, and parenting websites
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terms: A(Autis* or Asper
AND (mother (ing) or fath
a request was posted on four Facebook social

support groups for Autistic adults.

to better understand how online media
texts articulate the stories and experiences

of Autistic parenting.

Hampton, Sarah, Man, Joyce. 2021 Autism Quotient. To explore childbirth and postnatal
Allison, Carrie. Aydin, Ezra. Semi-structured interviews. experiences, including healthcare
Baron-Cohen, Simon. Holt, Interviews were analysed (using NVivo software; experiences, and the benefits and
Rosemary version 12) according to a process of inductive, challenges of parenthood.

thematic analysis as outlined by Braun & Clarke

(2006).
Liang, Bridget 2022 Content analysis with a feminist Critical Disability A focus on the intersections of BIPOC

Studies lens.

autistic/autism parenting communities to
address the questions of:

How do the struggles and needs expressed
by parents in blogs differ based on factors
of intersectionality?

What omissions do we see when we look at

most autism parenting blogs?
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Libster, Natalie Renee 2023 Interpretative Phenomenological Analysis (IPA). To understand the parenting experiences of
Autism Quotient (AQ). autistic mothers who have raised or are
Semi-structured interviews. currently raising non-autistic adolescent

daughters.

Marriott, Elise. Stacey, James. 2022 Interpretative Phenomenological Analysis (IPA). What are the parenting experiences of

Hewitt, Olivia Mary. Verkuijl, Autism Spectrum Quotient (AQ). parents of autistic children who themselves

Nienke E. have significant autistic traits?

Rabba, Aspasia Stacey. Smith, 2022 Semi-structured interviews. To understand the views and experiences of

Jodie. Hall, Gabrielle. Heyworth, autistic parentso6 in

Melanie. Lawson, Wenn. Lilley, for their autistic child, focusing on the

Rozanna. Datta, Poulomee. impact of these interactions on themselves,

Pellicano, Liz. Alexander, their children, and their family.

Vanessa. Goodall, Emma. Syeda,

Najeeba.

Smit, Simone. Hopper, Jeremy. 2023 Online Qualtrics demographics questionnaire. Explore the experiences of autistic adults as

Semi-structured interview (initial interview schedule of
11 questions).
Data analysis was carried out using lterative

Phenomenological Analysis (IPA) principles.

parents and to investigate meaningful ways

in which to support them.
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Winnard, Rebecca. Roy, Mark.

Butler-Coyne, Hannah

2022

Semi-structured interviews. Interpretative

phenomenological analysis (IPA).

To develop understanding of experiential and
prospective concerns, challenges, and
benefits for mothers with a diagnosis of

Autism Spectrum Condition.
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This large proportional variance of studies that associate autism with negative
connotations rather than strengths misaligns with recent research reporting autistic
people preferring to vioawhautitdimnasa d di diofr fde
2016; Crane et al., 2020; Griffith et al., 2011; Rabba et al., 2022; Sinclair, 2012). The
authors of these articles did not clarify this focus on disorder rather than difference,
however one potential reason is the seminal work by Kenny (2016) which was
published after the earliest research on autistic parents. Regardless, contemporary
understandings of autistic individual's preferences towards identify-first language and
viewing their autistic identity as a difference opposed to a disorder strongly
recommends that researchers include autistic people in a meaningful way rather
than observing or scrutinizing them. As such, the researcher® focus on conducting
research with a strengths-based approach was validated. In addition, the literature
review was impetus for research design approaches, methods, and strategies for this
research, which is further outlined in Chapter 3.

2.3.5. Quantifying parenting efficacy, parental stress, and parent satisfaction

Table 3 summarises seven studies that utilised quantitative measures to
investigate parenting efficacy, parental stress, and parent satisfaction in autistic
parents (Adams et al., 2021; Dissanayake et al., 2019; Hampton et al., 2022; Lau,
2015; Lau & Peterson, 2011; Lau et al., 2016; Vinke-van Steijn, 2013). It is difficult to
analyse these studies as their findings vary significantly. For example, both Adams
et al. (2021) and Hampton et al. (2022) compared parental stress in both autistic and
non-autistic parents- however, Adams et al. (2021) reported no statistical differences
between groups, but Hampton et al. (2022) reported higher perinatal stress,

depression, and anxiety symptoms among autistic people. This discrepancy in two of
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seven studies demonstrates that quantitative measures alone may not be sufficient
in gathering data on the experiences of autistic parents.

Interestingly, studies that did report more positive outcomes and took a
strengths-based approach more often utilised qualitative methods (Burton, 2016;
Crane et al., 2020; Dugdale et al., 2021; Fletcher-Randle, 2022; Hampton et al.,
2021; Liang, 2022; Libster, 2023; Marriott et al., 2022; Rabba et al., 2022; Smit &
Hopper, 2023; Winnard et al., 2022). Taken together, this suggests that in-depth
gualitative methods are necessary to conduct research in a meaningful way as
existing research demonstrates that interviews give participants in-depth explanation
of the reason for any negatives but moreover, the opportunity to share their

strengths.
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Table 3

Studies focused on quantifying parenting efficacy, parental stress, and parent satisfaction in autistic parents

Aut hor Year o|Methodol ogy Ai m/ s Key Findings
Publ i c

Adams, Dawn|2021 SocCammuni cati|{To compare parenting sNo statistical d
Stainsby, M Questionnair outcomes in mothers Vv groups in fami/l
Paynter, Je Family Outc-om identify as being aut

Revised.

Parent Str-8he

For m.

Mot hers who i

autistic (n=

Mot hers who d

as autistic (
Di ssanayake|{2019 Demographic To determine whether dAutism traits di
Richdale, A Questionnair uniquely related to g uniquely to | ow
Kol ivas, N a Autism Spectr over and above ot her satisfaction. A
Pamment , Li psychol ogical factorg not related to
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Group difference
and anxiety sco
Lau, Winnie[{2011 Demographics. |I's the romantic attachHigh marital sat
Candida C. Adult attachm for these men and wor groups.
instrument . people without AspergParticipants wit
Mar it al sati s{To what extent are rel predominantly i
Parenthood sal{ the emotional experie avoidant in rom
measur e. marriage and parenthgq attachment.
with AS, and/ or for tHaving a child w
compared with the fedq parental (thoug
of other coupl esspmicctd] satisfaction.
di sorder ?
Lau, Winniel2015 Autism QuotielTo evaluate the effect/lHigh propo+dtiagmg
Parenting Sen traits of autism on t parents (especi
Competency ( efficacy. children with A
questionnair father s; 15. 4%
scored within t
on the AQ.
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sense of effica

with no
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Peterson, Quotient (AQ assessed AQ mg parents accordi
At t wood, Parenting Sen parenting cacy inMale parents had
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2.3.6. Stages of parenthood

Although it has been reported that the parenthood journey has multiple stages
dependant on the age of the child and the tasks and goals of the parent (Galinsky,
1987), many studies about autistic parents have encompassed single stages. Table
4 summarises seven studies that have only researched the perinatal/postnatal stage
or childbirth experiences of autistic women (Burton, 2016; Donovan, 2020; Gardner
et al., 2016; Hampton et al., 2021; Hampton et al., 2022; Pohl et al., 2021; Rogers &
Lepherd, 2016). Two additional studies focused only on the experiences of autistic
parents during the COVID-19 pandemic (Heyworth et al., 2023; Pellicano et al.,
2021). These are important stages that should be researched, however, there are
gaps in the literature about the other stages at this time (such as autistic parents with

adult children).
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Table 4

Studies focused on autistic mothers experiences during pregnancy and/or childbirth

Aut hor

Met hodol ogy

Ai m/ s

Key Findings

Burton,
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Gardner, |2016 Secondary anal y|Explore the|Prenatal Period (Process
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2.3.7. Publication year, location, and autistic researchers

The literature review presented in this thesis was conducted in 2023 by an
autistic researcher in Australia. Regarding the existing empirical research about
autistic parents, it is relevant to note the crossover link between studies published
since 2020, conducted by an autistic researcher, and based in Australia. As seen in
Figure 1, no studies conducted by autistic researchers had been published prior to
2021. There are many potential reasons for this exclusion and will not be explored
further in this study but does provide additional context to consider when analysing
these articles. It is also interesting that there were zero studies conducted by
researchers who identified as autistic in Australia prior to 2020, but the number of
studies conducted by autistic researchers compared to neurotypical researchers is
currently higher. This demonstrates that the number of autistic researchers in the
Australian research community is expanding, and hopefully, will continue to grow.

Analysis of the existing literature about autistic parents demonstrates that the
topic of O6autistic parentsd is an increasing
community. Combining this increase of studies while also considering the
prominence placed upon inclusive research practices, there is unfortunately a large
proportion of recently published research that was not conducted by, or in
conjunction with, an autistic researcher. As this study is conducted within the
Australian context, it is also beneficial to analyse the location of published studies.
As such, although there is a significant number of studies conducted by an
Australian researcher, many of these are conducted by the same small group of
researchers. The study conducted by Rabba et al. (2022) is a good example of this,
as the contributing authors are prominent within the autistic, Australian, autism

researcher community. Figure 1 demonstrates these relationships further.
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Figure 3

Studies on autistic parents conducted in Australia by autistic researchers.

Australia
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Currently, there is a significantly higher number of empirical studies
researching autistic children and their neurotypical parents compared to research on
autistic parents. Table 5 provides the results of a literature search in May 2024 on

EBSCOhost Megafile Ultimate, Google Scholar, and the University of Southern

Queensland library databaseusing t he search terms Aneurotypi

chil do and 0 asmeliastheinamber afresultston the first page of

Aauti stic p dateactudllsréseascleea autistic pdrents. This suggests that
search terms are an inaccurate form of data collection, and it is more difficult to find

literature specifically exploring experiences of autistic parents themselves.
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Table 5
Literature search results wusing Aneurotypica

parento conducted in May 20214

Neurotypical parent of | Autistic parent Meets
autistic child inclusion

criteria (page

1)
EBSCOhost 0 84 2/30
Megafile Ultimate
Google Scholar 22,900 512, 000 1/10
University of 188 13,772 3/10

Southern
Queensland library

database

Even within this group of studies, there tends to be more emphasis placed on
the autistic parent in conjunction with their autistic child, their parenting ability, or
parenting satisfaction rather than exploring the complete life experience of adults
with a diagnosis of autism, and who have children. This study places emphasis on
the autistic adult themselves, with acknowledgement that the parenting role is a facet

of their lives.
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CHAPTER 3: METHODOLOGY

Chapter 2 presented an analysis of existing literature on contexts of autism,
contexts of parenthood, and contexts of prior studies on autistic parents. This
chapter will now describe the methodology of the study including research design
(ontology, epistemology, and paradigm), ethical considerations, participant
recruitment and demographics, and data analysis.
3.1. Research design

This research was conducted utilising an Interpretive Inquiry approach as
described by Morehouse (2011). Morehouse describes Interpretive Inquiry research
as a form of phenomenological inquiry which itself "examines conscious experiences
of individuals as well as their direct experience of the world and their interaction in
the worl do ( Mpnelhhsbasok, Moreh@udekemphasises that
Interpretive Inquiry is conducted when both the participant and the researcher are
aiming to understand the particular phenomenon (2011). Participant interests in the
phenomenon of autistic parents was made explicit in the opening question of the
interview guide. This initial question
research?06 was created with atmesdltedinalh t
participants explicitly stating that there was not enough knowledge around the
experiences of autistic parents. This had a dual result of participants wanting to
share their experiences with other autistic parents, as well as receive an executive
summary of results from the researcher at the completion of data collection and
analysis.
3.1.1. Research ontology, epistemology, and paradigm

An Interpretivist paradigm (Schwartz-Shea & Yanow, 2020) within Interpretive

Inquiry was utilised in conducting this study, as it works from the viewpoint that there
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are various cultures, environments, and contexts that impact the world. The
researcher initialised the concept of this research with the belief that the experiences
of being a parent and being autistic will widely vary from person to person- even if
they share demographics such as diagnosis, age, gender, or family structure.
Therefore, they have taken a relativist ontological stance throughout this research,
as relativism acknowledges that there is no
evolving depending on a wide array of factors (Nightingale & Cromby, 1999). This
relativism approach was instrumental throughout question development, data
collection, and data analysis, as the researcher remained flexible and responsive.
As described by Braun and Clarke (2022), a contextualist epistemology allows
for a more ambiguous approach to meaning making. This links strongly with the
researcheros relativist stance in believing
differ depending on many factors. Meaning making within a contextualist
epistemology also supports consideration about how the researcher® own identity
and experiences as an autistic childfree adult shaped the approach to conducting
interviews and analysing the data.
The relativist ontology and contextualist epistemology were especially evident
throughout the data analysis process. In immersing with the data and keeping a
reflexive journal, the researcher believed that all participants (despite being autistic
and being a parent), had very different views and experiences in life. Although some
words, phrases, and themes are shared among the cohort, it is clear from this study
that it is impossible to have one singular descri ption of Awlat an
3.2. Ethical considerations
Ethics approval was gained through the University of Southern Queensland

Human Research Ethics Committee (Ethics approval number ETH2023-0008). The
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HREC Approval Certificate is provided in Appendix H. As this research involved
participants from a vulnerable group as outlined by the National Statement on Ethical
Conduct in Human Research 2007 (updated 2018), extra consideration was given to
aspects such as confidentiality by using pseudonyms, multiple participation options
(such as video, phone, or email), and clear, explicit information. Explicit information
was given at all stages of the research including the aims of the research, the
possible risks and benefits of participating, the expected duration of the research,
how information will be gathered, the dissemination of the findings, and making
explicit the option to withdraw consent at any time with no consequences.
Confidentiality was ensured by labelling all relevant documents and files with
participant pseudonyms, setting password protection on all storage drives, and
removing identifying details from interview transcripts (such as names and places).

Informed consent was given in both a signed consent form prior to scheduling
an interview, and at the start of the interview. Consent was also required for
recording, and retaining, video and/or audio. Participants were reminded that they
could withdraw from the research at any time (including during the interview) and
were also free to not answer certain questions. As research conducted through the
University of Southern Queensland requires use of their Interview Information Sheet
and Interview Consent Form templates, it was not possible to provide alternatives for
those who required it. However, the recruitment poster was clear and easy to read
with as little text as possible, used dyslexia-friendly font, subtle colours, and simple
images (Cascio et al., 2021).
3.3. Participants

As this study aimed to explore the lived experiences of autistic parents

utilising a strengths-based approach, it was necessary to use a purposive sampling
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recruitment method (Patton, 2002; Rapley, 2014; Suri, 2011) to ensure that all
collected data came from the participants first-hand. Participants were recruited
through Facebook groups that are specifically targeted for autistic parents after
permission from group moderators. Initially, the goal was to recruit participants from
Queensland, as it was a familiar and shared context with the researcher. However,
this severely lowered the potential number of participants and lessened the ability to
gain a rich dataset. Therefore, recruitment was adjusted to an Australian-wide
search. Initial response was much higher than expected, with 23 interested
participants. However, due to a lack of follow-up from participants in returning signed
consent forms and scheduling interviews, the final number of participants included in
this study is seven. Table 1 provides basic demographic information relevant to the
research topic such as gender, current age, age at diagnosis, children (and if they
are also neurodivergent), and current relationship status.

Table 6

Participant Demographics

Pseudonym | Gender | Age Age at Children Relationship Status
diagnosis
Participant A F 4 0 0 46 27 NT (2 child Boyfriend (separated
currently being from chil ¢
assessed) father)

2 NstepekD

Participant B F 4 0 640 27 1 NT,1ND Married( t o c h
father)
Participant C F 406Sel f dx17 ND Single (divorced

from chi) o
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Pseudonym | Gender | Age Age at Children Relationship Status

diagnosis
Official dx in
400s
Participant D |F 40640606s 47 2ND (1 childdx), Married( t o c h
2 NT father)
Participant E |F 406406s 27 1 ND, 1 NT Married (t
(possibly ND) father)
Participant F |F 200 Selfdxatl {17 ND Married (t
Official dx in father)
200s
Participant G |F 406406s 27 1 ND, 1 NT Married (t
father)

3.4. Data collection
Semi-structured interviews were selected as the most appropriate data
collection method for this research for three main reasons. Firstly, semi-structured
interviews are suited to research that aims to explore experiences (Braun & Clarke,
2013)- which is a vital component to this Interpretivist Inquiry thematically analysing
the experiences of autistic parents. Secondly, the method of semi-structured
interviews supported the researcherds inexpe
the most common and familiar method (Briggs et al., 1986; Gubrium & Holstein,
2002), the researcher was able to draw upon their prior experiences of
communicating with parents as a teacher. Thirdly, semi-structured interviews also

initially develop an overall guide of questions, while also remaining flexible enough to
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expand further on responses from participants (McGrath et al., 2019; AdeoyeZ
Olatunde, & Olenik, 2021).

As the interviews weresemi-st r uct ur ed, It was i mportant
of questions to work from. This is especially true when adhering to the ethical
standards when researching vulnerable groups. However, the researcher found that
some questions were naturally discussed by the participants (thereby negating the
need to specifically ask it), some were not relevant to the participants, and
sometimes the order of the questions (despite being originally developed with an
overarching organisational structure) shifted according to the natural flow of the
conversation. This interview guide of questions was sent to participants one week
prior to the interview to accommodate any possible processing disorders that
participants may experience. The interview questions focused on the family structure
of participants, the roles, and responsibilities of participants, and how they feel
autism does or does not impact their approach to parenthood or adulthood. Appendix
B provides the complete interview guide that was sent to participants.

All interviews were conducted in June and July 2023. Six interviews were
conducted over Microsoft Zoom, with one interview conducted via phone. All
interviews were recorded with the Zoom record feature, following verbal consent
from participants. Discounting introduction and conclusion conversations, interviews
ranged from 44 minutes to 1 hour and 31 minutes in length. Initial transcriptions were
generated through Microsoft SharePoint, downloaded as a Microsoft Word
document, and corrected and edited by the researcher in Microsoft Word. The timing
during this process was precise due to ensuring that the researcher had time to
reflect on the interview and process initial thoughts, while also recalling the interview

adequately despite difficulties stemming from their own ADHD diagnosis. Therefore,

69



transcripts were generated directly after the interview file was converted, and the
final transcript was completed exactly one week from the interview.
3.5. Data analysis
Reflexive thematic analysis (TA) approach (Braun & Clarke, 2022) was
decided as the data analysis method as it co
ontology and epistemology, and the research paradigm for this research. Reflexive
TA is described as a six-phase process to guide through data analysis rather than a
clearly defined set of steps.
A core component of good reflexive thematic analysis as described by Braun
and Clarke (2022) is the keeping of a reflexive journal. The practice of keeping a
reflexive journal has no clear rules or guidelines, but it is intended as a guiding
activity for the researcher to both reflect on their own initial response, and also
interrogate why these responses occur. As this research was about autistic parents
but conducted by a childfree autistic adult, the reflexive journal was vital. There were
some difficult topics discussed during interviews that personally affected the
researcher, and journalling about these responses allowed the researcher to
privately fAwork througho personally difficul
that participant comments were included in theme development regardless of its
contrast to other participants (or the researcher). Figure 2 provides an example of
one such Adifficult topico that the research
Figure 4

Journal Entry 1 27/06/2023.

Journal Entry 1 27.06.2023
€ while thinking ab odourneys bflofficalfdiagndsis, it

seems as if they all somewhat identif
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didndét seek an official diagnosi s unt
parenting/life in general.

I f they spoke about having a diffi
parents struggle. Youdor e-dagmwose, paoply weteimbré
understanding, but t-degthyanddot grofessioralisuppod t
until an official diagnosis. This is despite autism/ADHD diagnoses being so
expensive and/or inaccessible for some people.

It just feels like a lose-lose situation. Autistic parents either quietly struggle
and get judged for not patheyaré opengbolt bekng

autistic and get judged because nAdiosa

An in-depth description of data analysis is discussed in greater detail within
each phase of Braun and Clarkebds six phases
presents a visualisation of the six phases.
Figure 5

Six phases of reflexive thematic analysis as outlined by Braun and Clarke (2022).

4 3\

Phase 1: Familiarising yourself with the dataset

| J

s N

Phase 2: Coding

Phase 3: Generating initial themes

Phase 4: Developing and reviewing themes

Phase 5: Refining, defining, and naming themes

Phase 6: Writing up
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3.5.1. Phase 1: Familiarising yourself with the dataset.

Data analysis begun within the first moments of the first interview. All
participants consented to being recorded which allowed the researcher to be fully
engaged and responsive to participants. Notes were not taken during interviews (for
participant comfort and confidentiality). Journal entries were written directly after
each interview. Entries focused on the personal feelings of the researcher (e.g., ii |
think that interview wentwell, ®t hat parti ci pant was comfort a
wel | as fabdbgad discassion@aints. Journalling helped the researcher
later to identify any differences in what they felt was important and what each
participant placed importance on when re-viewing the interview.

Familiarisation was further implemented during the transcription process.
Although generated captions were created, they still had misspellings, big chunks of
text, and text assigned to the wrong speaker. The researcher listened to the
interviews while writing the final transcription. During this process, the researcher
was able to better identify tone of voice, body language, and pauses (which were
also written into the transcriptions), which was included in final transcriptions and
shaped another form of data.

3.5.2. Phase 2: Coding.

Coding was conducted after each interview transcription was written. These
initial codes were semantic in nature- mostly identifying particular words, phrases, or
topics that appeared relevant to the participant. Some semantic codes, such as
Afamily struct upadner, eemanedaieufpriner analysis as they
were relevant information for full thematic analysis and discussion and did not
require in-depth exploration. The decision to categorise codes as semantic rather

than latent in this phase was due to the participants specific word choice. For
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exampl e, although ns beperoeivadiaswvery gererictthisevaso coul d
the specific term used by participants. Latent codes stemmed from specifying types

of support (such as emotional, financial, and child rearing) and participant

perspective of the support (negative or positive).

Some semantic codes, such as fAdiagnosi s |
developing into amore latentc ode fAimy di agnosis helps my <chi
explored the various implicit and explicit ways being autistic benefits their child.

Some codes were removed entirely as they were too broad-s uch as fdAment al h
di fficultiesod, and retolganiseg into todirgy labeks suehas nst e ad
Amanagi ng me(which ihcludked stratdgiesoparticipants implement, or the

outcomes of not managing their mental health) or the specific names of the mental

health conditions as a form of exploring if there were shared experiences with

particular mental health conditions.

3.5.3. Phase 3: Generating initial themes.

It was important to the researcher to generate the initial themes as soon as
possible after the final transcription was written. This may not be a timeframe that
works for all researchers utilising the thematic analysis method, but it was necessary
for the researcher due to their ADHD-friendly approach.

These initial themes were generated using the Post-It app on an iPad- as it
was less physically imposing, and the digital format could be both more easily
retained and allowed for more rigorous methods of ensuring confidentiality (by
uploading the file into password-protected external storage according to the Data
Management Plan). This first attempt at theme generation involved writing each code

on a separate note, and then categorically sorting them.
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This initial grouping is shown below in Figure 3, which is a cropped image of
the final product. For the full image, see Appendix C: Initial Grouping. Figure 3
shows that due to using semantic codes only, these themes were very surface-level
and did not really explore the deeper meaning of the data. Therefore, these initial
themes were categorised using very broad, generalised titles which did not
demonstrate deep analysis of the data. As such, the researcher returned to the
coding phase and explored the connections and deeper meaning of participant
responses.
Figure 6

Initial Grouping

Social
Parenting
Connection
with other LGBT
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parent parent parent
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T de) e By
the kid(s) help me s,
Parent Supportive
5 community
Support My AAEE LR support of ND
Family child at diagnosis groups et
structure detriment helped —
to self my child
Surrounded "
Negative
Having an P i Support tl’ll)gypt?;ipel\?e frie'%.dShip
e S ; arenting My groups b ND experiences
diagnosis is harder I
be_fore having than | FO e aS
hild Id
chlavr:l:‘evlvpc'e'-:i thought a mum
Relationship social
2 Doi . with partner media -
My kids th?[;r;gs My kid(s) p Facebook
(not our . despite come .
H urnout or 1
kIdS) exhaustion first
Sense
of guilt
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3.5.4. Phase 4: Developing and reviewing themes.

After re-coding all data, the Post-It app assisted with organising and
visualising the codes. This time, however, the original document was used to
remove, rename, and add code labels, as necessary. The benefit of having the two
theme development stages in a digital format was the ability to view them side-by-
side on a screen and make handwritten notes on what changed and why- particularly
for the writing up phase of the research which requires analysis and interpretation of
why the themes are relevant to the research. This led to the first iteration of the
theme development as shown in Figure 4, which is a cropped image of the final
product. For the full image, see Appendix D: Theme Development. Formatting
inaccuracies (such as label numbers, grammar, incorrect spelling, and order of
sections) have been purposely preserved to demonstrate the fluctuating nature of
this theme development stage.

Figure 7

Theme Development

4: “Finding a safe

space”
Connection Comparing Surrounded Supportive
with other LGBT to other Unsupportive by people community Support
different community autistic family they believe of ND groups
people people to be ND people

“Difference vs.

Disability
Disclosing - : : No :
SRl people will I'm still Diversity difference Autism is Dt:fference
G judge you bl VS. between a NTEIWS?\TD
autictic and it will Cca pa e * = ND and NT difference an
e limit you disability child children
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3.5.5. Phase 5: Refining, defining, and naming themes.

This phase utilised a more tangible approach to data immersion. Firstly, the
transcripts were re-read to ensure that all relevant quotes were gathered, and
reflections were up to date. This refining of themes is shown in Figure 5, which is a

cropped image of the final product. For the full image, see Appendix E: Theme Re-

Development.
Figure 8

Theme Re-Development
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e m‘g‘]:{:p"%s SHeLe judge you Vv still achietginems |d8ntlty Ereof i
treated CtadiE strengths and it will ca pable difference autism/ADHD
differently limit you
5: “My kid(s) help
me
Hope Proud Use of i My kid(s)
for the Compliments of rotégg?nzs 4 affected come
. 3 how | i
future child mechanism oot first

These final codes were used to create a digital mind map. The Mind Map is

shown in Figure 6, which is a cropped image of the final product. For the full image,

see Appendix F: Mind Map.
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Figure 9

Mind Map
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Next, the researcher printed all direct quotes from the transcripts that were
|l abel | ed fl mpasthdsd wete th€momenes énadvhich the researcher felt
participants adequately verbalised the valuable experiences, advice, and goals that
supported their passion for this topic. These quotes were cut out and organised, so
t hegyoupddo wi th similar themes and i deas.
pieces of paper.

It was from these final papers that the final themes and sub-themes were
refined, defined, and named. It was also clear that each theme was made more
impactful with a title name that was a direct quote from a participant. This further
gives this cohort the opportunity to share their voice, but also more adequately
describes their experience as an autistic parent in a way that the researcher, a
childfree autistic adult, could not. Figure 8 is an extract from the reflective journal that

demonstrates the thought process during the theme development phase.
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Figure 10

Journal Entry 1T 19/08/2023.

Journal Entry T 19.08.2023

It 6s r e al howmythamesrhave ¢hangeg a bit after creating a
mi nd map. I was on track with an over
thought it would be, o0 which | was con
positives/strengths-based thesis.

However, in trying to sort my thoughts out into an image (which is really
hard with an ADHD brain that has so many competing thoughts, and an autistic
brain that likes order and tidiness), I'm leaning more towards an overarching theme
of fiparenwitngtas amudat takes a | ot of

| 6m pleased with that direction, b
Amy diagnosis heteglgeftintmy chil do can

Now as | typed that....

€ | realise that it actually falls
childot!! 11

I f the diagnosis is what | ed to a
connection to ND childo and ANT child

then helping the parent with their diagnosis and ongoing supports DOES help the

child!

3.5.6. Phase 6: Writing up.
Fundamentally, t her e wer e mul tisrgseaech dioject-i t e
reflexive journal entries completed chronologically throughout the project, preliminary

drafts written during data collection and data analysis to keep supervisors updated
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and receive feedback, an abstract and diagram of findings to provide to participants,
and ongoing collaborative documents shared between researcher and supervisors
that formed the final thesis.

The first draft of the Findings chapter was initially off-genre. A significant
amount of analysis was included in this version- creating an amalgamation of both
Findings and Discussion. This is most likely due to inexperience of research report
writing, and more experience in essay writing for the researcher. Therefore, ongoing
feedback from the experienced supervisors was essential, as constructive criticism
was provided on how to ensure that findings are presented before providing an
analysis (with supported literature) in the Discussion section. In this regard, direct
guotes from participants were invaluable. The recommendation to include
participantdéds own words withi n-itehsaredfhatndi ngs
participants voices were heard, and that researcher analysis was not the focus of the
thesis instead of the actual data itself.

The reflexive journal was an instrumental data collection tool throughout all six
phases. It was first used as a way to Ajot d
perspectives (during the literature review and question development steps), but this
reflexive journal soon turned into photos of hands-on tools and strategies such as
mi nd maps and coll ages. Entries wesuehawri tten
an interview, after initial coding, recoding, theme development and refinement, and
writing up. As such the final reflexive journal is now a digital scrapbook of sorts- with
notes, images, doodles, and private thoughts. At first glance, it is overwhelming and
confusing, but it is also valuable to re-read or view prior entries and see the
reasoning for changes at each phase of theme generation, development, and

refinement. It is primarily this journal that provided the foundation of both the
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organisation and the writing up of the many sections of the research report, as it
chronologically moved through the entire research process with personal reflections
and observations that are so imperative to the reflexive thematic analytic approach.
The extract in Figure 9 provides an example of how the reflective journal benefited
this phase.

Figure 11

Journal Entry 1T 31/08/2023.

Journal Entry i 31.08.2023

So far, I 6m feeling confident and
fi ) themes. I love the idea of using direct quotes from participants as the theme

titles, as it really demonstrates their thoughts, feelings, and experiences.

| 6ve al so considered the fact that
and negatives. For example, for ASupp
discussion from Participant F about their current employment- a manager who lists
their positives, an ability to work from home, etc. But there are also some
participants that discuss times when they d i dhawe tsupport or safe spaces.

My next step isto focuson ONEt heme at a ti me. |t §
my ADHD brain that loooooves to flip-flop and have somewhat related lightbulb
moments, but | also want to be cognizant of the time it adds to go between

documents, pages, and quotes constantly.

Fingers crossed that my brain is polite for the next few days. i
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CHAPTER 4: FINDINGS
Chapter 3 outlined and justified the data collection and analysis methods
guiding this research. This chapter will now discuss the three themes and six sub-
themes created by the researcher through reflexive thematic analysis. Each theme
will be supported with direct quotes from participants, as well as excerpts from the
| wieeffe relevant.v e

researcher os journa

Three themes, with two sub-themes each, have been developed after a

process of reflexive data analysis. In support of a strengths-based approach, the

main themes are impactful direct quotes from participants that highlight the

capabilities, successes, and benefits in being an autistic mother. The sub-themes

within each main theme include examples of participants experiences as autistic

mothers with supporting literature.

Figure 12

Final Themes

“'m educated. | have
a family. | have a
career. | have people
who love me. | have
people who | love”

Sub-theme

Finding my strengths

Sub-theme

Judgement from others

“You adapt so that
your life fits your
neurodiversity... my
life fits with my
neurodiversity.”

Sub-theme

Supports and safe spaces

Sub-theme

Greater understanding of
self

“I love that we get
each other. | love
that my child has a
parent that gets them
because | don't think
| really did.”

Sub-theme

My diagnosis helps my child

Sub-theme

My childhood affected how |
parent

81



All participants commented that autistic parents are already within our society
but are often undiagnosed, misunderstood, and under supported. Despite these self-
identified barriers, participants also discussed areas of strength and the positive
effects that being autistic has on their personal and professional lives. They spoke
about the fact that being autistic does not negate an ability to achieve things in life
but, based upon their own experiences and observations, autistic people still face
judgement from individuals and society. Participants also discussed how they adapt
their life- to either fit into the neurotypical world and its rules and expectations, or to
make their world fit their specific needs. Finally, the fact that all participants were
diagnosed as an adult after their child started their own diagnosis assessment was
viewed as contributing to feeling unsupported by their parents during childhood. For
some, this sometimes led to the development of a strong belief system to
demonstrate that autism is not inherently a bad thing, needing to advocate for their
child, and wanting to ensure that their children feel completely loved and supported.

Before discussing the themes in greater detail, the author thought it prudent to
include one direct quote from each participant. These are quotes that were
personally impactful and moving to the author as they demonstrated the initial kernel
of thought that kept the author® passion alive in order to prevail through the

difficulties and setbacks and challenges to complete this thesis.

t

ADon't wredngme |t I's a disability in
di fference. l't's not i t' si Participantéhomdmto m and
seeing autism as a barrier.

Al " m educat ed, I have a family, I have
me . I have pe oipPargcipanhBoon dtill beimg\capable.
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A | ove that they have a parent that thin
know, t hey get 1 &artwipagt Cwin Hehstromgeblorid with her
child.

ALi ke | | ook back and think t.ofoumyself, &6W
know, I i ke Oyou di d TalfPatticipanh & ton hieri lifed of stuf
achievements.

AThere's nothing to stop autistic peopl
relationships, or anything like that. And this changing that sort of mentality, |
think it's just goiilrPgrticipant EtomHherchopa fonitiei | e t o go.

future.

Participant F discusses why she wanted to share her story:

Everything around i sé just wants to |ik
even | i ke suitable parents?d Yeahé | ike
So, |l just thought it be nicelmtaoé yeah, k
part of because | 'm an autistic mum. AndEé¢
A mean theyé theydére really Jlovely kid:
something right between my husband and I . To

T Participant G on being proud of how she raised her children.

As demonstrated in the above direct quotes from the participants themselves,
being an autistic adult with children is a life that is extremely rewarding while also
being immensely challenging. These autistic parents are commended by the
researcher for their willingness to readily share their very personal and sometimes
difficult experiences to confirm that autistic adults can raise children through the

journey of parenthood.
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41. Theme: Al 6m educated. I have a family. I
| ove me. | have people who | | ove. 0

This quote from Participant B illustrates the point that participants made about
autistic people being capable of living full and productive lives. The sub-themes of
AFinding my strengthso and AJudgement from o
participants faced- sometimes in opposition to each other, and sometimes in
response to each other.

Participants simultaneously spoke about the positives and negatives from
receiving an official autism diagnosis. A common negative interaction shared among
all parents were the comments received from neurotypical individuals and society in
general, about the inability of autistic people having rich, fulfilling lives. However, this
issue was not explored further in these interviews, so it is unclear if participants
heard such comments after receiving their autism diagnosis, or they were more alert
to such topics after being aware of their own autistic identity.

There was evidence throughout the interviews with all seven participants that
these parents had a wide range of roles, responsibilities, identities, and
achievements that they found pride and joy in. Being seen as capable (not only as a
parent, but also themselves as an individual) was a foundation of satisfaction
amongst this cohort of extraordinary individuals. Their adamance that, even with
potential additional struggles, autistic people are just as capable and deserving of
being parents was frequently detailed by participants.

4.1.1 Sub-Theme: Finding my strengths

Although this sub-theme includes discussion on traits or characteristics that

participants noted as a negative or weakness, the word fi f i n kighliglgsahat these

strengths may originate from perceived weaknesses from themselves or others that
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were either prioritised over their different strengths, or how their interests and
proficiencies have been identified as valuable by others. For some, it has been
described as a journey that the autistic mothers in this study found themselves

travelling after receiving their autism diagnosis in adulthood.

A shift of focus in education and career were a common occurrence for many

of the participants. For Participant F, she completed her first tertiary degree and

subsequent career in the STEM field as it was a subject that was naturally easier for

her. However, she is now in a job that requires minimal mathematics or science but

does require significant organising and scheduling.

This is a similar story to Participant A, who also started studying one subject

because she was naturally good at it before realising, she did not find joy or passion

in the area. Her solution to choosing a new career was one she humorously noted as

being fivery autistico
lamquites mart, so | want(ed) to you knowé
treated that I|i ke a project, |l guesseé

what | was good at. What | was passionate about, sort of, you know,
made a spreadsheet and yeah (laughs). So yeah, that's how | came
to do (subject)é as a degree. Yeah,

way. (laughs).

Spreadsheets and similar organisational techniques were likewise reported as

an enjoyable activity or necessary tool for managing the various aspects of the lives

of Participants D, E, and F due to the busy nature of their lives. However, Participant

D spoke of organisation and scheduling more as a necessity due to her large family

with various needs, whereas Participant E and F found their organisation as both a

source of personal joy and strength that they enjoy receiving compliments on.
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Difficulties with planning and organising has only previously been reported as a
problem area for autistic parents in one study on autistic parents (Murphy, 2021),
which is a conflicting finding to this cohort. Participant C was the only parent who
reported this difficulty as significantly detrimental to their life, with some participants
speaking of the difficultyt ok efiep upo with the needs of thei.
themselves to keep the family organised. However, this was prioritised as a personal
value in ensuring that their partner and/or children were happy, supported, and fully
engaged with life. This interview data presents statements from autistic parents
describing organisation and scheduling as a strength- either because they are
naturally talented at it, or because they persevere with it despite struggling.
Some participants had received compliments on characteristics they identify
as an fauy boweveritheir respoased oftentimes differed. Par t i ci pant C0 s
traits of honesty and directness were both a source of compliments and instigating
factor for workplace bullying. The experienc
traitsodo has |l ed to what Parti ciofhewotkfor@- descr i
demonstrating the very long-term effects that can occur when an autistic person is
unfairly judged and targeted. Although this example relates to the participants
career, similar sentiments on being misunderstood, judged, and dismissed have
previously been reported among the autistic parent cohort (Dugdale et al., 2021,
Kwang Hwang & Heslop, 2022; Murphy, 2021)- which sometimes further impacts
ot her peopleds perceptions of the parenting
A somewhat contentious and rising discussion point within the research and
autism communities i s t he ¢ on c e pafornodf sociatcansokfiaging that
mimics appropriate social interaction but is also tiring and damaging to the long-term

psychological wellbeing of autistic individuals. However, this ability to mask was also
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reported to be a benefit for some participants, particularly in the workplace. For

Participant E, she spoke aboutherself-d e f i ned A wor k tohtadktopeesshe put
only identifying that this was a form of fAma
G spoke of her masking as a great strength for her career- particularly when viewing

her employment history and achievements:

But it means you can pretty much blend into any or adapt to any
situationé But it also means | was except
because | could mirror people. So, you tend to always be observing of

how people are. And then you reflect how they are. So, | was very

good at sales for years, and | 'm very goo
through the door with my resumeé | gener a
get the job.

Masking has often been noted as a significant factor in poor mental health for
autistic individuals (Bargiela et al., 2016; Beck et al., 2020; Cage & Troxell-Whitman,
2019; Cassidy et al., 2020; Cook et al., 2018; Hull et al., 2021; Lai et al., 2017; Miller
et al., 2021; Raymaker et al., 2020), however, Participant GO definition of masking or
camouflaging appears to differ to other participants. Instead of being a form of
Apretending t o be smedescnbek ibas apoweifdl tod ih hemwprk i n
repertoire- somewhat similar to how Participants E and F have been able to utilise
their strengths in organisation and scheduling to suit their personal and professional
lives.

Another trait that was noted as being useful by participants was the ability to
compartmentalise and focus on tasks and details- particularly during times of crisis.
This was particularly beneficial for Participant E when her child was hospitalised, as

she felt she was able to make important decisions and support her child more
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effectively. Participant F similarly found her ability to compartmentalise useful when

needing to organise her husbandds death

spoke on how she didnot negatively dwel

just viewed it as another task needed for his job. Figure 10 presents the researcher
reflection on the experiences that participants specifically noted as similar to
neurotypical parents- however, their ability to compartmentalise provides a strength
in managing and approaching difficult situations as a parent.

Figure 13

Journal Entry 1 24/06/2023.

Journal Entry i 24.06.2023 (after interview with Participant E)

However, | think the biggest takeaways from this interview was the similar
comments and responses that show that autistic parents have very similar
experiences to neurotypical parents. PE talked about their three children, including
their youngest who has had many severe medical issues their whole life. This is,
unfortunately, something that happens to parents regardless of their own
medical/psychological diagnoses. The only note that may distinguish their
experience as an autistic parent compared to a neurotypical parent (in their own

words) is that their autism means that they are great at compartmentalising.

Participants reported that their ability to compartmentalise improved their
ability to remain resilient in times of stress. This was most evident with Participants
B, F, and G. They all spoke of moments wherein they faced a setback but
persevered. Although their specific experiences differed from child illness to
workplace bullying to their partner needing to live away due to work, they sitill

recalled strategies they utilised to deal with the setbacks. There was also variation in
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the source of strength that they drew on during difficult times. For Participant F, she

spoke of how being a mum meant that you simply have no choice but fto get up and

get on with lifedto support your child. For Participant G, however, she spoke more

often about her strong.work ethic and just
4.1.2. Sub-Theme: Judgement from others

Judgement from others was unfortunately a common theme throughout all
participant interviews. However, in taking a strengths-based approach, it is prudent
to emphasize that participants noted that judgemental comments were unfounded.
Despite judgements on their parenting, career, or general life capability after
receiving an autism diagnosis, participants appeared to be most affected by
standards and judgements they placed on themselves.

Despite these myriad strengths that participants personally identified and
received from others, there was a strong recurrent discussion point of the various
ways that participants feel judged by other people. For some, they spoke of specific
comments from individuals that questioned and attacked their competencies in daily
life and their parenting abilities. However, none of the participants in this study spoke
of the fear of losing custody of their children as has previously been reported in other
studies (Burton, 2016; Kwang Hwang & Heslop, 2022; Lee, 2022; Murphy, 2021). It
is unclear why this is the case as the general participant demographics in this study
appear similarly varied (age of parent, gender of parent, marital status), and sample
sizes were similar (n =7, 7, 2, 6).

Participant B spoke about the pressures of moving into a new workplace.
Despite confidence in her ability to succeed in her new role, she acknowledged her
uncertainty in disclosing her autism diagnosis due to fearing people would assign

that as evidence that she will be incompetent at her job:
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|l don't want that, o6l know she won't be a
autistic. o |1 ' ppledse. Kes,,|wilhJustgive mélBi t c h
mi nutes. 6 Like, you know, it's li ke, you

hours. Maybe give me a month.

This experience for Participant B was similarly echoed by the other
participants who also spoke of arbitrary rules and expectations that they struggled to
adhere to. Participants reported feeling that these rules and expectations were
unnecessary, confusing, and sometimes difficult to adhere to. When they were not
abl e to f ol l ganicigattserepertedisometimesfeeling guilty- as though
they were 6ddamagingd their c.hhdsalsentimentsinot par
struggling with arbitrary rules are a very commonly reported characteristic for autistic
parents, but most participants statedt hat t hese o6rul esd and O0exp:
are not applicable when both parent and child are autistic (which was the case for all
participants). To this end, participants vocalised guilt over not meeting the standards
set by a neurotypical society while simultaneously showing frustration towards a
neurotypical society that refuses to understand the needs of autistic parents. This
was especially evident for Participants B, C, E, and F, who referred to autistic
mel t downs as Q@ eind abad patient, or vecessing NDIS funding.
Participant E spoke about her shame in disclosing when she is struggling with the

parenting experience:

| mean there's a lot of mums out there who are also struggling. Who
not necessarily autistic, but just the fact that having lots of kids and
those expectations is hard and | just kin

embarrassed. And | think it's like ableism and stuffllk e t hat . 0

90



Participant F, on the other hand, spoke of how other parents may feel shame

in speaking about struggling as a parent. As such, she is open about how the

parenting experience comes with difficult moments, but still retains an underlying

love for the child:

frustration after receiving judgements or negative comments from others into a

You cannot possibly prepare yourself for what it's like to have a(n)
infant that totally depends on you for its survival and wanting to throw
it at the wall while wanting to love it and protect it. Those competing
feelings inside you and eating you up. It's hectic. (laughs). And | think
a lot of people that experience it are scared to talk about it until | bring
it up because they're scared of
thinking they're horrible parents for having those thoughts. | wanted to
throw him against the wall because | couldn't deal with the touch and

the noiseé Yeté every part of me

bei

ng jud

wanted t

For Participants A, C, and F, they discussed their process of transforming

persistence to work harder and prove that being autistic does not limit them. In some

cases, this has led to acceptingt hat ot her s may choasidggnettotbehn e mé b L

bothered by it.

Interestingly, Participant G was the only participant who shared disparaging

remarks about other autistic people. She was also the only participant who

discussed her approach to disclosing being autistic to gain personal and professional

benefits,such as when applying for a new

say

j

o

b as i

noo in fear of dlecPamtnatpant aGéossawnow

tendtopri oritise their daughter A p u-shicghisagt

odds with her own willingness to use her autism diagnosis to gain benefits.
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A feel a bit sorry for rpushddeherght er i n sor
into taking on a part time employment. And then | pushed her into work
experience. So, | tend to push her quite a b
know, just because you're autistic doesn't mean you shouldn't learn how to,

ummé t al k ne.0itParticpantyCGo

MAnd | disclosed |I was autistic, and | thc
them to say no.d Because you could say itdsé
you say it and you Pgrcipantetbn advant age?060

The journal extract in Figure 11 was a vital tool during the data analysis phase
for Participant G. This interview was full of contradictions and juxtapositions from
Participant G herself regarding her view of autism for herself compared to others.
The reflective journal provided the opportunity to question why this may be, as well
all ow the researcher to filet outo the negat.
comments. This ensured that the findings aligned with the participants views, and not
the researchers.
Figure 14

Journal Entry T 14/07/2023.

Journal Entry 1 14.07.2023 (after interview with Participant G)

It was also really interesting to hear the juxtaposition between PG talking
about the younger you are diagnosed w
Aresilienceodo but talked about just #dAp
diagnosed with Autism Level 3.

It was also interesting that PG mentioned how their NT partner has a poor

relationship with their ND dawopktsentb
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understand her needs, and has no want to. But also, clearly emphasises that they
have a really positive relationship with their daughter because they understand

each other® needs because they are both autistic.

4. 2. Theme: AYou adapt so that your I ife fit
with my neurodiversity.o
This theme title perfectly encapsulates the experiences of the autistic mothers
in this particular study. Of the seven mothers, six of them had never considered that
they were autistic prior to their child undergoing diagnosis. In this regard, participants
spoke about two different experiences in adapting to being autistic- finding ways of
living that lessen negative consequences despite not knowing that they were autistic,
and working on the acceptance that being autistic may require an attempt to identify
and minimise circumstances that may be detrimental to their autistic needs.
A common discussion point from all participants was the fact that being
autistic had led to requiring adaptions in their lives to fit their neurodiversity. As
participants were diagnosed at different ages and at different stages of life (e.g. age
of children, number of children, career, education, housing situation, romantic
relationship), these adaptions varied from participant to participant.
Participant A talked about her realisationthatherj obés fl exi bi |l ity t
home some days was beneficial to her mental health. This support, understanding,
and flexibility of her employer is an example of the benefits of workplaces creating
safe and supportive working environments for all employees can have positive
effects. This same flexibility is not an option for Participant D, despite her personal
disappointment that her long work hours have negative effects that are two-fold.

Firstly, she physically cannot spend as much time with her children as she would
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like, and that she is mentally and emotionally overwhelmed by the time she gets
home, and this impacts her relationship with her children. However, this offset was a
purposeful choice as she spoke on the value herself and her husband place on
extracurricular activities for their children. She notes that these experiences are vital
for her autisti c dlauucgnhat e funded bypnesmgleaincomee al t h
household.
These two opposing experiences in being a working, autistic parent
demonstrates the conflicting needs that arise for autistic parents when they have
children. Although they spoke of an awareness of strategies or accommodations
they need, they are unable to implement these as their priority is to support their
children- sometimes at a detriment to their own mental and physical wellbeing.
A different, but humorous, shared experience amongst many participants was
their hatred and/or sensory issues with cleaning. As seen in Appendix B i Interview
Questions, participants were asked if there were any roles or responsibilities they
would remove if there were no consequences. Most participants immediately
answered with cleaning. For some Participants, such as Participants B, D, and F,
they resourced support workers or profession
themselves to clean. Alternatively, Participant A chose instead to adapt her
difficulties with cleaning as a teaching moment for her children. Her hope is that by
slowly assigning them general household tasks such as cleaning and cooking once a
week, they become more responsibleandiget an i dea ofé what' s i
running a household. Barticipants E and G both spoke of household cleaning as
Atheiro responsibility. For both parents, th
position, as they both also complained that mess and untidiness is never noticed by

their children or husband. This similar experience led to different reactions, however,

94



as Participant G spoke of cleaning as a source of pleasure, whereas Patrticipant E
appeared more frustrated and exhausted thinking about the sheer workload it
requires.

A further common thread in participant responses regarding adapting their life
to suit their neurodiversity needs was identified. Regardless of whether they have
made active changes in their lives to suit their neurodiverse needs, all parents spoke
of finally understanding why certain things were difficult for them. As this
understanding and willingness to adapt appeared to originate after an official
diagnosis of autism, this theme links strongly with Theme 2.27 A Gr eat er
understanding of self. dnfortunately, the most common reasons for why necessary
adaptions have not been made were due to discrimination against autism,
internalised ableism, and the difficulties surrounding seeking and receiving
governmental supports in various contexts such as the workplace, during
communications with their childrenbés school s
NDIS funding.

4.2.1. Sub-Theme: Supports and safe spaces

This sub-theme describes the supports and safe spaces that participants
currently have and are greatly beneficial, as well as supports and safe spaces that
they (or their children) |l ack. The term fAsup
each patrticipant, as some discuss supportive partners, parent support groups, or
how they support their children.

A significant commonly mentioned and identified by participants as personally
significant theme concerned the supports gained through socialising with other
people with similar life experiences. For some, this took shape in the form of parent

support groups, which gave some parents a chance to socialise with other adults,
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but also an excuse to leave the home (if they were stay-at-home parents).
Participant B found this social activity beneficial to her mental health, but it was only
after her ADHD diagnosis that she realised this was most likely due to her need for

variety:

Getting out and going to (the) parké it w
doing that stuff and it was a change of scenery for me, and you
knowé | | i ke people. Connecting with othe
groups, and that sort of stuff. So it was, it was a good part of the

routine to look forward to.

However, some participants spoke about issues with general parent support
groups being unsuitable for their autistic needs. Some drawbacks included sensory
overload, change in routine to attend, and the groups being too large. But they also
emphasised that they often forced themselves into going to these support groups to
enable their child to play with other children despite the negative effects on their own
wellbeing. Participant D expands on this point with greater detail on her thought

processes during this struggle:

| remember it was a struggle to get out some days to meet up with

them just because | wasn't feeling great. | didn't want to socialise. |

was thinking to myself, 6l want to soci al
people and stuff and get my daughter out and mixed with, you know,

the other babies and whatnot. But é | felt | i ke something
stopping me and at that time | didn"t rea

I'd would just have a meltdown because it was such hard work. All the
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different personalities in the group, the noises or the babies crying. All

that kind of stuff. Like, it was just too much to cope with.

These two opposing experiences demonstrate how autism was initially
defined as a spectrum, as even two people within a group of seven experience
socialising very differently. Although the DSM-5 specifically states that a diagnosis of
aut i sm r eimpact(or)socia comifunication, social interaction, and
restricted, repetitive patterns of behaviour (American Psychiatric Association, 2013),
this is not necessarily the case for all autistic people as this criterion is very broad
and does not take into account various factors such as the double empathy
phenomenon (Milton, 2012; Milton et al., 2018), autistic people forming social
relationships with other neurodiverse people (Bauminger et al., 2008a, 2008b;
Crompton et al., 2020a), masking (Cook et al., 2018), or the gender differences in
autistic traits (Lai et al., 2015; Leedham et al., 2020; Sedgewick et al., 2019b).

As seen with Participants A, B, E, they found great support systems that have
a positive effect on their mental health and wellbeing. The issue identified by all
participants was not that parent support groups were unwanted- it was in fact the
complete opposite. They all clearly spoke about the ways in which ongoing support
from other neurodiverse parents would be of great benefit. However, parenting
groups as they currently exist are simply not well suited to the diverse needs that
parents may have. Some of their needs that were not met by general parent support
groups included large sizes, inaccessible or unsuitable locations, lack of structure,
lack of communication in between meetups, and strictly scheduled dates and times.
Although all participants in this study are autistic mothers, the lack of flexibility and
accommodating could also impact attendance for other parents- particularly those

without reliable transport, working parents, or parents with disabilities.
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This difficulty in trying to balance requiring social support systems but
struggling to find and/or maintain them in the long-term echo findings from other
studies (Hampton et al., 2021; Heyworth et al., 2022; Libster, 2023; Pellicano et al.,
2021; Talcer et al., 2021). Recommendations and alternatives are included in
Appendix C 1 Autistic Parents Recommendations.

4.2.2. Sub-Theme: Greater understanding of self

All participants in this study reported the impacts of their autism diagnosis.
Particularly, that they had an explanation for difficulties with their mental health,
relationships, or career. This has led some participants feeling both a sense of relief
that they wer enbats fweazy oasora fiswernosneg of gri ef
that they were autistic much earlier. In learning to understand themselves better,
participants also spoke about being open with their needs (even if not explicitly
disclosing their autistic identity) and looking after themselves.

As previously noted, all seven of the participants were officially diagnosed
after having children (although Participant F did self-identify for many years prior). To
this end, many participants discussed how they are continuing to experience a
journey of self-discovery. In some cases, this journey has been positive- such as
Participant F, who initially felt guilt over returning to work after having a child, before
identifying that those breaks from parenting helped her be a more present parent to

her child:

So initially | was sad because | was I|i ke
stays home with her child until the kindy age. And | had to do a lot of

work with my psychologist to get over tha
mean badoé |l "' m a better parent by workin

stressed out that | wasn't able to give my son the good parts of me. |
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was angry with the baby just for being a baby, because (I was) at a

break.

Figure 12 is an extract from a journal entry written after coding all interviews.
Within this extract, it is clear that even at this early stage of data analysis that this
sense of understanding is a strong discussion point for all autistic parents in this
study.

Figure 15

Journal Entry T 25/07/2023.

Journal Entry 1 25.07.2023

I have just completed my initial coding of all 7 interviews! It was so
interesting that each interview brought up new codes- that | now need to go back
and re-read all earlier interviews and re-code with new insights/observations.

The most naturally interesting (and noticeable when reviewing/listening to
the interview recordings) is the participant response to the question:

(paraphrased)

AEven though you were diagnosed au
that being autistic had an impact on what roles/responsibilities you did or
did not take and how you approached t

Every single participant (regardless of how much processing time, or length
of response to all other questions), responded quickly and lengthily- with lots of
self-awareness and self-reflection. | feel that this demonstrates a feeling of
i ot her neheyerpertertedtthrotighout their lives- almost like a cloud- that,

after their diagnosis, they wondered

For some patrticipants, this late diagnosis led to conflicting feelings. They

spoke of feelingso f al ways bei ng ,dodtireteiviegaa autismm o r
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diagnosis gave them a sense of relief that there was a legitimate reason for not fitting
in or using unhealthy coping strategies. Parents also questioned how they could be
autistic due to their previous achievements and accomplishments (such as good
grades, working full-time, having a long-term partner, and having and raising
children). This aligns with previous research investigating rates and impacts of self-
reported self-stigma in individuals with poor mental health or mental iliness (Corrigan
et al., 2009, 2016; Corrigan & Watson, 2002a, 2002b; Dubreucq et al., 2020; Oexle
et al., 2018; Watson et al., 2007). These conflicting feelings led to what Participant E
described as aprocesstofie mbr ac e t h dtisdlsoantemrestirg tosotedthat
this sense of Afaking it odoesmotefitgndtmfheé ng on t he
participants own neurodiverse children (with the previously noted exception of
Participant G). For Participant A, it created an opportunity to understand, and

change, her unhealthy coping mechanisms:

So, at first, | was veryé yeah, upset abo
happy about it. Because it explained a | o

searchingé for years foré Like what was w

|l i ke this? Whyé am | so anxiacduswayWhy am |
to relax. And, you know, just beingé | do
and al l thaté It was just nice to have an

For Participant C, her official diagnosis is now helping build her self-
acceptance of her differences:
ité allowed me to be more gentle with mys
i nst ead oWwhatk wrang with yo@HhNhy do you always make
things awkward or whatever?06 |1'd be 1ike,

autistic.®6 And I '"'m | ess awkwar.d now becau
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For many participants, an official diagnosis was also a turning point into
allowing themselves to identify their limits and set boundaries on what roles or jobs
or responsibilities they take on- aligning with literature that has explored aspects of
late diagnosis, autism acceptance, and self-efficacy (Bertilsdotter Rosqvist et al.,
2023; de Broize et al., 2022; Ghanouni & Seaker, 2023; Kiehl et al., 2024; Leedham
et al., 2020; Lewis, 2016; Lilley et al., 2022; Punshon et al., 2009; Wilson et al.,
2023). One example is Participant B, who switched from using negative terms such
as Al azyo to descr idongfying that she heéds somenqdiettimes t e a d
after work to transition to family time due to executive dysfunction. Participant E
echoed similar statements-t he feel i ng of #fAl azi afermefo i n t he
autistic burnout due to using up so much of her energy in a short amount of time.
In lessening their responsibilities and expectations they put on themselves,
they also found that their personal relationships with family had improved. Prior to
their diagnosis, some participants had communication issues with their partners.
Participants A, B, and D spoke of how prior to receiving diagnoses for themselves
and/or their child/ren, the parental relationship tended to fall to the bottom of the list
of priorities. After diagnosis, however, they have a greater sense of knowledge of
autism, as well as learning to accept how autistic individuals may communicate
differently. In all three situations, they now speak of having a more positive

relationship with their partners.

~

ASo at | east now knowing what we

re up ag
acceptance and a lot of calmness back into our house. Which is just

f a nt aisParticpanoB.

For these reasons, some participants spoke about a sense of regret that they

had not received their diagnosis earlier in life. If so, they may not have struggled with

101



mental health as much, accommodated their needs more instead of feeling guilt over
actions or inactions, and in the cases of Participants D and F, sometimes limit the
number of children they had. This is not to suggest that any of the participants
reported a regret in having children, but they acknowledge that knowing that they
were autistic before having children would have given them more opportunity to set
support plans and strategies in place- for the wellbeing of themselves, their children,
and their partners. Participant B spoke about how her undiagnosed autism meant
that she overworked and overwhelmed herself by forcing herself to manage all

aspects of parenthood without support:

So, if I'd known back then that I'm autistic, | would have cut myself

some sl ack. I f I''"d known that the sense o
known that that was actually like the beginnings of like an autistic

mel t down. | would haveowhushandtake| e t o goé y
point. I'm out for 10 minutes or | need to move away from this.

Whereas | didn't give myself that rest and that break because mums

don't get rest and breaks. So just, you know, keep going until it was,

you know, a giant shitstorm.

43. Theme:il | ove that we get each other. 1 |l ove

gets them because | doné6ét think I really did
This main theme links strongly with the previous sub-t heme of A Gr eater

understanding of self. All of the participants spoke about at least one situation or

experience in which they felt misunderstood or discriminated against. Although this

may not have been due to being autistic, it still supported participants focus into

ensuring that their children have a voice- and the ability to use it.
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It was a frequent topic discussed by participants that they had strong
connections with their children. For some, this was particularly impactful as they felt
that they never had that same connection and understanding from their own parents
during childhood, and even now as adults. Some participants raised the question of if
their parents also had (undiagnosed) autism that negatively impacted the
relationship between participants and their own parents. Participant F was the only
participant who spoke ofhermot her 6s unconditional and unwa
her chil dhood. I nstead of beind@awvwitdwd i aanst o ¢
mother tried to make adaptions for her despite no official diagnosis. This is
particularly interesting as Participant F was also the only parent who had self-
diagnosed with autism as a teen (well before becoming a parent) which differed to
other participants who only considered being autistic at an older age, and typically
after already having children themselves.

Participant C spoke about being forced to attend school as a child despite the
detrimental effect it had on her mental health, as her mother (and stepfather) viewed
it as the expected thing to do. Her negative experience as the child in that situation,
however, has | ed her to trying to support he
while also trying not to isolate them. She acknowledges that this has been a difficult
phase in parenting her child, as she states that attending mainstream school was
detrimental to her mental health, but she also tries to consider how her child may
become isolated and experience different detrimental effects- such as social deficits,

becomi ng , @nsl pobdevelepihg resilience:

But I 'm |Iike, you know whaté People say t
eventually. And | '"m |Ii ke, 6éyeah, OK, that

most difficult time to be alive. Like, it's so hard and why not just make
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it a bit easier for them and then they can deal with the world when
they're eighteen or something or whatever, you know? So, at the
moment the big question for me has
going to school outweigh the possible harm.
Participant CO0s story is an exampl e
autistic children are able to empathise to their struggles in a much more
personal and experiential manner- a concept that is further explored in

Theme 3.1T iMy di agnosis. ®hel ps my chil d

Participant D spoke a lot about struggling to support her family of six,
financially and emotionally. Frequent off-hand comments made it evident that
although she has not yet identified this, she shares a lot of similarities (and therefore,
support needs) with her children that make it difficult for her to manage all the
various responsibilities that come from being a mother of four children (at least three
of which have special needs). In her situation, her love and desperate need to
relentlessly support her children was an admirable trait, but her relatively recent
autism diagnosis meant that she was continuously drawing from a slowly emptying
well of energy and resources. In her case, she discusses a hope that once she
begins to understand her own autism diagnosis and build on resources and supports

that her shared diagnosis will continue to develop her close bonds with her children:

How | go abouté you know, nurturing
them and things a |ittle bit more,
two that are on the spectrum how to interact with people. And so, I'm

kind of learning at the same time I'm teaching. And sometimes I find

that quite difficult.
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Participants also frequently recalled small moments of joy with their children.
These were usually off-hand comments while talking about something else, but it
was evident from the small giggles, wide grins, or tone of voice that these fleeting
moments were precious. For Partici pant B, it was one of
that was particularly amusing to her. Although the recount was regarding how
Participant B has started identifying her support needs and utilising strategies to help
mitigate negatt ve out comes, her da wygdettexamgesofhove sponse
she understood her motherds needs and wanted

ensuring her own needs were being met:

Going, o6l do want to talk to you. | do wa
day, but I'm going to need half an hour until I can be receptive. And
they're |ike, 00K, cool .6 And they go off
an hour. My neurodiverse kid will set an alarm so that she's back in

half an hour. Which is adorable.

Again, Participant G appeared to be an outlier to the other participants, as her
special connection with her daughter was typically described in a rather surface-level
manner. Most positive comments about her children seemed to be about her
neurotypical son. When she spoke about her close connection to her autistic
daughter, it seemed to be in comparison to the strained relationship between her
daughter and her husband- not necessarily a close, positive relationship in isolation.
4.3.1. Sub-Theme: My diagnosis helps my child

All of the patrticipants in this study were only diagnosed after having children,
and typically after their child was seeking a diagnosis for their own neurodivergence.
In this regard, participants speak about how the shared neurodivergences between

the parent and child has positives and negatives. Participants felt a very strong bond
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with their children, with some believing that it was due to the double empathy
problem (although participants did not use this specific term).

A common theme for many of the participants were the frustrating times when
they encountered misunderstandings, misconceptions, and ableism about autism
from other people. These negative experiences were most commonly experienced in
medical contexts and their workplace. Unfortunately for some participants, this came
from their loved ones.

Participantsd r espons &orsome, thdy eeactedte vent s di
ableist comments and encounters with strong advocacy. Participant B in particular
spoke of how her own struggles with mental health growing up means that she
refuses to allow her autistic child to devalue herself because of judgement from
others. To this end, she is also a strong advocate for allowing her children to make

their own choices (to an extent) regarding therapies and treatments:

|l don't want to say tlowillgieeherthedpposu have to
and cons and I '"'m |ike, O6you know how much

know how more focused you are taking this

medi cati on. Likeé they're not all the san
mo me nt , s h entdoirg it keeause I6db nontike it. I'm not

taking it.6 And my response is, O6that's f
because it's your body. You get bodily au

Participant C discussed her feelings of inadequacy and questioned her ability
to support both herself and her child in various contexts. This is despite the fact that
she also described instances in which her child very clearly verbalised their love and

admiration for how Participant C approached sensitive and difficult situations.
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AThey have complained that | ' mé so cool t

a g ai RnRatticipant C.

I n Participant Cb6s case, it is important
how her undiagnosed autism as a child and young adult resulted in negative
experiences that significantly affected her mental health. However, it was these
obstacles that developed such a strong empat
struggles- particularly regarding self-harming behaviours that her child opened up to

her about which was a relief and surprise to their child.

AThey were really happy about that, and t
friends are out to their parents. But I'm like marching up to the education

department and having meeitParticpantCvi t h peopl e a

Participant D spoke about her personal struggle she experiences in
encouraging her daughter to be true to herself and learn how to set boundaries at
the same time shetriestol ear n t hi s her sellfe.arTh en gjoo thram anf u
behaviours is common in late-diagnosed autistics (see Bertilsdotter Rosqvist et al.,
2023; de Broize et al., 2022; Ghanouni & Seaker, 2023; Kiehl et al., 2024; Leedham
et al., 2020; Lewis, 2016; Lilley et al., 2022; Punshon et al., 2009; Wilson et al.,
2023)- but Participant D is an example of the how the simultaneous self-

development and child development can be difficult to manage.

~ 1

A | m kind of | earning at the same ti me |

find that gqgBarticipantD.i fficult. o

Similar to Participant D, participants also spoke about the difficulty having
both parent and child with autistic needs, supports, or characteristics which although
often helped create a strong bond with their child, it could also sometimes lead to
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conflicts with their opposing needs. This was a strong theme throughout Participant

Co0 s 1 n whemspdaleny about her own autistic identity gives her an innate,

unspoken understanding on how beneficial the
goal of ensuring her child can stim freely, she is actively harming herself due to vocal

nature of the stim triggering her own PTSD and yelling at her child with no warning.

This leads to a cycle of guilt, overcompensation, and low self-esteem- further

impacting her own mental health and wellbeing. Despite this impact on herself, she

still remains very proud of the compliments she receives from her child on how

supportive sheis.Par t i ci pant @dhaenstratespghe delicatenbalancing act

autistic parents feel by trying to meet their own needs as an autistic adult, while still

meetingt heir chil dd&ds autistic needs
Unfortunatelyé the pattern | seem to foll
just be OK with it. As much as | <can. But
you know, get really |Iike, 6oh God, stop

my child because up until that point, | hadn't even been aware that it
was bothering me, you know? So, it'sé yea

thing.

For Participants B and F, they had some similar needs to their child that
meant that they could support their child and themselves at the same time. Some
shared needs were routines, connecting socially with other people through parent
groups, physical affection, and the use of personal space. This is a similar finding to
other studies wherein autistic parents stated that their autistic identity meant that
they have a greater understanding of the needs of their autistic children and can
sometimes meet needs of all autistic family members with the same strategies
(Burton, 2016; Crane et al., 2020; Dugdale et al., 2021; Talcer et al., 2021; Turner,
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2021; Winnard et al., 2021). For Participant F, this shared need between her son and

herself was consistent routine:

My son very much needs routines. If things aren't routine, he has
meltdowns and routines are helpful for me too. So that's something
that we have in common. | have to have a routine. The fact that

routines work best for me is a benefit (laughs).

On the other hand, Participant G spoke about her need for tidiness was

opposite to her daughterds need for a safe s

My daught er haist éhsero bivwioaounselryo hers. And sh
opposite of me, so she... So, | find her corner quite distressing. But

(laughs) i1itdéds her corner. I f | could bl oc
be brilliant. (laughs) But | currently leaveit-i t 6 s her domai n. | t 6s

safe spot, so | have to let it go.

Participants spoke on how their own autism diagnosis helped normalise
autism to their children and other family members. Participants did note that this
ableist view of autism from others was usually due to a lack of exposure to the true
spectrum of autsm.For Partici pant B, this was seen in
their daughteré6s diagnosis. His initial thou
only experience negatives. With her own diagnosis, however, she was able to show
him that autistic children can grow up and have families, friends, and careers- just

like herself;

| think having me being diagnosed has been good for him because it's

l et him go, déalright. She's not al ways go
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hard. 18s given him the viewpoint that, yes, things are hard when

you're a kid. They won't always be.

For Participant C, their shared diagnosis meant that their child felt like they
had a parent that truly supported and understood them- something they

unfortunately do not receive from their emotionally and physically absent father.

~

Al | ove that they have a parent that thin

know, they get -RaltioppgC.wi t h wel | . 0

4.3.2. Sub-Theme: My childhood affected how | parent

As previously noted, all participants were diagnosed later in life- therefore
they went through childhood as undiagnosed autistic girls. For some participants,
they felt that their parents didnodét wunder st a
led into a purposeful choice to ensure that they understand and support their own
children.

All participants spoke about how aspects of their childhood and how they
were parented impacted on their approaches to parenting. A lack of physical
affection from their parents was spoken about by Participants B, F, and G, who
intentionally ensure that they hug and kiss their children often. This is a very
interesting finding, as it is reported in empirical research that hugging is an
uncomfortable action for many autistic people due to sensory issues. These parents
shared that they do find hugging uncomfortable, but they ignore their own sensory

overwhelm to show physical affection according to their childrend6 s want s .and nee

Al f someone needs hugs and stuff from me,
it. I'm not going to push them away like, Oh well, override what | want from

that situation t hRanicippmB.i | they're OK. O
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AThey touch you. lso nhuahv But jusi touching | ove him

with the fingearticipamtFd t oeséo

Interestingly, Participants B and G both recalled moments when their mother
was unsupportive- who they believe is also autistic. For both participants, they spoke
about how detrimental their motherds approac
health and wellbeing but have also reached a point wherein they acknowledge that
despite a possible undiagnosed autistic status- they will simply ensure that they do
not repeat the same mistakes. Participant B specifically discussed how she will
support herdaughter6 s i f t hey e v e stemmegflormler owvrafeekng t s

of not being supported by her own mother:

It was | i ke 22 hours or something for my
mum and sisteré had an argument over a profession
basically. My mum was so offended by the discussion, she got up the

next morning at 4: 00 AM and said, 6 well,
coming?060 My sister's 36 weeks pregnant, s
I'mcomingbecause you drove me here. o6 And they
them againé I n hi-hacha Heglbautli' snt il ¢ kregt Wearh. 6
was just there goimegld hdaydo un ogtu yosn g uvsits il teofrt
and I 'm angry about that. I '"m furious abo

does that to their chil d?6
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CHAPTER 5: DISCUSSION AND CONCLUSIONS

Chapter 4 presented the findings of the reflexive thematic analysis. This
chapter will now discuss what these findings add to the existing body of literature
about the experiences of autistic parents, provide a list of recommendations that
would benefit the autistic parent community as described by the autistic parents
themselves during interviews, and identify the limitations of this study. Priority areas
for future research about autistic parents are also outlined in the Future
Recommendations section.

5.1. Discussion

This thesis utilised a strengths-based approach in an Interpretive Inquiry to
explore the life experiences of autistic adults with children as stated in the research
guestions and aims of research. Additionally, autistic adults were asked about their
roles and responsibilities as an autistic adult with children (and how they manage
them), and finally, how they feel their autism status impacts their parenting.

5.1.1. RQ1: What are the life experiences of autistic adults with children?

All parents have varying and diverse values, goals, and priorities in their
parenting approach- regardless of age, gender, sexual identity, medical needs,
physical ability, education, career, culture, and religion. Neurological differences are
simply that- a possibly diagnosable difference among some individuals that may
affect their approaches, needs, priorities, and values in many aspects of their life.
Participants spoke about the strong connections with their children, a finding that has
been found in other strengths-based studies (Dugdale et al., 2021; Marriot et al.,
2022; Murphy, 2021; Smit & Hopper, 2022; Turner, 2021; Winnard et al., 2021). The
participants in this study sometimes noted a belief that their autistic identity was a

contributing factor in this bond- not the sole cause.
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There appeared to be significant variations amongst the participants regarding
their self-value and self-esteem. Low self-esteem and self-value appeared to be
related to their late diagnosis of autism, as some participants discussed feeling that
they were iweirdd or A wr ong o0 i n aduithodddue to@xperianniy ear | y
judgment from family or schools. These participants simultaneously commented on a
desire that they knew that they were autistic and instead been given the opportunity
to feel acceptance and support rather than judgement and blame. This reflection on
receiving a diagnosis of autism in adulthood supports previous literature on autism
diagnoses in adulthood (de Broize et al., 2022; Kiehl et al., 2024; Lewis, 2016; Lilley
et al., 2022; Wilson et al., 2023).

Parents discussed how they developed feelings of shame and guilt regarding
meeting unspoken rules and expectations that
know. To this end, they have not yet accepted how being neurodiverse may affect
their needs, capabilities, and supports needed to parent their children. Instead, their
inability to meet their self-imposed high standards of parenting appeared to
negatively impact their own mental and emotional wellbeing. However, even
participants who had struggled with some aspects of parenting at points, they
remained vocal in the fact that autistic people can and should be parents. For many,
they simply wished they knew they were autistic before having children to prepare
supports and strategies rather than struggling in the difficult moments and feeling
that they were not fAgoodo parents. This al s
provide unconditional love and support for their children due to the parenting that
they themselves experienced during childhood- sometimes leading to detrimental

effects to their own current mental health and wellbeing. This example of
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generational trauma has also been reported by Libster (2023), and Smit and Hopper
(2022).
All of these findings combined demonstrate that the autistic parents in this
study place high value on ensuring that their children have good mental health and
wellbeing. However, they find it difficult to maintain a balance between supporting
their children and supporting themselves. Specifically, the autistic mothers in this
study commented that there was a lack of resources or strategies that they could
easily access to support them. This lack of resources, knowledge, and strategies has
instead resulted in participants being overstimulated, overexerted, and overworked-
which is concerning as these behaviours has lead to what participants described as
Al ashing outo at their c-eimeflectesachasiattibtiout i nt e
burnout. To this end, the utilisation of an Interpretive Inquiry approach was an
extremely relevant stance for this research, as it became evident throughout
interviews that autistic parents need a developed set of resources, which further
aligns with the Interpretivist Inquiry beliefthati s ees humans as agents v
others in a social and cultural contexto ( Mo
Interestingly, an additional finding from this study regarding the romantic
relationships contributes to the existing literature that explored the relationship
satisfaction after having children. Existing research on relationship satisfaction after
having children varies significantly- from declines in relationship satisfaction (Doss et
al., 2009; Hirschberger et al., 2009; Mitnick et al., 2009), an increase in relationship
satisfaction (Holmes et al., 2013; Onyishi et al., 2012), or no difference (Wallace &
Gotlib, 1990). This study benefited from the inclusion of the research question of the
broad exploration of the life experiences of autistic mothers, as participants

di scussed their romantic relationships with
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timeframes. Most participants relationships were described as having both positive
and negative periods- suggesting that the variations of findings in existing literature
may be explained by methodology, time frames, length of relationships, age of
children, and even diagnosis of parents. Although this study did not utilise
guantitative measures to analyse the impact of autism diagnosis of parents and
relationship satisfaction, the autistic mothers in this study found that the knowledge
of their autistic identity was beneficial to the relationships with their partners and co-
parents. This was most commonly identified by participants as a development in
willingness to identify their needs, advocate for themselves and their children, and
asking for support from their partners when necessary-as opposed to fidoi n.
everythingo because ttheat i s the Aroleo of th
5.1.2. RQ2: How do autistic adults with children manage the various roles and
responsibilities of their lives?
Participants recounted the conflicting needs of being able to financially
provide for their families, but also struggling with the previously identified negative
effectsoffull-t i me empl oyment that can occur for aut
2003). Currently, only one study has specifically acknowledged the relationship
between autism, parenthood, and employment (Talcer et al., 2021)- albeit very
briefly. This demonstrates a significantly under-researched area, as all but one of the
participants in this study was currently employed. Particularly because, as noted by
Participant D, although full-time employment has negative consequences on her own
ment al health, she felt as though she was no
that surveyed neurotypical parents demonstrated that raising children cannot be

funded by a single income household (ABS, 2017; Baxter, 2005; Craig & Mullan,
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2010, 2012; Craig et al., 2014; Fillo et al., 2015; Gregg et al., 2007; Meier et al.,
2014; OECD, 2002).

One responsibility that featured amongst all participants was the maintaining
of the household. A hatred or aversion to cleaning was a common issue for most
participants, as they clarified that cleanliness was a priority in order to ensure that
their children were healthy. However, there were differing approaches taken by
participants regarding cleaning. For some participants, gender roles impacted their
approach to taking on all household cleaning-astheyc onsi dered it the mo
role. Therefore, despite their sensitivities to smells, sounds, and textures often found
in cleaning tasks, they pushed themselves to do it anyway. Others spoke about how,
due to NDIS funding or employment pay, they were able to hire a cleaner to mitigate
larger jobs. One participant, however, found cleaning to be a form of self-care and
enjoyed taking on all of the household cleaning tasks. Taken together, these differing
experiences suggest that although autistic parents can, and will, ensure that their
houseiscleanfort hei r chil drends sake, the associate
workload may provide an additional factor leading to an autistic meltdown or autistic
burnout.

5.1.3. RQ3: How do autistic adults feel their autism status impacts their
parenting?

The interviews uncovered that, despite their differences in current age,
upbringing, education, career, family structure, and diagnostic journey, all seven
participants shared one common value- ensuring that their children knew that they
were loved and supported. To this end, the autistic parents in this study placed
additional priority on their autistic children not viewing their neurodiversity as a

restriction on life. That is not to say that some participants did not use the term
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Adi sabilityodo throughout interviews, but they
something that required extra effort to work through, and sometimes as a strength.
For some participants, they recounted times in which they explicitly spoke about their
life achievements as an example of being autistic and capable as a positive role
model for their autistic child. This need to provide a positive example of autism
tended to stem from negative comments from other people, a theme that has been
reported in existing literature on autistic parents (Burton, 2016; Dugdale et al., 2021;
Kwang Hwang & Heslop, 2022; Lee, 2022; Murphy, 2021). Participants did, however,
discuss potential difficulties when both parent and child are neurodiverse. They
spoke about how their own needs, supports, or characteristics often helped create a
strong bond with their child, but in some situations, it would lead to conflicts due to
their differing approaches to various aspects of their lives, such as cleanliness,
organisation, hobbies, or communication styles. This finding supports prior research
that similarly noted that there were simultaneously benefits and drawbacks when
both parent and child have differing needs (Burton, 2016; Dugdale et al., 2021,
Marriot et al., 2022; Turner, 2021). One example of these opposing needs that
participants spoke about were tactile in nature, like hugging and kissing- a finding
which has similarly been discussed in other studies (Hampton et al., 2021; Murphy,
2021; Talcer et al., 2021; Winnard et al., 2021). The participants in this research,
however, all explicitly stated that they al w
own despite the negative repercussions on themselves- and sometimes,
inadvertently, their children.

The journey of considering previous thoughts and behaviours in context of
undiagnosed autism has been well documented in literature (Bertilsdotter Rosqvist et

al., 2023; de Broize et al., 2022; Ghanouni & Seaker, 2023; Kiehl et al., 2024;
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Leedham et al., 2020; Lewis, 2016; Lilley et al., 2022; Punshon et al., 2009; Wilson

et al., 2023), however the additional aspect of being a parent to a neurodivergent

child is an interesting concept to analyse. Participants commented on how their late
di agnoses have now | ed to a process of
was most commonly discussed in regard t
or mental overwhelm, and a reluctance to ask for support. However, in gaining their
autistic identity, participants spoke about learning to identify when they are
overworking themselves and finding solutions to mitigate these issues (such as
limiting social events, asking for help from their partners, and being open with their
children about their limits). Some participants still spoke about feelings of guilt in

supporting their own needs, but simultaneously highlighted the benefits this has on

their children-such as being fipresento for them and

self-care.
5.2. Further Recommendations

There are a number of resources, adaptions, and supports that participants
spoke about that would be beneficial to autistic parents. However, as this study
explored the lived experiences of seven autistic mothers in an Australian context, it is
suggested that further investigation is undertaken to determine the relevance and
feasibility of each recommendation. These recommendations have also been
formatted as a table that includes the direct quotes from participants that support
these recommendations in Appendix G: Autistic Parent Recommendations.

Some discussion points from autistic mothers included autistic parent support
groups facilitated by a mental health professional, free screening for all immediate
family members after one person receives an autism diagnosis, respite for all autistic

parents, educational programme for expectant parents who are autistic, development
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and dissemination of a Parent Handbook, play groups for autistic parents, and
smaller groups in child extracurricular activities. The principal recommendation,
however, is for the continued growth of research with autistic parents. A cohort that
is currently under researched and warrants further investigation are parents who
identified as autistic before having children, as the phenomenon of parents
(particularly mothers) only receiving an autism diagnosis after their child (Adams et
al., 2021; Burton, 2016; Crane et al, 2020; Dugdale et al., 2021; Heyworth et al.,
2023; Kwang Hwang & Heslop, 2023; Lee, 2022; Murphy, 2021; Pellicano et al.,
2021; Pohl et al., 2020; Rabba et al., 2022; Smit & Hopper, 2023; Talcer et al., 2021;
Winnard et al., 2022).
5.3. Limitations

There are three identified limitations to this research. Firstly, in adhering to
Interpretive Inquiry methodology, the initial research aims as outlined in the project
proposal phase was based upon existing literature reporting higher rates of
unemployment and mental health issues and lower rates of relationships (DeWinter
et al., 2017; Howlin & Moss, 2012), or shorter durations in relationships (Hancock et
al., 2019) for autistic people. This initial aim was a good starting point in the
development of the interview questions, but due to the very nature of semi-structured
interviews that underpin an Interpretive Inquiry approach and good reflexive thematic
analysis practice, the researcher felt that
roles and responsibilities as a parent may differ to those experienced by neurotypical
parentso appeared to concepthuehitsegbheéentapde
based rather than strengths-based approach. The natural flow of the semi-structured
interviews also led to participants discussing topics and themes that the researcher

had not previously considered.
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Secondly, the time and workload constraints of this research project being a
masteros thesis necessitated the inclusion o
number of participant interviews. As such, although meaningful analysis and findings
have been reported, it would greatly benefit the wider research and autistic
community to duplicate this study with a larger sample with this same focus on in-
depth understanding rather than generalised findings.

Finally, the recruitment method of seeking participants through Facebook
groups may have led to sample bias. A purposive sampling method was necessary
to recruit autistic adults with children, but recruitment through Facebook groups
limited maximum heterogeneity (Fassinger, 2005) of diverse perspectives as group
members were more likely to be aware of their autistic identity (whether it is official or
self-diagnosed), communicate with other autistic people, and are more likely to be
female (Ribeiro et al., 2020). If this research were to be replicated, it would benefit
from a variety of recruitment methods to ensure that the participant samples include
autistic adults with children with diverse life experiences.

5.4. Conclusion

Psychological definitions of autism have undergone many changes throughout
the years (Evans, 2013) culminating in the current definition of autism as defined in
the Diagnostic and Statistical Manual of Mental Disorders, 5™ edition as a
neurological condition that can impact social communication, social interaction, and
restricted, repetitive patterns of behaviour (American Psychiatric Association, 2013).
Myriad studies have been conducted by researchers from various disciplines to
understand the outcomes for individuals with autism (Levy & Perry, 2011), mental
health impacts (Croen et al., 2015; Hollocks et al., 2019; Kirsch et al., 2020; Lever &

Geurts, 2016), employment (ABS, 2019; Hedley et al., 2017; Henninger & Taylor,

120



2013; Mhll er et al., 2003; Roux et al
relationships (Cederlund et al., 2008; Hofvander et al., 2009; Howlin et al., 2000;
Howlin & Moss, 2012), and education (Levy & Perry, 2011; Shattuck et al., 2012;
Taylor, Henninger, & Mailick, 2015). However, research about autistic parents is
lacking in comparison to autistic children or parents of neurotypical children (see
Table 5). This study aids in contributing to the growing knowledge about autistic
parents.

Reports on recent increases of late diagnosis of autism in adults has been
well documented in media (Bullen, 2022; Hill, 2023; Ring, 2021) and empirical
research (Epstein, 2019; Leedham et al., 2020; Stagg & Belcher, 2019). This influx
of adult diagnosis may be due to the phenomenon of mothers only receiving an
autism diagnosis after their child begins the diagnostic journey ()- an experience that
all but one mother in this study shared. This suggests that there have always been
parents that are autistic, however, they may not have had the diagnostic label and
identity. Autistic parents may often be underrepresented, invalidated, and
misunderstood, but they are an existing community of individuals that are victims of
ableism- by society in general, professionals in various contexts, family, friends, and
sometimes themselves.

Despite scholars across multiple disciplines acknowledging that parenthood is
a stressful period of time for adults, autistic people are rarely included in empirical
research exploring employment, mental health, and life responsibilities while also
being a parent. It is the goal of this study to prioritise the acknowledgement that
autistic parents exist in our current society and disseminate the findings from this
study in public and open-access forums to provide the opportunity for the

neurotypical community to understand the strengths and needs of this cohort more
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deeply. In utilising a strengths-based approach in this study, the findings present
messages of hope from seven extraordinary autistic mothers. The participants find it
encouraging how the world has started to become more open and understanding of
differences such as neurodiversity and sexuality and gender identity. In order to
support these ongoing positive changes
that researchers conduct research with autistic parents in a participatory research

approach rather than conduct research about autistic parents.
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APPENDIX A: Autistic Parents Literature Search

Author Year | Location Methodology Aim/s Key Findings Autistic Researcher
Adams, Dawn. 2021 | Australia Social Communication To compare parenting stress | No statistical differences | Not disclosed.
Stainsby, Questionnaire. and family outcomes in between groups in
Madeline. Family Outcome mothers who do, and do family outcomes.
Paynter, Survey-Revised. not, identify as being
Jessica. Parent Stress Index 4- autistic.
Short Form.
Mothers who identified
as autistic (n=20).
Mothers who do not
identify as autistic
(n=20).
Bertilsdotter 2013 | Sweden Close reading Explore discourses of Parenting is considered Not disclosed.
Rosqvist, using a critical reproduction and parenting an aspect of
Hanna. discursive among adults with Aadul.tdhood
Lovgren, psychology. developmental disabilities Parenthood is a form
Veronica Articles from Swedish in two Swedish contexts. of self-development
autistic self-advocacy and maturity.
magazine, Autistic parents feel extra
AEmpower mer pressure and face
not specified). extra challenges in
Interviews with Swedish "meeting" standards
people with set by neurotypical
intellectual disabilities parents.
(n=13). Becoming a parent is
seen as less of a
“choice", but an
expected part of
adulthood.
Burton, Tanya 2016 | United Iterative Explore experiences of We are different (Being Not disclosed.
Kingdom Phenomenological pregnancy, birth, and different because of

Analysis (IPA).
Semi-structured

interviews.

parenting with women with
ASD, the challenges

ASD, Discrimination
and powerful others,
Internalised stigma,
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Line by line coding was
conducted identifying
descriptive, linguistic,
and conceptual
codes.

experienced and their
strengths as mothers.

Celebrating
difference).

Negotiating difference
(Power of diagnosis
and understanding,
Fighting systems,
Universal parenting
experiences).

Role of mother-child
relationship (Unique
relationship with child,
Child gives meaning
and focus,
Relationship as agent
of change).

Navigating the parenting
journey (The medical
system, Importance of
trust and humanity in
relationships with
professionals, Lack of
control and
uncertainty,
Significance of family).

Crane, Laura.

Man Lui, Lok.
Davies, Jade.

Pellicano,
Elizabeth

2020

United
Kingdom

Online questionnaire.
Six sections with both
open and closed

questions.
Analysed within an
essentialist
framework using
thematic analysis.

To investigate autistic
parentsé®6
experiences of talking
about autism with their
autistic children.

View,

open, honest discussions
about being autistic
are part of our
everyday lives,

shared under
tell them I getit, 6

discussions should be
framed positively,

tailoring discussions to
chil drends
needs.

When presented with a
list of terms used to
talk about autism
within the family, the

Not disclosed.
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three most commonly
selected terms (not
mutually exclusive)
were autistic (n = 19,
73.1%), on the autistic
spectrum (n =7,
26.9%) and Aspie (n =
6, 23.1%; data from
eight parents were
missing).

No autistic parents in this
sample reported using
person-first language
(i.e. person with
autism).

Dissanayake, 2019 | Australia Demographic To determine whether autism | Autism traits did not Not disclosed.
Cheryl. Questionnaire. traits are uniquely related contribute uniquely to
Richdale, Autism Spectrum to parenting a TD child, lower parenting
Amanda. Quotient. over and above other satisfaction. Autism
Kolivas, Autism Spectrum demographic and traits were not related
Natasha. Quotient : psychological factors. to parenting efficacy.
Pamment, Version. To investigate whether
Lindsay Depression, Anxiety and parenting difficulties and

Stress Scale - Short needs differed between
Form. those with high and low
Measure of Parental traits.
Style. Parenting
Sense of
Competence Scale.
Parenting Sense of
Competence Scale.
Parenting Needs
Questionnaire.
Donovan, Jane 2020 | U.S.A., United | Interpretive description To describe the childbirth Three main themes Not disclosed.
Kingdom, qualitative method. experiences of women with emerged from the
and Semi-structured autism spectrum disorder. data.
Australia interviews. Only communication was

discussed in the
article.
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Having Difficulty
Communicating
(Trying to Find the
Right Words, Being
Misinterpreted,
Difficulty
Understanding What Is
Said).

Feeling Stressed in an
Uncertain
Environment.

Being an Autistic Mother.

Dugdale, Amber-
Sophie.
Thompson,
Andrew R.
Leedham,
Alexandra.
Bealil, Nigel.
Freeth, Megan

2021

United
Kingdom

Participatory research
approach.

Interpretive
Phenomenological
Approach.

Semi-structured
interviews.

To better understand and

identify themes relating to
experiences of motherhood

by autistic women.

Autism fundamentally
impacts parenting
(Shared diagnoses
and similarities. An
intrinsic part of myself
for better or worse.)

Battle for the right
support
(Misunderstood,
judged and dismissed.
Understanding autism
within the family unit.)

Development and
acceptance
(Diagnosis, self-care,
and self-acceptance.
Parenting as growth
and adaptations.)The
ups and downs of
parenting (Intense
connection, enjoyment,
and rewards.

Managing c¢h

autism/other needs
and impact on self.)

No. Interview

guestions developed

with two autistic

people not part of the

study.

Fletcher-Randle,
Jessy Erin

2022

International

Qualitative thematic
analysis.

Identify and explore parenting

and lifestyle sources

Many of the parents
aimed to provide

Yes.
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Two-tier online search-
keyword search on
Google and Google
Scholar and included
the following search
terms: A(ALU
Asperger or Aspie or
Neurodivers*) AND
(mother(ing) or
father(ing) or
parent (i ng)
request was posted
on four Facebook
social support groups
for Autistic adults.

published in mainstream
news, autism advocacy,
and parenting websites to
better understand how
online media texts
articulate the stories and
experiences of Autistic
parenting.

information and hope
for Autistic adults
entering parenthood-
providing resources
and information they
need online.

Gardner, Marcia.

Suplee,
Patricia, D.
Bloch, Joan.
Lecks, Karen

2016

Not specified

Secondary analysis of a
qualitative data set.

Explore the pregnancy,
childbirth, and early
postpartum experiences
and needs of women with
Asperger syndrome.

Prenatal Period
(Processing
Sensations: Prenatal).

Intrapartum Period
(Processing
Sensations:
Intrapartum, Needing
to Have Control).

Postpartum: Experiences
of New Parenting
(Walking in the Dark,
Motherhood on My
Own Terms, New
Sensory Experiences).

Not disclosed.

Hampton, Sarah.
Allison, Carrie.

Aydin, Ezra.
Baron-Cohen,
Simon. Holt,
Rosemary

2022

United
Kingdom

Questionnaires during
the third trimester of
pregnancy, 2i 3
months after birth,
and 6 months after
birth.

To explore autistic and non-
autistic
reported anxiety,
depression, stress, and
satisfaction with life during
the third trimester of
pregnancy, 2i 3 months
after birth, and 6 months
after birth.

peop

Higher perinatal stress,
depression, and
anxiety symptoms
among autistic people.

No significant difference
in satisfaction with life
scores.

Group differences in
depression and anxiety
scores.

No. Feedback on a

draft of the
manuscript was

given by email by

two autistic
mothers who did

not take part in the

research.
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Hampton, Sarah, | 2021 | United Autism Quotient. To explore childbirth and Positive and negative No. The interview
Man, Joyce. Kingdom Semi-structured postnatal experiences, birth experiences (The script was
Allison, Carrie. interviews. including healthcare physical and emotional developed in
Aydin, Ezra. Interviews were experiences, and the challenges of birth, consultation with
Baron-Cohen, analysed (using benefits and challenges of Autism disclosure and an autistic mother
Simon. Holt, NVivo software; parenthood. accommodations to ensure that the
Rosemary version 12) according around specific needs, content reflected

to a process of Communication needs, relevant issues and
inductive, thematic Other met and unmet that the wording
analysis as outlined support needs). was acceptable to
by Braun & Clarke The rewards and the autistic
(2006). challenges of community.
motherhood Feedback on a draft
(Motherhood as a of the manuscript
rewarding experience, was given by
Hopes and another autistic
expectations for child, mother to help
Impact on day-to-day ensure the
functioning, Other interpretation of
demands of results was
motherhood). acceptable to the
The impact of formal and autistic community.
informal support
(Profession
expertise and
accommodations
around specific needs,
The importance of
building a relationship
with professionals,
Other met and unmet
support needs, The
importance of informal
support).
Heyworth, 2023 | Australia Online survey. Understand aut|Regul ar | i f e|Yes.
Melanie. Brett, Semi-structured parenting experiences hard at times. 0
Simon. den interviews. during the initial phase of Lockdown created new
houting, Reflexive thematic the COVID-19 pandemic. pressures.
Jacquiline. analysis within an
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Magiati, lliana. essentialist AMy ment al h
Steward, framework. tankedo (AP
Robyn. Inductive (bottom-up) Distinctive autistic
Urbanowicz, approach. insights supported
Anna. Stears, family life.
Marc.
Pellicano,
Elizabeth
Kwang Hwang, 2023 | United Online focus group on To expl ore aut]| Theupsanddowns of Not disclosed.
Se. Heslop, Kingdom Facebook. Thematic experiences of parenting parenting.
Philip analysis. and support. Misunderstood and
negatively judged.
Battle for the right
support
Lau, Winnie. 2011 | Australia Demographics. Is the romantic attachment High marital satisfaction Not disclosed.
Peterson, Adult attachment style process different for these in all four groups.
Candida C. instrument. men and women than for Participants with AS were
Marital satisfaction married people without predominantly
scale. Asperger Syndrome? insecurely avoidant in
Parenthood satisfaction | To what extent are romantic attachment.
measure. relationship satisfaction Having a child with AS
and the emotional reduced parental
experiences associated (though not marital)
with marriage and satisfaction.
parenthood different for
adults with AS, and/or for
their spouses, as
compared with the feelings
and experiences of other
couples without an autism-
spectrum disorder?
Lau, Winnie Yu 2015 | Australia Autism Quotient. To evaluate the effect of High proportion of non- Not disclosed.

Pow

Parenting Sense of
Competency (PSOC)
guestionnaire.

severity in parental traits of
autism on their parenting
sense of efficacy.

diagnosed parents
(especially fathers) of
children with ASD
(22.6% fathers; 15.4%
mothers) who scored
within the clinical
range on the AQ.
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Mothers, with no clinical
diagnosis of ASD but
high scores on the AQ
reported low parenting
sense of efficacy.

Lau, Winnie Yu 2016 | Australia The Autism Spectrum Explore self-reported traits of | Higher levels of autism in | Not disclosed.
Pow. Quotient (AQ). autism as assessed on the male parents
Peterson, Parenting Sense of AQ measure together with according to the AQ.
Candida C. Competency (PSOC) parenting efficacy in a Male parents had lower
Attwood, guestionnaire. sample of parents scores in parenting
Tony. Garnett, representing a broad efficacy compared to
Michelle S. continuum of autism. female parents.
Kelly, Adrian
B.
Lee, Jonathan 2022 | U.S.A. Demographic Form. How have parents personal A conscious choice in Not disclosed.
Parenting Interview (2 experiences growing up accepting change.
versions). with features of ASD Saturation of self.
Qualitative case study. influenced their parenting The necessity for
experiences? clinicians to adopt a
How have paren |l earnerds m
experiences with ASD
impacted their
attunement/attachment to
their children?
How have paren
perceptions of their own
executive function skills
impacted the experiences
of parenting?
What supports and resources
do parents with ASD
features identify as
beneficial for parents with
ASD?
Liang, Bridget 2022 | International Content analysis with a | A focus on the intersections Out of all the blogs, only | Yes.

feminist Critical
Disability Studies
lens.

of BIPOC autistic/autism
parenting communities to
address the questions of:

those by Giwa-Onaiwu
and Cevik overtly
engaged intersectional
issues.
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How do the struggles and
needs expressed by
parents in blogs differ
based on factors of
intersectionality?

What omissions do we see
when we look at most
autism parenting blogs?

Libster, Natalie 2023 | U.S.A. Interpretative To understand the parenting Closeness in No (neurodivergent,
Renee Phenomenological experiences of autistic Relationships cisgender woman).
Analysis (IPA). mothers who have raised (Expressed affection, Community-based
Autism Quotient (AQ). or are currently raising Safety and Support, participatory
Semi-structured non-autistic adolescent Understanding research (CBPR)
interviews. daughters. mot hersdéd au approach. Two
Parenting Strengths community
(Problem-solving skills, partners served as
Positive strategies for co-investigators in
managing conflict). the current study.
Identifying Own Social One community
Challenges partner was an
(Understanding social autistic mother of
dynamics, Friendships, an adult non-
and social groups). autistic daughter,
Buil ding Dau and one was an
Social Skills (Concerns autistic mother of
about dawugh an adult autistic
development, Creating daughter.
opportunities for
positive social
interactions).
Lum, Michelle. 2014 | Australia Exploratory To address gaps in current Disparities in healthcare Not disclosed.

Garnett,
Michelle.
O6Conno
Erin.

questionnaire.
Statistical analyses

were conducted using

Statistical Package
for the Social
Sciences.

literature and provide initial
regional data that reflects
Australian social,
economic, political, and
healthcare contexts.

experiences between
autistic and nonautistic
women.

Autistic women reported
greater challenges in
healthcare anxiety,
communication under
emotional distress,
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anxiety relating to
waiting rooms, support
during pregnancy, and
communication

during childbirth.
Problems with
disclosing autism
diagnosis.

Marriott, Elise.
Stacey,
James. Hewitt,
Olivia Mary.
Verkuijl,
Nienke E.

2022

United
Kingdom

Interpretative
Phenomenological
Analysis (IPA).

Autism Spectrum
Quotient (AQ).

What are the parenting
experiences of parents of
autistic children who
themselves have
significant autistic traits?

"The interaction of

parentsoé an

autistic traits both
helps and hinders
parent-child
relationships"

"The personal impact of
being a parent with
autistic traits”,

"Home is a rare place of
acceptance of autistic
traits for parents and
children”,

"Managing the
complexities of
professional services -
struggling to be heard,
believed and
supported".

Not disclosed.

Murphy, Shona

2021

United
Kingdom

Thematic analysis.
Semi-structured
interviews.

How do autistic parents
believe autism impacts
parenting?

What are the positives of
being an autistic parent?

What are the negatives of
being an autistic parent?

Autistic characteristics
(Sensory, Planning
and organising, Other
autistic
characteristics).

Relationships
(Relationship with
professionals,
Relationship with
professionals: risk of
losing child,
Relationships with

Yes.
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family, Relationships
with others,
Understanding.

Indirect effects of autism

(Autism acceptance,
Empathy, Stress).

Pellicano,
Elizabeth.
Brett, Simon.
den Houting,
Jacquiline.
Heyworth,
Melanie.

Magiati, lliana.

Steward,
Robyn.
Urbanowitz,
Anna. Stears,
Marc

2021

Australia

Semi-structured
interviews.
Thematic analysis.

Establish how autistic people
and families experienced,
and responded to, the
increase in social isolation
during
at-home orders, and
whether it eased or
intensified long-standing
challenges to their mental
health.

govern

A release from

conventional social
challenges (fewer
social pressures, less
need for pretence,
needing to work less to
ot her peopl
timetables, life as
quieter and calmer,
connect with friends,
family, and community
online).

A deep sense of social

loss (online
interactions were often
hard and exhausting,
deeply missing
physical, embodied
interactions with
friends and others,
missed broader,
incidental social
contact, felt the loss of
their everyday
routines, and expected
experiences).

A deterioration of mental

health (lockdown was
6hard, real
disconnected from the
community, stopped
accessing these

Yes. In a team of
autistic and non-
autistic
researchers.
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services and support
during the pandemic).

Pohl, A.L. 2020 | United Online survey. Forced- To expl or e aut]| Higherlikelihood of No. This study was a
Crockford, Kingdom choice items, experience of the perinatal autistic mothers collaboration
S.K. requiring an period and parenthood. experiencing both between autistic
Blakemore, M. agree/disagree or prenatal depression mothers and
Allison, C. yes/no answer, and and postnatal academic
Baron-Cohen, open-ended depression. researchers. Six
S guestions in which Autistic mothers felt like autistic mothers in
participants were birth had not been the UK were
asked to elaborate adequately explained. recruited to form an
further. No significant difference advisory panel.
Chi-squared analysis. between groups in
choice of
breastfeeding, or in
milk supply.
Autistic mothers reported
more difficulties in the
multi-tasking demands
of parenting and were
less likely to perceive
themselves as
organised parents.
Rabba, Aspasia | 2022 | Australia Semi-structured To understand the views and | What matters to autistic Yes.

Stacey. Smith,
Jodie. Hall,
Gabrielle.
Heyworth,
Melanie.
Lawson,
Wenn. Lilley,
Rozanna.
Datta,
Poulomee.
Pellicano, Liz.
Alexander,
Vanessa.
Goodall,

interviews.

experiences of autistic
parentsdé inte
schools for their autistic
child, focusing on the
impact of these interactions
on themselves, their
children, and their family.

parents (Confidence,
Voice, Connection,
Inclusion).

Reports of autistic
parents and their
children were
sometimes exhausted
by school, resulting in
reduced attendance.

Reports of stress,
trauma, and the
corresponding impact
of negative interactions
with schools.
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Emma. Syeda,

Najeeba.

Rogers, Cath. 2016 | Australia Case study. Due to the lack of literature Communication and Not disclosed.
Lepherd, In-depth interviewing about women who have services difficulties.

Laurence and email exchange autistic children, this study | Sensory stress.
providing the data for explores experiences of Parenting challenges.
the study. birthing women who have
This data was verified, Autism Spectrum Disorder.
transcribed, and
analysed
thematically.

Smit, Simone. 2023 | United Online Qualtrics Explore the experiences of Identity and Purpose Yes. Author SS
Hopper, Kingdom demographics autistic adults as parents (Love and Joy, (Simone Smit).
Jeremy. guestionnaire. and to investigate Personal Growth, and

Semi-structured meaningful ways in which Close Connections)
interview (initial to support them. Looking Through a Lens
interview schedule of of Trauma (Extreme
11 questions). Empathy, Changing

Data analysis was the Narrative, and
carried out using Perfectionism
Iterative Protect, Defend,
Phenomenological Advocate, Repeat.
Analysis (IPA) (Education
principles. Professionals, Other

Professionals and
Accessing Support).

Talcer, Moyna 2021 | United An interview guide with | To explore the sensory Antenatal (Pregnancy, Yes.
Catherine. Kingdom six open-ended experiences of autistic Severe Sickness,

Duffy, Orla. guestions and mothers. Labour, and Birth
Pedlow, Katy suggested probes To investigate if those Sensory Experiences in

following Patient and
Public Involvement
(PPI).

A six-staged theoretical
thematic analysis
framework was
applied as
recommended by
Braun and Clarke

sensory experiences have
any impact on the
participantds
mother and what the
consequences of this may
be.

Motherhood (Auditory,
Tactile, Body
Awareness, Smell,
Vision

Impact (Social, Work,
Mental Health/Anxiety,
Overwhelm/Fatigue

Strategies and Needs
(Used Strategies-
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(2006) using
deductive analysis
with an overarching
lens of Sensory
Processing
Difficulties.

Downtime, Ask for
Help, Sensory
Strategies, Knowledge
and Research, Finding
Your Tribe, Planning
and Routine. Needs-

Auti stic Mo

Groups, Professional
Training Needs
Diagnosis (Late
Diagnosis, Impact of
not Being Diagnosed,
Benefits of Diagnosis).

Turner, Amelia

2021

United
Kingdom

Purposive sampling.
The study used a cross-
sectional qualitative

design.

Interpretative
Phenomenological
Analysis (IPA)
approach was used to
analyse data from
semi-structured
interviews.

Improve our understanding of
autistic parents
experiences of parenting.

The interdependent
relationship between
autism and parenting
(Parenthood as a
catalyst for seeking
diagnosis, Diagnosis
enabling
understanding and
positive change,
Challenging societal
narratives, Family
response to ASD: a
contrast to the outside
world, The value of
shared experiences).

The family system: a
balancing act
(Accommodating
conflicting needs,
Parenting together:
cohesion and conflict,
Evolving family
dynamics).

Parenthood facilitating
reflection and growth
(Impact of own

No.
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experience of being
parented, Being
pushed outside of
comfort zone,
Dedication to the
parental role, Rejecting
the idealistic image of
parenthood).

Vinke-van Steijn,
Daphne J.

2013

The
Netherlands

Parenting Styles
Dimensions
Questionnaire
(PSDQ) self- and
spouse report.

Generalized Linear
Models and Structural
Equations Models.

To explore the influence of
(the combined) effect of
child diagnosis (ASD or
ASD+ADHD affected/
unaffected children) and
parental ASD and/ or

ADHD on parenting styles.

Both paternal and
maternal ASD were
negatively associated
with parent-child
relationships.

Higher levels of ADHD
symptoms related to
more depressive
symptoms, relating to
more parenting stress.

Authors suggest that
mothers may need
fewer social skills or
have more skills to
compensate the
influence of ASD
symptoms on family
functioning.

Depressive symptoms
were most pronounced
in parents of ASD and
ASD+ADHD families.

Parental ADHD
symptoms were found
to be related to
depressive symptoms
and in turn to parenting
stress.

Not disclosed.

Winnard,
Rebecca. Roy,
Mark. Butler-

2022

United
Kingdom

Semi-structured
interviews.
Interpretative

To develop understanding of
experiential and
prospective concerns,

Parenthood: Fun &
Games

Not disclosed.
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Coyne,
Hannah

phenomenological
analysis (IPA).

challenges, and benefits
for mothers with a
diagnosis of Autism
Spectrum Condition.

Support: Giving &
Receiving

Routine & Structure

Sensory Sensitivities

Interaction

Unique Insight
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APPENDIX B: HREC Approval Certificate
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of
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Queensland

unisq.edu.au

Office of Research
Human Research Ethics Committee

human.ethics@usq.edu.au

05/05/2023
Dr Nicole Green

Australia

Dear Nicole
UniSQ HREC approval certificate

Thank you for submitting your human ethics application to the University of Southern Queensland
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of
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(b) Ensure any person engaged by the University of Southern Queensland on this project is named
and approved by the UniSQ HREC.

(c) Advise the University immediately (email: Researchintegrity@usqg.edu.au) immediately of any

complaint pertaining to the conduct of the research or any other issues in relation to the project which

may warrant a review of the ethical approval.

(d) Promptly report any adverse events to the University (email: Researchintegrity@usqg.edu.au) and
take prompt action to handle the adverse event.

(e) Make a submission for any project amendments before implementing the changes.
(f) Provide a progress report when requested and at least for every year of approval.

(g) Submit a final report when the project is complete or following the expiry of a UniSQ HREC
approval.

(h) Submit any other report as required by the UniSQ HREC.
Other conditions of approval

(i) Ensure relevant Facebook moderator permission/s are acquired before posting recruitment
advertisements.

(j) Ensure participant information sheet is updated to the new UniSQ branded template.

The University of Southern Queensland Human Research Ethics Committee reserves the right to
undertake spot audits of your project records and/or the wellbeing of any Animals in your project at
any time to ensure compliance with this approval. Non-compliance may result in the withdrawal of
this approval.

If you have any questions, please do not hesitate to contact the UniSQ HREC Executive Officer

(human.ethics@usq.edu.au).
Yours sincerely

UniSQ Human Research Ethics Committee

CRICOS QLD 00244B NSW 02225M | TEQSA PRV 12081
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APPENDIX C: Interview Questions

1. Warm up question to build rapport e.g. What aspect of this research
made you want to take part in it?

2. A general discussion of the participants autism diagnosis (official or
self-diagnosis). Their general feelings on their autism diagnosis.

3. A general discussion of the participants life with children. What parental
role do you have? What is your family make-up (partner, children, pets, etc.)? Are
there other members of your family with neurodivergence?

4. What are your current roles and responsibilities in your life as an
autistic adult with children?

6. Do you place these roles and responsibilities in varying degrees of
importance? If yes, how do you decide the importance?

7. Are there are other roles or responsibilities in your life that are
managed by other people? For example, by a partner, a parent, a support worker,
etc.?

8. If you could remove any of these roles or responsibilities without
negative repercussions, which would you choose, and why?

9. What would happen if you did not maintain this role or responsibility?

10. Do you feel that your autism status affects the number of or type of
roles or responsibilities in your life? (Regardless of an answer of yes or no) Why do
you think this is?

11. Do you feel that your autism status affects how you manage or
approach the roles and responsibilities in your life? In what way?

Are there any support systems or strategies that autistic adults with children require

to support their ability in managing life roles or responsibilities?
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APPENDIX D: Initial Grouping

Child

Identity

Social

Parenting
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Needs/Recommendations

Needs/Recommendations

Mental Health

Mental Health
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Difficulties

Aot heringod

Responsibilities

Positives

Medical

Family

Other
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APPENDIX E: Theme Development

1: "Having a diagnosis
before having kids...”

2: "Helping the parent
also helps the child”

3: "Finding a safe
space”

4: "Difference vs.
Disability

5: "My kid(s) help

me
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Social Responsibilities Difficulties Parenting

Child

AOt heringao

®
=
o
(=
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Positives Mental Health Mental Health Identity

- . . . - . .
Other Other Needs/Recommendations Needs/Recommendations

Autism Autism
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APPENDIX F: Theme Re-Development

Needs/Recommendations

Responsibilities

Mental Health

Other

AOt heringo

Parenting

Medical
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Needs/Recommendations

Mental Health

Mental Health

Other

Difficulties

Identity

Autism

Child
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Social

Positives

Family

Autism

196



APPENDIX G: Mind Map
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