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Many autistic girls face the challenges of misdiagnosis, late diagnosis, or no formal
diagnosis at all, and report feeling overlooked, misunderstood, unsupported, and
exhausted by trying to “fit in’ to an unaccommodating neurotypical world. When autistic
girls reach early adolescence, they experience the additional challenges of the
transition to secondary school, increased school demands, the complexities of social
relationships, and the onset of puberty, which can all have a considerable impact on
mental health. The need to promote the voices and involvement of autistic young people
in research is paramount to ensure that current literature reflects the matters which are
most important to the autistic individuals themselves, and to bring about effective,
meaningful, support.

This thesis is divided into two separate but related research papers: a systematic
literature review and an empirical research project. The systematic literature review
aimed to summarise existing research addressing autistic girls’ and women’s
experiences of puberty and menstruation, as well as the views of those who care for
them. This review also aimed to uncover what effective support looks like for autistic
girls and women in relation to puberty and menstruation, whether this aligns with
current intervention literature, and whether autistic voice is included in intervention
design and evaluation. Using a narrative synthesis approach, the systematic review
synthesised the findings from 14 studies to tell a story regarding autistic females’
preparation for and journey through puberty, as well as the support that they desire (the
‘what’ and the ‘how’). Lack of education prior to puberty, the detrimental impact on
wellbeing, difficulties with menstrual self-care, and the reciprocal relationship between
autism and puberty were highlighted as areas of challenge by autistic girls, their
caregivers, and educators. While there was some alignment regarding the support
desired and the focus of support within the seven identified intervention studies,
particularly with regards to self-care, the majority did not include autistic voice and
maintained a within-child focus. This review highlights several recommendations for
pubertal support, including early education emphasising the ‘normalcy’ of puberty and
menstruation, a focus on promoting self-care skills, dignity and advocacy, and the
importance of individualisation. Furthermore, the need for autistic voice within research
literature, as well as the need for an interactionist perspective on pubertal supportis
asserted.



The empirical paper aimed to uncover some of the successes, challenges, and
future directions of implementing co-created resources within school settings, with the
voices of autistic young people at the centre. These resources were previously created
by East (2024) and a group of autistic girls and were designed to raise awareness of
autistic girls’ school experiences. In the present study, a team of five autistic students
were recruited to join a participatory research team, and were involved in the planning,
delivery, and evaluation phases of resource implementation. Their views of being
involved in this process were explored using semi-structured interviews and were
analysed using reflexive thematic analysis. Using an oak tree metaphor, representing
the positioning of the findings within the wider forest (or ‘societal’ context), six themes
and 11 sub-themes were generated. The six overarching themes included
‘conceptualising autism’, ‘empowering, influencing, and advocating’, ‘cultivating
contentment’, ‘sense of togetherness’, ‘conditions for growth’, and ‘evolution over
time’. These themes bring to light the many emotional and social benefits of
participatory research processes for autistic young people, including a strong sense of
belonging, while also highlighting the challenges of facilitating change within a
secondary school setting, with particular regard to motivation and investment.
Recommendations to promote the success of participatory research teams and
resource implementation are proposed.

In terms of autism awareness, it is hoped that this research will promote the
knowledge and understanding of school staff and educational psychologists, with
regard to autistic young people’s experiences, highlighting the importance and value of
actively seeking and listening to their voices. Itis also hoped that this thesis may path
the way for future participatory research with autistic individuals, on topics that are
meaningful and relevant to the autistic community. In terms of intentional behaviour
change and impact, it is hoped that this work will continue and that the voices of
participants within the empirical study will influence implementation practices within
schools.
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Chapter 1

Chapter1 Thesis Introduction

1.1 Language and Terminology

Throughout these research papers, | will use identity-first language (i.e., autistic
person) to refer to autistic individuals and have endeavoured to avoid terms that may be
perceived as othering, dehumanising, or pathologising. The use of identity-first language
aligns with the stance that autism is an inherent part of one’s identity, rather than an
element that can be separated (Monk et al., 2022). While | acknowledge that there are
differing viewpoints and factors that may influence language use, including cross-
linguistic and research topic differences (De Laet et al., 2023; Bottini et al., 2023), my
use of identity-first language was informed by the preferences of the research
participants within my empirical study, and the wider autistic community (Bottema-
Beutel et al., 2021), within an English-speaking context. This identity-first preference is
compatible with efforts to linguistically reclaim the term autism from stigmatising

connotations (Jorba et al., 2024).

1.1.1 Conceptualisation of autism

Since its conception (Kanner, 1943), a medicalised view of autism as a deficit has
dominated the narrative. With reference to the Diagnostic and Statistical Manual of
Mental Disorders (DSM-5; American Psychiatric Association, 2022), autism is classified
as a neurodevelopmental disorder, with terms such as “deficits”, “impairment”,
“symptoms”, and “disturbances” used to describe autistic features. Such terminology,
in line with the medical model of disability, implies that there is something inherently
wrong with the autistic individual’s biological make-up (Llewellyn & Hogan, 2000).
Consequently, within the medical paradigm, interventions or treatments target these
perceived deficits to reduce symptomology and promote behaviour in line with

normative functioning (Llewellyn & Hogan, 2000; Pellicano & Den Houting, 2022).

Following the disability rights movement, which gained traction in the late 1970s,
autistic advocates have challenged this medicalised view and have instead endorsed a
shift towards a neurodiversity paradigm (Pellicano & Den Houting, 2022). Coined in the
late 1990s, the term ‘neurodiversity’ refers to the natural diversity in human brains and

development (Botha et al., 2024). Viewing diversity along a spectrum, there is a range
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Chapter 1

that can be regarded as ‘typical’ or experienced by the majority (neurotypical), as well
as ranges that appear to ‘diverge’ from this typical experience (neurodivergence)
(Pellicano & Den Houting, 2022). In contrast to the medical model, neurotypical and
neurodivergent development are not viewed in terms of superiority and inferiority, but
rather equally valid states, both worthy of respect and acceptance. The unique
strengths that neurodivergent individuals bring to society are acknowledged and

appreciated within this model (Pellicano & Den Houting, 2022).

Itis important to note that, despite advocates’ intentions towards inclusivity, the
term ‘neurodivergence’ has itself ignited controversy, with critics highlighting its
‘othering’ and ‘stigmatising’ connotations. As Legault et al. (2021) asserted, the use of a
term which represents a departure from the norm (a norm which has arguably been
formed and maintained by those with power and privilege) only perpetuates exclusion
and marginalisation. Notwithstanding such concerns, McClennan and colleagues
(2025), in their recent review of neurodiversity conceptualisations in empirical research,
highlighted that the term is largely associated with positive connotations, relating to
identity, difference, and change, aligning with the intentions of those who founded the
term. While promising, it is important to note that such research represents
westernised literature, with researchers currently highlighting the need for a culturally
sensitive, contextualised approach to neurodiversity movements across the globe

(Hirota et al., 2024).

The neurodiversity paradigm is rooted within the social model of disability
(Pellicano & Den Houting, 2022). Rather than viewing disability as a ‘within’ individual
problem, the social model asserts that society does not aptly accommodate the needs
of neurodivergent individuals (Oliver, 1996; Pellicano & Den Houting, 2022). This model
does not intend to minimise or undermine the challenges that neurodivergent
individuals may experience but rather places the responsibility of change on society
rather than the individual (Pellicano & Den Houting, 2022). The social model of disability
and the neurodiversity paradigm have both informed my assumptions and approaches

throughout this research process.
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1.1.2 Sex and gender

In both papers, | use the term ‘girls’ (or ‘women’) and ‘females’ interchangeably.
While | acknowledge that sex and gender are distinct constructs, informed by biological
characteristics and social norms (Bamberger & Farrow, 2021), much of the existing
literature does not clearly distinguish between sex and gender (Lai & Szatmari, 2020),
preventing such constructs from being disentangled. With regards to the systematic
literature review, ‘girls’ and ‘females’ are used to describe those assigned female at
birth, to capture the unique pubertal experiences of these individuals (particularly
menstruation). With regards to the empirical paper, ‘girls’ and ‘females’ are used more
broadly to describe those who would identify with these terms. My predominant focus
on autism in girls is not to endorse sex or gender as binary constructs butis rather
attributable to the gender-based stereotypes, norms, and expectations that uniquely

shape autistic girls’ lived experiences (Hamdani et al., 2023).

1.2 Research Context

Conducting research that benefits and creates authentic change for autistic
individuals has been my core motivation. Fundamentally, my research has aimed to
address the research and practice priorities of the autistic community, with a focus on
what matters to autistic individuals and how their needs can be best metin a societal

context.

The formulation of this thesis began in an initial discussion with one of my
research supervisors, Prof Hanna Kovshoff, co-director of the Autism Community
Research Network at Southampton (ACoRNS - co-directed by Prof Sarah Parsons).
Through a research-practice partnership, ACoRNS endeavours to address the
underrepresentation of autistic voices and focuses on topics that are important and
meaningful to the autistic community. Academics, students, and professionals from a
wide range of disciplines belong to this network (including autistic individuals and
autistic allies) and all pursue a common objective: to promote autistic CYP’s quality of
life. With my own desire to meaningfully contribute to the autism research base and
make a difference to the lives of autistic CYP, which was inspired by my previous work
experiences, | discussed with Hanna the research priorities of ACoORNS. One such

priority was to address the underrepresentation of autistic girls and women in research,
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and another was to promote the voices of autistic individuals through creative, co-

produced methods.

During this initial discussion, and within the context of ACoRNS, | learnt about the
research of East (2024) and a group of autistic girls who formed the ‘FIZZACC’ research
team. After exploring the girls’ experiences of transitioning from primary to secondary
school, East and the team co-produced a selection of school training resources aimed
at raising awareness of autism in girls. This aligned with the strong consensus within
research literature (Morewood et al., 2011; Moyse, 2020) and the publications of autism
advocacy charities (The Autistic Girls Network, 2025) on the need for neuro-affirming
understanding and practices within schools. Across several supervision sessions, my
supervisors and | discussed how my empirical project could extend upon the research

of East (2024) and the FIZZACC team, with a specific focus on implementation.

With regard to my systematic literature view, | considered other priorities of the
autistic community and their advocates, with a particular focus on topics relevant and
meaningful to autistic girls. Through initial reading around autistic girls and
adolescence, my attention was drawn to the topic of puberty. Within the ‘Keeping it all
Inside’ publication, produced by the Autistic Girls Network (Wassell & Burke, 2022), the
need for co-produced research on topics such as menstruation and wellbeing were
explicitly emphasised. Intrigued about what such research could entail, | began to
explore existing literature on puberty and menstruation amongst autistic girls. In
particular, | wished to identify literature exploring autistic girls’ experiences of puberty,
their views on what effective support may look like (as well as the views of caregivers
and educators), and whether such views aligned with/were incorporated into

intervention literature.

1.3 Author Positionality and Epistemology

As stated, by Secules and colleagues (2021, p.21), “positionality has been
operationalised as reflexivity, an activity in which a researcher identifies, examines, and
owns their backgrounds, perspectives, experiences, and biases in an effort to
strengthen research quality.” In light of this, it is important for me to share the context

that | believe has shaped my decision-making and interpretations throughout this
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research process, as well as the factors that may have influenced participants’

interactions and discourse with me.

Primarily, my desire to conduct research in this area has been driven from my
professional background as a special educational needs teacher. Having worked with
many autistic CYP and their families, who have been subjected to inequalities and
marginalisation, | have intended to use my privilege as a doctoral student to give voice
to those who are not always heard. | have observed in practice the under recognition
and under representation of autistic girls, which has struck a particular emotional chord
with me, likely in part due to my own identification as female. Alongside this primary
drive, | must also be transparent in the benefits this research will bring to my
professional development, and simultaneously how the pressures and time constraints

associated with a professional doctorate will have influenced my decision-making.

| recognise that much of what | know about autism is from my interactions with
members of the autistic community and their allies, and the meaning-making we have
shared together. As a researcher who identifies as neurotypical, | have acknowledged
throughout this process the additional efforts required to build rapport, gain trust, and
promote the comfort of participants to share their thoughts, feelings, and experiences
with me. Engaging in reflexive processes personally, through supervision, and in shared
spaces provided by the ACORNS community, has been vital in enabling me to critically

evaluate the inherent power dynamics within this research context.

| chose to take a social constructionist epistemological position within this
research, as such a position alighed with my research questions and focus on lived
experiences. Unlike positivist frameworks, which strive for objectivity and universality,
social constructionism recognises how concepts have been shaped by language,
culture, historical norms and power relations (Burr & Dick, 2017). A social
constructionist epistemology aligns with my affinity to the social model of disability
(Lester & O’Reilly, 2021), and my personal values of equality, connection, and
perspective. Throughout this research, | have endeavoured to thoughtfully represent the
voices of members of the autistic community, and to challenge deficit-focussed
narratives. Underpinned by the assumption that our reality is inseparable from the

discourses we engage in (Burr & Dick, 2017), the interpretations within my empirical
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paper represent the meanings that were negotiated and constructed with the

participants through our interactions.

1.4 Ethical Considerations

Following the University of Southampton’s ethics guidelines, ethical approval was
sought and granted by the Faculty Ethics Committee and Research Integrity and
Governance Team for the empirical project (ERGO number: 92436). Informed
consent/assent was gained from parents, student participants, and staff participants
through tailored forms, and participants’ right to withdraw was clearly communicated
throughout the research process. The importance of confidentiality was discussed from
the outset and was a fundamental component of the team’s ground rules. Furthermore,
pseudonyms were chosen by the students and were used in place of their names within

interview transcripts to protect their identities.

The Health and Care Professions Council (HCPC) standards (2024) and the British
Psychological Society (BPS) Code of Ethics and Conduct (2021) underpinned my
personal conduct and behaviour throughout, with the principles of respect,
competence, integrity, and responsibility informing all decision-making. Advice and
guidance from my supervisors was also sought through regular supervision, which
provided a safe space for reflective practice. Of particular influence prior to, during, and
upon commencement of the research project, were the person-oriented research ethics
guideposts (Cascio et al., 2020), including individualisation, acknowledgement of lived
world, empowerment in decision-making, respect for holistic personhood, and

researcher-participant relationships, as outlined in further detail below.

1.4.1 Individualisation

With careful consideration of the strengths and needs of the research participants,
I individualised several components of this research. This involved creating young
person-friendly consent forms, actively gathering information about participant
preferences, adapting language, offering fidget resources, providing choice with regard
to data collection procedures, and gathering views about their involvement in the

research process.
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1.4.2 Acknowledgement of lived world

While actively individualising elements of the research process, | also considered
the relational, societal, cultural, linguistic and historical factors that may have
influenced participants’ experiences and interpretations. Throughout the process, | held
in mind the stigma and exclusion that participants may have experienced/may be
experiencing, and how this might influence their involvement (i.e., low confidence or
hesitation to share their authentic views). Acknowledgement of this lived experience
shaped my research approach, and the actions | took to promote an inclusive research

context.

1.4.3 Empowerment in decision making

Taking a participatory research approach, joint decision making was integral to the
empirical research project. From the start of the process, accessible adverts, assent
forms, and participant information sheets were provided, promoting informed decision
making prior to participation. Participants were also provided with the opportunity to
meet with me individually to ask any questions they may have had. During the process,
different communication methods were explored and employed including spoken,
visual, and written forms, in recognition of different communication styles and
preferences. A formal consensus method was also utilized to foster collaborative
decision-making. Towards the end of the project, participants were given the
opportunity to read transcripts, and plans have been made to share the final research

paper and consider dissemination processes within their school context.

1.4.4 Respect for holistic personhood

With respect to the views and research priorities of the autistic community, this
thesis aimed to explore meaningful topics that would shine a light upon individual
experiences. In recognition of the increasing number of individuals self-identifying as
autistic (Overton et al., 2023), participation in the empirical project was not limited to
those with a formal diagnosis. The language and communication preferences of
participants were actively sought, as well as accommodations that would make the
research process more comfortable (e.g., breaks within sessions). Additionally, to

reduce the burden of having to catch up on missed school learning in order to take part
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in the project, meetings were scheduled at different times of the week, thus minimising

the impact on any one school subject.

Throughout the project, the contributions of each member of the implementation
team were encouraged and valued. The strengths of each individual and the collective
strengths as a team were actively explored using a strengths card activity and were

explicitly referred to and drawn upon across sessions.

1.4.5 Researcher-participant relationships

To promote trusting researcher-participant relationships, rapport building, open-
communication, and authenticity were central to the research process. | devoted time
to checking-in with participants at the start of each session and endeavored to
communicate my genuine appreciation for the participants’ time and contributions.
Throughout, | reflected upon positionality and paid particular attention to power
dynamics. Through an initial ground rules activity (informed by the ‘16 Ground Rules for
Group Work’ by Facilitator School, 2025), | aimed to create a cohesive team context, in
which everybody’s views and contributions were equally valued. Furthermore, | was
mindful of how to draw the project to a close. | spent time in the final few meetings
preparing participants for goodbyes and considering how we would together share the

research outcomes.

1.5 Dissemination

Both papers within this thesis have been written according to the submission
guidelines of two peer-reviewed journals. The systematic literature review has been
written with the intention of submission to Autism, an international journal, which
features research aimed at promoting positive life outcomes for autistic individuals.
The empirical research paper has been written with the intention of submission to
Diversity and Inclusion Research, an open-access journal, which features research

aimed at promoting equality, diversity, and inclusion (EDI) across disciplines.

Prior to the final submission of this thesis, | visited the school to share an overview
of the empirical research project findings with the participants and school SENCo. This

involved explaining the oak tree metaphor, describing the themes, and checking
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whether | had interpreted the participants’ views in a way that matched their
perceptions and experiences. The participants responded positively to the metaphor
and the meaning | had generated from their interviews (which they expressed both
verbally and through their body language), with one participant in particular describing
how the positioning of the themes made sense to her. Following this, | also sent the

thesis overview to the participants’ parents.

In terms of wider dissemination, | have shared a short overview of my empirical
project and findings to school staff during a staff briefing session. | have also presented
my empirical paper at the University of Southampton Psychology Postgraduate
Conference, the International School Psychology Association (ISPA) conference in
Portugal, and to ACoRNS members, both through a remote presentation and at their
summer networking meeting. Finally, | also intend to present my research to the
Educational Psychology Service within my Local Authority upon commencement of my

employmentin September 2025.
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Chapter 2 Navigating puberty: What are the
challenges for autistic girls and how can

they be successfully supported?

2.1 Introduction

Many autistic girls continue to face the challenges of misdiagnosis, late diagnosis,
or no formal diagnosis at all (Wassell & Burke, 2022). This poses considerable
challenges regarding access to appropriate support (Hamdani et al., 2023) and
representation in research literature, meaning that autistic girls’ experiences remain
poorly understood (Cridland et al., 2014; Leedham et al., 2022). Sex differences in
autism presentations have been posed as one reason for such under-recognition
(Lockwood Estrin et al., 2020); autistic females have been shown to be more likely to
exhibit camouflaging behaviours than autistic boys, and display ‘repetitive and
restricted behaviours and interests™ that align more closely with gender norms (Tubio-
Fungueirifno et al., 2021; Bourson & Provost, 2024; Edwards et al., 2024). Alongside their
more nuanced expressions, socio-cultural influences such as differing expectations
regarding ‘typical’ male and female behaviours, as well as diagnostic biases, have been
highlighted as significant barriers to identification (Young et al., 2018; Lockwood Estrin
et al., 2020; Hamdani et al., 2023).

What is known about autistic girls’ experiences is that they are more likely to
experience internalising symptoms than non-autistic individuals and report lower
quality of life (Jamison & Schuttler, 2015). In a recent systematic review, O’Connor et al.
(2023) proposed that the mental health and wellbeing of autistic girls and women can
be described through a social lens. They asserted that elements of the autistic

neurotype can contribute to social, emotional, and mental health difficulties for autistic

" ‘Repetitive and restricted behaviours and interests’ (RBBIs) are often referred to as stimulatory or self-
regulatory behaviours by autistic individuals themselves. The National Autistic Society (2025)
characterizes these as ‘focused and dedicated interests’, ‘preference for order, predictability and
routine’, and ‘repeated movements and behaviours (stimming)’.
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females within the context of a stigmatising and unaccommodating ‘neurotypical
world’. For example, autistic sensory profiles may contribute to feelings of discomfort
and distress within the context of a neurotypical sensory environment, which may be

further exacerbated by concealment of needs to avoid stigma (i.e., camouflaging).

2.1.1 Puberty

Puberty can be described as a core developmental milestone, which involves
significant neural, hormonal, and physical changes. The process of puberty begins with
activation of the hypothalamic-pituitary-gonadal (HPG) axis, which triggers the release
of various hormones, such as oestrogen, progesterone, and testosterone (National
Academies of Sciences, Engineering, and Medicine, 2019). This hormonal release (and
subsequent hormonal fluctuations) stimulates growth, promotes the development and
maturity of secondary sexual characteristics and reproductive organs, influences

emotional responses, and stimulates sexual curiosity (Mendle & Koch, 2019).

Both early pubertal timing (the onset of puberty) and more advanced pubertal
status (the stage of puberty) have been associated with increased negative affect,
rejection sensitivity, and rumination amongst females (Mendle et al., 2020). Several
hypotheses have been put forward to explain such findings including the maturity-
disparity hypothesis, which highlights the gap between psychological readiness and
advanced physical development; the contextual amplification hypothesis, which
emphasises the impact of contextual circumstances on adjustment to puberty (e.g., a
stressful environment); and the accentuation hypothesis, which describes how
significant transitions accentuate pre-existing vulnerabilities (Ge & Natsuaki et al.,
2009). While predominantly focussed on pubertal timing, these hypotheses highlight
the interplay between individual, societal and contextual influences and how this

interaction shapes meaning making and experiences of puberty amongst adolescents.

2.1.2 Autism, Girls, and Puberty

Holding these individual, societal, and contextual influences in mind, puberty is

likely to be a particularly challenging process for autistic girls, as highlighted by the
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Autistic Girls Network (Wassell & Burke, 2022). The hormonal fluctuations associated
with puberty and the onset of menstruation are likely to intensify emotional
dysregulation and sensory sensitivities amongst autistic girls, who are already
susceptible to poorer mental health outcomes than their neurotypical peers (Lai et al.,
2019; Wassell & Burke, 2022). Managing these challenges within a ‘neurotypical world’
(O’Connor et al., 2023), in which conversations around periods arguably remain a
‘taboo’, may constrain conversations around autistic girls’ pubertal needs, hindering

them from receiving the support they require (Wassell & Burke, 2022).

In terms of research on puberty amongst autistic populations, a considerable
focus has been on pubertal timing, status, and tempo (the rate of puberty), albeit with
some conflicting conclusions. In a longitudinal study of Australian children, May et al.
(2017) found no difference in pubertal timing amongst autistic and neurotypical
females, based on parent and self-report measures. However, when using physical
examination to measure puberty, which is asserted to be a more accurate measure of
pubertal development (Corbett et al., 2019), researchers have evidenced that autistic
females were more likely to start puberty at an earlier age than autistic males and
neurotypical females (Corbett et al., 2020; Corbett et al., 2022; Liu et al., 2024).
Researchers have argued that the detrimental impact of early puberty on mental health
and wellbeing is likely to be exacerbated for autistic individuals, with such a transition

intensifying existing difficulties (Corbett et al., 2022).

With regard to menstruation in particular, researchers have also sought
information concerning the type and rate of menstrual-related complaints amongst
autistic adolescents, neurotypical adolescents, and adolescents with other
developmental diagnoses. Through retrospective reviews of medical records, autistic
adolescents were found to frequently report period pain, irregular bleeding, and
difficulties maintaining personal hygiene (Burke et al., 2010) and were significantly
more likely to be diagnosed with menstrual-related disorders (e.g., dysmenorrhea;
Ames et al., 2024). Even prior to the onset of menstruation, autistic females and their
families have been found to be more likely than females with other developmental

diagnoses to seek anticipatory guidance from gynaecological professionals (Fei et al.,
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2021), particularly regarding puberty and behaviour, highlighting the anxieties

associated with this developmental transition.

2.1.3 Rationale for the current review

This systematic review aims to explore and summarise existing research
addressing autistic girls’ and women’s experiences of puberty and menstruation, as
well as the views of those who care for them. Adding to existing knowledge regarding
pubertal progression, complaints, and conditions amongst autistic females,
understanding how autistic females (and those closest to them) make meaning of their
pubertal and menstrual experiences, appears a priority. This systematic review also
aims to uncover research exploring how to support autistic girls through puberty and
menstruation, for two purposes. Firstly, to ascertain whether the methods,
approaches, and interventions within such literature align with the challenges that
autistic girls face and the support that they (and those who care for them) are
advocating for. Secondly, to ascertain whether the voice of autistic girls and those who

care for them have been included in such research.

The Autistic Girls Network are advocating for more research on autistic wellbeing,
menstruation, and interaction with healthcare professionals, ideally co-produced with
autistic individuals themselves (Wassell & Burke, 2022). Aside from the autistic-led
‘Autism: from menstruation to menopause’ research project that is currently underway
(Grant et al., 2024), to my best knowledge there are currently no co-constructed
research papers on this topic. Itis hoped that this systematic review will meaningfully
contribute to the evolving literature base exploring autistic girls’ experiences and may

path the way for future participatory research projects surrounding the topic of puberty.

21.4 Research Questions

1. How do autistic girls and women describe their experiences of puberty and
menstruation?
2. What are caregiver and educator experiences of supporting autistic girls through

puberty and menstruation?
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3. What support do autistic girls, their caregivers, and educators recommend for
supporting autistic girls through puberty and menstruation?

4. What research has been conducted on the topic of support for autistic girls
through puberty and menstruation, and has autistic voice been included in such

research?

2.2 Methodology

2.2.1 Search Strategy

This review was pre-registered with PROSPERO (ID: CRD42024598530). A search
was conducted to identify studies exploring menstruation or puberty in autistic female
populations, including their views, experiences, and methods of support (as well as the
views of their caregivers and educators). The SPIDER tool (Cooke et al., 2012), as
outlined in Table 2-1, was used to define key elements of this review question. This tool
was chosen due to its applicability to qualitative research, and its potential to promote

sensitive and efficient literature searching (Cooke et al., 2012).

The search strategy was developed through consultation with a specialist librarian
at the University of Southampton. This involved development of the search terms as
outlined in Table 2-2, and the decision to search subject areas, titles, and abstracts to
retrieve relevant papers. Four electronic databases, including APA PsycINFO, Web of
Science, ERIC and Dissertations and Theses Global were used to search for peer-

reviewed and grey literature (theses and dissertations).

Table 2-1 SPIDER Criteria

Sample Phenomenon of Design Evaluation Research Type
Interest
e Autistic girls/ e Menstruation e Any e Lived e Qualitative
women (with a and/or research experience (to address
diagnosis or puberty* design e Viewsor research
who self- (relating to perceptions questions 1,
identify) who physical, e Benefitto 2, and 3)
are emotional, autistic e Qualitative,
experiencing/ and girls mixed
have hormonal methods or
experienced changes) quantitative
(to address
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puberty and research
menstruation question 4)
e Caregivers of
autistic girls/
women
e Education
staff

Note. *If a study is deemed partially relevant, i.e., there is a definitive section within the findings section

focussed on puberty and/or menstruation, this study may be deemed eligible if other criteria is met.

Table 2-2 Search Terms across Databases

Databases Search Terms

e DE ("autism spectrum disorders" OR
“neurodiversity”) OR Tl (autis* OR neurodiver*)

e DE (puberty OR menstruation OR menstrual
cycle OR premenstrual syndrome OR
menarche OR dysmenorrhea) OR Tl (pubert*
OR menstrua* OR premenstrua* OR pre-
menstrua* OR menarche OR dysmenorrhea)
OR AB (pubert* OR menstrua* OR
premenstrua* OR pre-menstrua* OR menarche
OR dysmenorrhea)

APA PsycINFO

o Tl (autis* OR neurodivers*)

e Tl (pubert* OR menstrua* OR premenstrua* OR
pre-menstrua* OR menarche OR
dysmenorrhea) OR AB (pubert* OR menstrua*
OR premenstrua* OR pre-menstrua* OR
menarche OR dysmenorrhea)

Web of Science

e MAINSUBJECT(“autism spectrum disorders”
OR autism) OR TITLE(autis* OR neurodivers*)

e  MAINSUBIJECT(puberty OR menstruation) OR
TITLE(pubert* OR menstrua* OR premenstrua*
OR pre-menstrua* OR menarche OR
dysmenorrhea) OR ABSTRACT(pubert* OR
menstrua* OR premenstrua* OR pre-
menstrua* OR menarche OR dysmenorrhea)

ERIC
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e MAINSUBIJECT(“autism spectrum disorders”
OR autism) OR TITLE(autis* OR neurodivers*)

e MAINSUBIJECT(puberty OR menstruation) OR
TITLE(pubert* OR menstrua* OR premenstrua*
OR pre-menstrua* OR menarche OR
dysmenorrhea) OR ABSTRACT(pubert* OR
menstrua* OR premenstrua* OR pre-
menstrua* OR menarche OR dysmenorrhea)

Dissertations and Theses Global

2.2.2 Study Selection Process

Rayyan, a web-based tool for systematic reviews, was used to store and organise
search results. In total 497 publications were retrieved. Once duplicates were removed
(n=167), titles and abstracts were screened. Their eligibility was determined by the
inclusion and exclusion criteria outlined in Table 2-3. To promote inter-rater reliability, a
voluntary research assistant screened the titles and abstracts of 40 papers (12.1%).
Cohen's kappa was calculated to assess the rate of agreement between our decisions
(k=0.72), which indicated substantial agreement (Landis & Koch, 1977). This was

followed by a discussion to resolve conflicts.

Research papers deemed potentially relevant were then read in full. Of the 86
papers, 7 (8.1%) were screened by the same voluntary research assistant, with
agreement on four papers, and queries arising for three (two queries relating to
publication types and one relating to study outcomes). Due to the small sample size,
Cohen’s kappa was not deemed appropriate (Bujang & Baharum, 2022). A discussion
was held to discuss these queries and make final decisions, resulting in the inclusion of
17 papers. | then conducted manual citation searching to check for additional papers
that were not identified in initial searches. | also explored articles that had since cited
relevant papers from database searching, to check for recently published literature that
might meet search criteria. Four additional studies were identified. The identification,
screening, and inclusion/exclusion process are outlined in the PRISMA chart (Figure

2-1).
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Table 2-3 Inclusion and Exclusion Criteria

Inclusion Exclusion

e Peer-reviewed articles or grey literature

. . e Books, book chapters, editorials, reviews
(dissertations and theses)

e Qualitative, quantitative and mixed
methods studies

Studies seeking the views of autistic
boys/men only or studies seeking to
understand only the male experience of
puberty

e Studies seeking the views of autistic girls or
women (with a formal or self-diagnosis),
their caregivers, and/or educators*

e Studies exploring support for autistic girls/
women through puberty/ menstruation

e Studies published up to and including
February 2025

e Studies not published or translated into

. . . .
e Available in English language English

Note. *Studies including autistic males will be included if data relating specifically to autistic females
can be distinguished and is relevant to the research questions. Studies including gender diverse

individuals will be included if they have experienced puberty/menstruation.

**Papers published globally will be included, with the requirement that these are written in or have been

translated into the English language.
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Figure 2-1 PRSIMA Chart (Page et al., 2021)
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2.2.3 Analysis

Drawing upon the guidance of Popay and colleagues (2006), the findings from the
included studies were analysed using a narrative synthesis approach. Through the
iterative process of developing a preliminary synthesis, exploring relationships, and
appraising the quality of the synthesis, | endeavoured to “tell a story” about autism and
the female pubertal experience (Popay et al., 2006, p. 5), that was both comprehensive
and transparent (Lucas et al., 2006). This involved writing textual descriptions of the
included studies, systematically arranging data in tables (tabulation), grouping by study
design and conceptually similar findings, and critically reflecting upon the synthesis
(Popay et al., 2006). As similarly explained by Fisher et al. (2011), development of a
theory to inform the systematic review was not deemed appropriate, due to this being a

relatively understudied area of research.

The synthesis of the included studies is divided into two parts. Part A represents
autistic girls’ and women’s qualitative experiences of puberty (as well as the views of
caregivers and educators), encompassing preparations for and the journey through
puberty, as well as desired support. Part B supplements Part A by providing an overview
of studies investigating puberty interventions, identifying whether autistic voice and

views are included.

2.24 Critical appraisal

All qualitative studies synthesised within Part A of this review were critically
appraised using the Critical Appraisal Skills Programme (CASP; 2018) tool (see
Appendix A). This tool was chosen due to its flexibility to be applied to any qualitative
research methodology, its focus on meaningfulness as well as ethical and
methodological appropriateness, and its endorsement from the Cochrane Qualitative
and Implementation Methods Group (Noyes et al., 2018). All studies synthesised within
Part B were critically appraised using the Mixed Methods Appraisal Tool (MMAT; Hong et
al., 2019), enabling the methodological criteria of different study designs to be

assessed (see Appendix B).
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Overall, the studies included within Part A met the majority of CASP criteria. The
studies adequately justified their use of qualitative methodology, provided a clear
overview of their findings, and highlighted their unique contribution to the research
base. While some studies lacked detail with regard to recruitment, and ethical
considerations, the main omission across qualitative papers was the consideration of
the researcher-participant relationship (and how this would have influenced data
collection and analysis). In terms of Part B, the studies appeared to have relatively more
omissions (or partially relevant information). While the studies seemed to use
appropriate measures to study their desired outcomes, there was an absence of
specific research questions, limited consideration of confounders, and questionable
intervention fidelity across several papers. Due to this being a relatively under-
researched topic, no studies were excluded based on quality assessment criteria,
however the need for more comprehensive research papers is reflected upon in the

discussion.

2.3 Findings

2.3.1 Synthesis Part A - Experiences of Puberty

Fourteen studies published between 2014-2024 were deemed eligible for Part A of
this review, 11 of which were peer-reviewed journal articles, and three of which were
unpublished theses (see Table 2-4 for the data extraction table including numbered
citations). Of the 14 studies, three focused specifically on menstruation™ 23 and five
focused on puberty more broadly* &9 |n addition, findings from a further six studies
were deemed partially relevant (with only relevant data being extracted) with two
focussing on the transition from childhood to adulthood’ '?; one focusing on the
experience of adolescence', two focussing on mothers’ experiences of raising autistic

girls”'%; and one focussing on autistic women’s health and wellbeing™.

The included studies were conducted across several countries, including the UK,
Ireland, Turkey, Bangladesh, Pakistan, Saudi Arabia, Ethiopia, USA, and Australia. Of
these studies, two included autistic girls, four included autistic women, two included

non-autistic women as comparisons, 12 included parents/caregivers, one included
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siblings, and two included educators. Only two of these studies included participants
who self-identify as autistic, with the remaining specifying the need for a formal

diagnosis. Participants’ developmental needs varied widely across studies.

The number of participants in each study ranged from 5-237. The predominant
form of data collection and analysis were semi-structured interviews and thematic
analysis, although content analysis, interpretative phenomenological analysis and

descriptive analyses were also specified.
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Table 2-4 Detailed Summary of Included Studies (Part A)

Author

Type of source

Country of origin

Participant identity

Age range (years)

Number of

participants

Data collection

Method of analysis

1 - Gray and Durrand Peer-reviewed UK Autistic women (D and 19-45 37 Semi-structured Thematic analysis
(2023) SD), non-autistic interviews
women
2 - Arslan et al. (2024) Peer-reviewed Turkey Mothers of autistic girls 11-15 (girls) 10 Semi-structured Descriptive analysis
(D) 30 - 50+ (mothers) interviews and content analysis
3 - Steward et al. (2018) Peer-reviewed UK Autistic women (D), 16 - 60+ 237 Online survey Descriptive analysis
non-autistic women, and thematic analysis
parents, siblings,
professionals
4 - Cummins et al. Peer-reviewed UK and Ireland Parents and educators 11-19 (girls) 20 Semi-structured Thematic analysis
(2020) of autistic girls (D) (?) (parents and interviews
educators)
5 - Eriksen (2016) Thesis USA Autistic girls (D), 13-16(girls) 20 Semi-structured Thematic analysis
mothers 43 - 51 (mothers) interviews
6 - Anisa (2019) Thesis Bangladesh Mothers of autistic 12-19 (girls) 12 Semi-structured Content Analysis

female girls (D)

29 - 55 (mothers)

interviews
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7 - Tadesse et al. (2024) Peer-reviewed Ethiopia Parents and teachers 12-17 (youth), 17 Focus groups, semi- Thematic analysis
of autistic youth (D) 34-52 (parents and structured interviews
teachers)
8 - Ashraf and Toor Peer-reviewed Pakistan Mothers of autistic girls 10-15 (girls) 5 Semi-structured Thematic analysis
(2023) (D) 30-45 (mothers) interviews
9 - Hamdan (2022) Peer-reviewed Saudi Arabia Parents of autistic 13-18 (youth) 12 Semi-structured (?)
youth (D) (?) (parents) interviews (Described but specific
method unspecified)
10 - Cridland et al. Peer-reviewed Australia Autistic girls (D), 12-17 (girls) 5 Semi-structured Interpretive
(2014) mothers 47-54 (mothers) interviews phenomenological
analysis
11 - Navot et al. (2017) Peer-reviewed (?) Mothers of autistic girls (10-19) (girls) " Semi-structured An interactive process
(D) (?) mothers interviews usedin
naturalistic inquiry
12 - Balubaid (2017) Thesis UK and Saudi Arabia Autistic adults, (13-33) (children of 19 Semi-structured Thematic analysis
mothers of autistic mothers) interviews
individuals (D) 18-51 (adults/mothers)
13 - Mademtzi et al. Peer-reviewed USA Mothers and fathers of 4 -29 (girls) 40 Focus groups Thematic analysis

(2018)

autistic girls (D) (?) (mothers and

fathers)
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14 - Grove et al. (2023) Peer-reviewed Australia Autistic women and 21-63 31 Semi-structured Thematic analysis
gender diverse people interviews
(D and SD)

Note. D = diagnosed; SD = self-diagnosed; (?) = unspecified.
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2.3.1.1 Preparing for puberty

Several parents reported feelings of anxiety in the lead-up to puberty, especially
with regard to menstruation. Concerns were shared across studies about their
daughters’ abilities to manage the self-care demands of menstruation®#© 81013 their
acceptance of menstrual products® 4%, and their vulnerability to exploitation* 8 10.13,
In one study, parents spoke about the anxieties that their daughters had expressed

when learning about puberty, including their resistance for their bodies to change®.

Across studies, participants reflected upon how the topic of puberty and
menstruation was taught to autistic girls, with this predominantly being through parents
or teachers®>%812 as opposed to friends or social groups (which was highlighted as a
key source of information for non-autistic girls®). While some spoke positively about
aspects of this anticipatory preparation*® 2, others spoke about having limited
information prior to the onset of pubertyfor several reasons, including parents and
educators feelingill-equipped to discuss the topic in a developmentally appropriate
way?> 81012 and the influence of societal and cultural norms with regard to modesty
and discretion®. While some educators spoke about the benefits of being female and
having had lived experience when teaching girls about puberty, others spoke about the
need for schools to learn more, the need for external professional support, the
inaccessibility of current resources, and the challenges of whole class teachingin

meeting individual needs*.

2.3.1.2 The journey through puberty

Reflecting the broad spectrum of pubertal experiences across the general
population, the girls, women, and parents within the included studies spoke about the
plethora of ways that puberty, and particularly menstruation, impacted them both
physically and emotionally. While for some, puberty brought about a sense of
calmness*®'?, empowerment® ', and pride**, for the vast majority, puberty was
associated with intense mood swings®*45.6.7.8.9.12.14 feglings of anxiety, uncertainty,

and overwhelm' 3291214 difficulty adjusting to bodily changes' ', and severe pain® 4
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7914 which consequently impaired daily functioning, social interactions, and usual

activities* 2,

Across studies, there were some conflicting views with regard to how being
autistic influenced the lived experience of puberty (and vice versa). For some, being
autistic was felt to exacerbate difficult menstrual experiences: communication
differences were viewed as a barrier to expressing emotions and seeking help for pain™
45.6,7,12. gocial interaction differences were discussed in the context of limited
communication with others about “typical” pubertal experiences'; and comprehension
differences, with regard to bodily changes, emotions, social norms, and managing
sexual urges were highlighted as areas affecting dignity and wellbeing (of both autistic
girls/women and their parents)>4¢7.8.10.11.13 |n gddition, some also reflected on how
puberty exacerbated challenges associated with their autistic experiences. This
included heightened interoception and sensory sensitivities (e.g., smell, touch, and
pain sensitivity)"*'4; difficulties maintaining a sense of control and self-regulating®© 78,

heightened anxiety®®, and interference with executive functions®.

Of significant concern across many studies (as predominantly expressed by
parents), was the increased self-care and hygiene demands associated with puberty
and menstruation®#5¢7.8.9.10.11.13 \Whijle some girls were able to manage
independently* 5% many were described as requiring considerable support>#¢©7.8.10.
", with parents highlighting concerns around discretion and vulnerability. Finding
suitable menstrual products that were tolerable and did not intensify sensory
sensitivities was posed as a particular challenge®”-8° 4. However, for others,
experiencing puberty as an autistic individual was viewed in a more positive light with
some parents attributing their daughters’ logical, “black-and white” thinking style to
their better understanding of menstrual routines and experiences* '°. In the research of
Cummins et al. (2020), parents suggested that the neurodivergent and neurotypical
experience of puberty may be similar, but the way in which individuals cope with these
experiences is what diverges, e.g., having the skills to manage their menstrual hygiene.
Therefore, considering the support that autistic girls may need across the puberty

journey, and how this can be implemented, appears a priority.
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2.3.1.3 Desired support - the ‘what’

Autistic girls, women and those who care for them highlighted the need for autistic
girls to be taught about the process of puberty, including the menstrual cycle, female
anatomy, and the reason that periods happen’ 3. When doing so, they shared the
importance of appropriate (yet specific) language being used, and framing periods as a
natural part of female development (not ‘dirty’ or something to be ashamed of)*#°.
Across studies, participants spoke about the ‘taboo’ nature of menstruation, which is
maintained through societal and cultural influences, and the barrier that this creates in

terms of autistic girls receiving the information and support they require™ 8.

In addition, participants raised the importance of teaching girls about the physical
symptoms (e.g., cramps, skin changes, weight changes) and emotional symptoms (e.g.,
mood swings) that they might expect during puberty, as well as methods and strategies
to effectively manage them??. This includes recognising what is their ‘normal’ (with
understanding that individuals experience symptoms in different ways), and what might
be indicative of a medical need®’. Supporting autistic girls to identify who they might
feel comfortable talking to, and empowering girls to develop scripts for when they need
help/when something is wrong, was emphasised® Alongside promoting autistic girls’
self-advocacy, the importance of autistic girls’ needs being taken seriously was
stressed (including recognition of differing pain expressions)'. This appeared to be a
response to autistic women’s inadequate healthcare experiences, as well as the

societal normalisation of menstrual pain’.

Across several studies, supporting girls to develop their menstrual hygiene and
self-care skills appeared a priority, for their own independence, dignity, and safety, as
well as to reduce the strain on parents**>57:8 This included helping girls to prepare for
their periods, teaching them about different menstrual products, and empowering them
to choose* #5581 Teaching girls about private vs public, how to say ‘no’, and

appropriate touch was also deemed important for girls’ personal safety*57:810.11,
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2.3.1.4 Desired support —the ‘how’

In addition to ‘what’ autistic girls, women and those who care for them would like
to see interms of puberty and menstruation support, participants across several
studies also spoke about how they would like such support to look. Several approaches
were outlined across studies, including social stories* 2, step-by-step guides (with
minimal language)®*, books™, life size dolls?, calendars or apps to track periods*5,
vibrating watches to signal self-care routines* and the use of non-animated videos to
provide education*. However, what was highlighted as particularly important was the
individualisation of such strategies, adapting to their needs and level of understanding,
and being attuned to their signals (particularly amongst minimally speaking girls)*2. To
do so, the importance of caring relationships, knowing the girls well, being patient, and

maintaining open communication was emphasised*>.

Across studies, there was large consensus that education should be provided to
autistic girls prior to the onset of puberty/menstruation (and that parents/educators
should receive training and support in how to do so). While there was some reflection
on the value of teaching girls in the moment (promoting authenticity)?, the vast majority
highlighted the importance of girls knowing what to expect, having the opportunity to

practice self-care skills, and to build familiarity with sanitary products/self-care items*

4,5,6,12

2.3.2 Synthesis Part B — Puberty Interventions

Seven studies published between 2012-2024 were deemed eligible for Part B of
this review, six of which were peer-reviewed journal articles, and one of which was an
unpublished thesis (see Table 2-5 for the data extraction table including numbered
citations). Of these studies, six focused on teaching menstrual hygiene skills (through
video training’®, visual training methods"’, social stories?°, behavioural skills training'®
19, task analysis'® '® 20 and chaining?') and one focused on menstrual product
preferences’. The majority of studies included pre-post or multiple-baseline designs,

and one utilized a cross-sectional design.
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All studies included autistic girls (with a formal diagnosis), ranging from 9-18
years. In five studies, the girls had begun menstruation, in one they had not, and in one
this was unclear. Infour studies, the girls’ parents or caregivers also participated. The

included studies were predominantly conducted in the USA, as well as one in Turkey

and one in India.
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Table 2-5 Detailed Summary of Included Studies (Part B)

Author Type of source Country of origin Participant Age range (years) Number of Design Data collection Method of Autistic voice/
identity participants analysis caregivers
15 - Lundy et al. Peer-reviewed USA Autistic girls (D), 10-17 (girls), 198 Cross-sectional Surveys Hierarchical Yes (caregivers
(2024) caregivers 31-56 (caregivers) Bayesian and youth)
estimation
and latent class
analysis
16 - Kumar and N Peer-reviewed India Autistic girls (D) 12-18 50 (25 control, 25 Quasi- Menstrual Wilcoxon signed- No
(2024) experimental) experimental Practice Needs rank test and the
Scale Mann-Whitney
test
17 - Kaydirak et al. Peer-reviewed Turkey Autistic girls 15-17 15 Pre-test/post-test Adolescent - Wilcoxon signed- No
(2023) (D) Specific Menstrual rank test
Hygiene Skill
Registration Form
18 - Lundy et al. Peer-reviewed USA Autistic girls 11-12 (girls), 6 (3 youth- Multiple baseline Technology Visual analysis Yes (caregivers

(2022)

(D), caregivers

(?) (caregivers)

caregiver dyads) design

Reversal design

Acceptability
Model-Fast Form,
Behaviour
Intervention Rating
Scale,
Children’s
Intervention Rating

Profile

and youth)
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19 - Moreno (2021) Thesis USA Autistic girls (D), 10-12 (girls), 4 (2 youth- Mutltiple baseline Observation Descriptive No
caregivers (?) (caregivers) caregiver dyads) design across
participants
20 - Klett and Peer-reviewed USA Autistic girls (D), 9-12 (girls), 3 girls Mutltiple baseline Task analysis, Descriptive Yes (parents)
Turan (2012) mothers (?) (mothers) 3 mothers design across Menstruation
participants checklist,
Comprehension
questions,
Parent
satisfaction
measure,
Semi-structured
interviews
21-Veazey et al. Peer-reviewed USA Autistic girls 9-11 2 Multiple baseline Observation of Descriptive No

(2015)

(D)

design across

participants

task-analysis

steps

Note. D = diagnosed; SD = undiagnosed; (?) = unspecified.
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2.3.21 Autistic voice (and the voice of those who care for autistic individuals)

Of the seven identified studies within Part B, only three included the voice of
autistic girls and/or their parents/caregivers’ '®2°_|n terms of the two menstrual
hygiene studies®?°, parents/caregivers were said to inform elements of the
interventions (i.e., revising social stories or contributing to training developmentin line
with their daughters’ needs), and were asked to provide feedback in terms of
satisfaction, acceptability, and perceived effectiveness. In just one of these, autistic

girls were also asked to complete an acceptability form™.

In terms of the study on menstrual product preferences, the voice of autistic girls
and their parents was central to the research’. Through surveys, parents were asked
questions about factors that influenced their menstrual product purchasing choices for
their daughters, while the autistic girls themselves were asked about their preferences.
To inform these preferences, the girls were given the opportunity to try a variety of
products, read ‘The Autism-Friendly Guide to Periods’ (Steward, 2019), and explore

menstrual product informational leaflets.

2.3.2.2 Alignment with needs and recommendations

Each of the studies included in Part B were cross-referenced with the studies in
Part A, to ascertain how/whether they aligned with the views and recommendations of
autistic girls and those who care for them. In terms of what topics were covered, the
studies predominantly focused upon menstrual hygiene and self-care, demonstrating
consistency with the topics discussed in Part A. One study provided additional
information about physical and emotional changes, privacy and advocacy'é; one
provided reassurance about periods being a normal, healthy part of development, as
well as information about menstrual timings and who to ask for help?°; and another

provided information and guidance on how to choose menstrual products™:

In terms of how, only one study targeted autistic girls prior to the onset of
menstruation?. Several studies involved methods in which task steps were broken

down into simple steps™ '®2' and in which visual/tangible resources were used (such
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as social stories?® and life-size dolls". In just two studies, personalisation of resources

was discussed'® 2,

Some conflicts between Part Arecommendations and Part B approaches were
also noted, including the inclusion of animated over non-animated videos'®, and the

use of the term “dirty” to describe elements of menstrual self-care’ 2.

2.3.2.3 Study Findings

In terms of study outcomes, the experimental studies demonstrated positive
effects of training on autistic girls’ knowledge of pubertal development?® and menstrual
hygiene skills™ 17:18.19.20.21 '35 well mothers’ competence in teaching such skills™.
Positive reflections on social stories and task analysis were shared by caregivers in one
study?, and acceptability of a menstrual hygiene programme was reported by
caregivers and autistic girls’ themselves in another™. In the study exploring menstrual
product preferences’®, caregivers were found to choose products based on sensory
impact, as well as the motor and executive functioning skills of their daughters. While
mothers believed that sanitary pads would be their daughters’ most preferred option, in
fact period underwear was (with tampons and menstrual cups being the least

preferred).

24 Discussion

This systematic review aimed to synthesise research into autistic females’
experiences of puberty and menstruation, from their perspectives, as well as the
perspectives of their caregivers and educators (Part A). With these experiences in mind,
as well as their suggestions regarding effective support, this review also aimed to
ascertain whether existing intervention literature aligned with their needs and desires,
and whether autistic voice was included in such research (Part B). With research
suggesting that autistic females are likely to start puberty earlier than their neurotypical
peers (Corbett et al., 2022; Liu et al., 2024), and that they are at increased risk of
experiencing menstrual-related disorders (Ames et al., 2024), the need to understand

their experiences and recognise what is important to them, is undeniably important. In
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total, 14 qualitative papers were included in Part A of this review, and 7 papers were

included in Part B.

With regard to Part A, the majority of studies included the voice of parents
(predominantly mothers). Only two included the voices of autistic girls and five
included the voices of autistic women, underscoring the underrepresentation of
autistic females within research literature (Cridland et al., 2014; Leedham et al., 2020).
Furthermore, of the 14 studies, only three included participants who self-identified as
autistic. This is problematic in light of barriers to diagnosis (particularly for females) and

the increasing number of autistic individuals self-identifying (Overton et al., 2024).

Part A of this review highlighted several concerns around the pubertal transition
for autistic girls and those who care for them. This included anticipatory anxieties
(aligning with research on early gynaecological support-seeking; Fei et al., 2021), the
impact upon mental wellbeing and functioning, and particular struggles with regard to
self-care and menstrual hygiene. A reciprocal relationship between puberty and autism
was also alluded to across several studies; some attributed the increased challenges of
puberty with elements of their autistic experience (in part supporting the maturity-
disparity hypothesis), and others framed puberty as intensifying their support needs (in
line with the accentuation hypothesis; Ge & Natsuaki et al., 2009). At the same time,
from the perspective of some parents, their daughters’ adjustment to puberty and their
understanding of menstrual routines was in part attributed to their logical, matter of
fact thinking styles, highlighting autistic strengths and challenging negative

assumptions about autism as a deficit.

From parents’ perspectives, the onus on educating and supporting girls through
puberty and menstruation largely fell on them (as well as educators), however, many
felt under skilled and underprepared to do so. While neurotypical adolescents often
gain pubertal knowledge from conversations with their peers, this was suggested to be
less likely amongst autistic adolescents with differing social communication needs and
preferences (Arslan et al., 2024). In terms of support, the need for early education and
preparation time was recommended by the majority. The need for clear information,

using accurate and specific language, highlighting the ‘normalcy’ of puberty was
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asserted, while considering individual needs. Furthermore, the need to promote
autistic girls’ dignity and advocacy also shone through as a priority, as well as for their

needs to be taken seriously.

In terms of Part B of this review, the vast majority of studies were experimental or
quasi-experimental, with a focus on self-care and menstrual hygiene. While elements
of these studies aligned with recommendations from autistic girls and those who care
for them (e.g., including step-by-step guidance), few included autistic voice within the
studies themselves. The majority of these studies drew upon behaviourist approaches
to teach autistic girls basic personal care routines following menarche, taking a within-
person approach. While arguably helpful in supporting autistic individuals to develop
essential personal care skills, there is concern that such approaches are excessively
rigid, promoting conformity and compliance, rather than promoting autonomy (Leaf et
al., 2022). One exception to this was the recent study of Lundy et al. (2024), which

promoted individual exploration and choice of menstrual products.

When viewing the wellbeing of autistic girls through the social lens as described
by O’Connor et al. (2023), the studies included within Part B largely disregard the
environmental, relational, societal, and cultural factors that may influence autistic
girls’ experiences of puberty (in line with the contextual amplification hypothesis; Ge &
Natsuaki et al., 2009). As highlighted within the findings of Part A of this study, such
factors include the social construction of puberty and periods as something
undesirable, ‘dirty’, and something that should be concealed (Arslan et al., 2024). To
promote healthy perceptions of puberty, foster open communication, and promote
autistic girls’ wellbeing during puberty, focusing research attention beyond the

individual is required, yet presently lacking.

2.4.1 Strengths, limitations and implications

This review synthesised studies from an emerging area of research, with a focus
on amplifying the voices of autistic females (and those who care for them). While there
is currently a small number of peer-reviewed studies within this area, this review

incorporated grey literature, expanding the breath of the data and contributing to a
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balanced synthesis. The included studies represented autistic populations across five
continents (Europe, Asia, North America, Africa, and Australia), creating a more
comprehensive overview of views and experiences. Furthermore, the quality of such
studies were assessed using the CASP (2018) and MMAT (2019) tools, highlighting
patterns in study strengths (i.e., appropriateness of research methodology and
contribution to the research base), as well as study weaknesses (i.e., limited
consideration of the researcher-participant relationship and questionable intervention

fidelity), promoting transparency of research validity and bias.

While the diversity of the included studies can be interpreted as a strength of this
review, the range of designs and methodologies utilised, as well as the differences in
participant groups, creates its own challenges in terms of over-generalised
interpretations and transferability. With regard to inclusion and exclusion criteria, the
present review focussed on puberty and menstruation, rather than the broader sexual
development of adolescents (this was beyond the research scope). During the data
screening process, there were some challenges with disentangling puberty from
sexuality, particularly in terms of education. Itis acknowledged, that while puberty and
sexual development are separate processes, there is considerable overlap, and thus
studies on sexual education programmes (with sub-sections on puberty education)

may have been missed.

By contrast, although this review involved a comprehensive search of research
exploring puberty and menstruation experiences amongst autistic females, there were
relatively few studies that were solely focussed on this topic. Therefore, studies
exploring broader topics, such as adolescence and the transition from childhood to
adulthood were included, with puberty often a relevant section of the main findings.
This poses its own challenges and potential biases, in terms of topic foci and the

questions posed to participants.

As the research base evolves, it would be useful for researchers to increase the
specificity of inclusion criteria, to develop more bespoke reviews and understanding. In
order for this to be feasible and meaningful, there is a strong need for more studies

focussing explicitly on autistic girls’ experiences, as well as their views on supportive
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methods, approaches and programmes (with researcher transparency regarding their
influence on the process and outcomes). It will be important that these extend beyond
within-child interventions, to programmes aimed at upskilling and empowering parents
and educators’ (informed by autistic individuals themselves), so that they feel prepared
to support autistic girls according to their individual developmental needs. Such
studies should discuss adherence to the programmes, providing information regarding
acceptability and feasibility. Furthermore, there is a need for further research and
action to break the silence and encourage dialogue around puberty and menstruation

across wider society.

In terms of practice, this review highlights the need for early, comprehensive and
non-ambiguous puberty education for autistic girls. For this to occur, it is important that
those providing such education (namely teachers and parents) feel competent and
prepared to do so (in line with Bandura’s theory of self-efficacy, 1977). The
development of accessible information and teaching resources informed by the
experiences of autistic individuals (and their caregivers) is needed, with the particular
skills, knowledge, and support that autistic girls may require reflected in PSHE

curriculums (e.g., input regarding different menstrual products).

Importantly, those working with and supporting autistic girls during this stage of
development, need to be aware of how pubertal experiences and challenges may
present. Taking a holistic stance, the impact of puberty should be one of various factors
considered when exploring what might be influencing autistic girls’ wellbeing and
development. In particular, EPs, with expertise in complex problem-solving, should
bring the potential role of puberty into supporting adults’ consciousness, when involved
in individual, group, or whole-school work. It is also important that assumptions are not
made about autistic girls’ ability to adjust to pubertal changes, and that the strengths of
autistic individuals (e.g., analytical thinking styles) are recognised and utilised to best

support their navigation through puberty.
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2.4.2 Conclusion

Through this systematic review, itis hoped that the voice of autistic females (and
those who care for them) have been represented in a way that is meaningful for the
autistic community. Promoting awareness and empathic understanding of the
experiences of autistic females inspired this review, and itis hoped that other
researchers will be encouraged to delve further into this important topic, ideally

through participatory research projects with autistic voice at the centre.
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Chapter 3 "We really can change people's
perspectives, and we can, really make a
difference”: A participatory study including
autistic voice within a mainstream

secondary school.

3.1 Introduction

Itis widely acknowledged that autism in girls is under-recognised, under-
represented, and under-diagnosed (Lockwood Estrin et al., 2021; Hamdani et al., 2023).
As supported by NHS data from 2012-2018, boys are more likely to receive an autism
referral and be referred at younger ages (Moyse, 2020). In 2017, Loomes and colleagues
asserted that the male to female ratio was likely to be closer to 3:1 than the previously
estimated 4:1, and highlighted that of those meeting diagnostic criteria, females
remained less likely to receive a formal diagnosis. More recently, this has been further

challenged, with McCrossin (2022) proposing a ratio of 3:4.

The oversight of autistic females may in part be explained by faulty constructs
around autism being a condition amongst males, a processing bias towards male-
gendered presentations, and the enduring perception that diagnostic tools are the
superior method of identifying autism (Lockwood Estrin et al., 2021; D’Mello et al.,
2022). It has been suggested that stereotypical characteristics associated with autism
must be exaggerated amongst autistic girls for them to be noticed, including additional
language difficulties, emotional dysregulation, and disruptive behaviour (Bargiela et al.,
2016; Lockwood Estrin et al., 2021). The social acceptability of many autistic girls’
presentations, such as their quiet and passive natures (Bargiela et al., 2016), and the
alignment of their special interests to those of their neurotypical female peers (Bourson

& Provost, 2024), likely contributes to them being overlooked.
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Additionally, there is a growing body of evidence for sex differences regarding
‘masking’ or ‘social camouflaging’, with autistic females more likely to disguise or
suppress parts of themselves to blend in and cope with the predominantly non-autistic
social world. This has been demonstrated experimentally (Wood-Downie et al., 2020)
and has been described through first-hand accounts of autistic females’ experiences
(Bargiela et al., 2016). Not only does this raise concerns regarding autistic females’
vulnerability and wellbeing (Bargiela et al., 2016; Lockwood Estrin et al., 2021) but this
may also exacerbate under-recognition and delays to referrals. Nevertheless, even
when girls have been referred for diagnostic assessment, they are still less likely to
receive a diagnosis than boys (Moyse, 2020) and also frequently report being
misdiagnosed with conditions such as anxiety, depression and obsessive-compulsive

disorder (Hamdani et al., 2023).

With age, social communication difficulties among autistic females are likely to
become more pronounced. This may be explained by autistic traits developing later in
females (Lockwood Estrin et al., 2021), or by an increased difficulty in camouflaging as
socialinteractions become increasingly complex (or perhaps, a combination of the
two). Such factors inevitably contribute to the late diagnosis of autistic females during

adolescence.

Unsurprisingly, together with the under-recognition and the mis/late diagnoses of
autistic females, there has been a considerable gender disparity within autism research
over time. With males disproportionately overrepresented (D’Mello et al., 2022), terms
such as ‘research orphans’ have previously been used to describe autistic girls (Klin, as
cited in Volkers, 2018). Accordingly, researchers have recently begun to turn their focus
to the perspectives of autistic females in an endeavour to uncover and better

understand their lived experiences.

3.1.1 The challenges for autistic girls

Across this relatively contemporary literature, there is much consensus around
the challenges that autistic girls face. Many autistic girls have reported internalising

symptoms, such as stress and anxiety, exhaustion from masking, difficulties navigating
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complex social interactions, sex-specific puberty issues, sexual vulnerabilities,
negative experiences of school and increased rates of emotionally based school
avoidance (Cridland et al., 2014; Bargiela et al., 2016; Tomlinson et al., 2020; O’Hagan
et al., 2022). In a recent systematic review, which thematically synthesised the
determinants of mental health and wellbeing of autistic females, O’Connor et al. (2024)
concluded that while the ‘autistic neurotype’ formed one of these themes, the
neurotype itself did not detrimentally impact emotional outcomes. Rather, when the
autistic neurotype was experienced within an unaccommodating neurotypical world,
and in the face of societal stigma, it was then that mental health and wellbeing were
adversely affected. In line with the social model of disability, which asserts that
disability is the product of societal barriers (Oliver, 1986), this review highlighted the
widespread disregard and invalidation of the needs, preferences, and experiences of
autistic individuals and the need for improved autism understanding and inclusion to

promote their mental health and wellbeing.

3.1.2 Autism in the school context

In line with the shift towards inclusive practice within schools, there has been a
drive in recent years to make schools more autistic friendly. Morewood et al., (2011)
asserted that schools must be “saturated” (p. 64) in autism awareness and
understanding in order to create autism friendly environments, which involves actively
embedding inclusive values and practices across all elements of school. Staff
development and peer awareness are cited as two fundamental requirements. Based
on the conclusions drawn from research on autistic females’ experiences, thereis a
clear need for specialist staff and peer education within schools, so that autistic girls
can be sensitively supported, meaningfully included, and feel a secure sense of

belonging (Goodall and MacKenzie, 2019; Moyse, 2020; Tomlinson et al., 2020).

Despite this need, researchers have demonstrated several limitations to the
efficacy of autism awareness programmes and professional development, two of which
this paper will further describe. Firstly, there is currently a lack of stakeholder
consultation, involvement and feedback on such programmes, raising questions about

the meaningfulness and relevance of for autistic individuals (Cremin et al., 2020).
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Secondly, although there is emerging evidence for the effectiveness of such
programmes in changing attitudes and knowledge amongst school staff and students
there is limited evidence for affecting intentional and actual behaviour change (Cremin
et al., 2020; Petersson-Bloom & Holmqvist, 2023). This is known as the ‘transfer

problem’, which refers to transferring learning into practice (Blume et al., 2010).

3.1.3 Participatory research

In relation to this first problem, one way of addressing the lack of stakeholder
involvement in programme development, evaluation, and delivery is through
participatory research approaches. Such approaches partner with individuals who
belong to or represent the population being studied and include them within the
research team (Vaughn & Jacquez, 2020). While researchers have asserted the many
benefits of participatory research with autistic young people, including increased
empowerment, engagement, and communication of differing perspectives, thisis a
budding practice with autistic youth, and opportunities for autistic girls to be involved in

such research are particularly sparse (Newson et al., 2024).

One recent study which sought to address the absence of autistic girls in
participatory research was the Doctoral research of East (2024). Using a participatory
framework and creative body mapping methodology (as also described in a creative
data analysis chapter by East et al., 2024), a group of six adolescent autistic girls,
known as FIZZACC, explored their feelings and experiences of their transition to
secondary school. This led to the co-creation of resources aimed at raising schools’
awareness of these experiences, the challenges autistic girls can face, and supportive
strategies that can be putin place. After trialling these resources across three schools,
East (2024) found that most students reported an intention to change the way they
interact with autistic peers. The majority also concurred that the resources were more
impactful due to them being developed by a team of autistic girls. This study highlights
the benefits of using participatory approaches with autistic young people, not only to

respect and advocate their experiences, but to effectively raise autism awareness.

58



Chapter 3

3.14 Implementation

In terms of the second limitation, relating to the ‘transfer problem’, researchers
have developed and refined an ‘Implementation Framework’ for facilitating change
beyond initial training in the context of education (Chidley & Stringer, 2020). This was
informed by research on implementation science, including Baldwin and Ford's (1988)
model of the transfer process, Graham et al.’s (2006) knowledge to action framework

and Fixsen et al.’s (2009) core implementation components.

Through the implementation framework, school staff and stakeholders are
encouraged to consider the complexities of behaviour change and what such change
entails. Understanding the theory of planned behaviour (Ajzen, 1991) and the influence
of attitudes, subjective norms, and perceived behavioural control, is an important goal.
Furthermore, the framework requires individuals to consider, plan for, and measure
outcomes at different levels, informed by the work of Barr et al. (2000), as
acknowledged by Chidley and Stringer (2020). This includes outcomes relating to
attitude change, knowledge and skill development, behaviour change, organisational
change, and benefits to CYP. While this framework has been introduced and is
becoming adopted by educational psychologists (EPs) within the context of school
training (Chidley & Stringer, 2020), there is currently no research exploring the
involvement of CYP in such processes. Researchers of other models informed by
implementation science, such as the ‘school-wide autism competency approach’
(Roberts and Webster, 2022), have recommended the inclusion of students within
implementation teams. However, in a multiple-case study of three schools in Australia,
in which this model was trialled, student participation was not deemed feasible

(Webster and Roberts, 2022).

3.1.5 The present study

The promise of participatory research approaches with CYP and the value of
implementation planning and monitoring as posited in existing literature, informed the
focus of the present research. Expanding upon the research of East (2024), this study

takes a participatory approach, and involves the formation of an implementation team,
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who engage in a collaborative process to implement the FIZZACC resources within their
school setting. In light of a recent systematic review by Freire and colleagues (2022),
which highlighted that participatory research with children and adolescents typically
only involves the early stages of resource or intervention development (i.e., ideating,
creating, and refining), this study encompasses the latter stages (implementation,
evaluation, and sharing), adding a unique contribution to the knowledge base. Through
this study, the researchers aimed to uncover some of the successes, challenges, and
future directions of implementing co-created resources within a school setting, in order
to promote the voice and improve outcomes for autistic young people. Accordingly, we

aimed to answer the following research questions:

1. How can an implementation team of autistic students and school staff work
collaboratively to develop a strategy for dissemination of materials about autism
in girls within a mainstream secondary school?

2. What are the experiences of the implementation team in terms of working
collaboratively to negotiate, prioritise, and decide upon how information will be
disseminated across the school?

3. What factors contribute to a successful participatory research approachin

intervention implementation and what are the next steps?

3.2 Methodology

The overarching aim of this research was to work with a mainstream secondary
school to consider and co-produce a strategy to implement the FIZZACC resources. In

doing so, the researchers hoped to achieve three core outcomes:

1. Toraise awareness of autistic girls’ experiences of school and promote positive
attitude and behaviour change across the school community.

2. Touncover some of the successes, challenges, and future directions of using
co-created resources within schools as a method of facilitating change.

3. Toinclude students in implementation processes within a school setting and to

explore their experiences of such involvement.
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Ethical approval for this research was granted by the School of Psychology’s
Ethics Committee and Research and Governance Team at the University of
Southampton (ERGO number: 92436). The planning and execution of this research was
guided by a person-oriented research ethics framework developed by Cascio and
colleagues (2020), which involved recognising the needs, strengths and preferences of
the individual participants; acknowledging their lived experiences; empowering their
involvement in decision-making; respecting and valuing participant contributions; and

promoting positive researcher-participant relationships.

3.2.1 Research Design

Underpinned by ‘critical consciousness’, a construct which encourages
researchers to recognise and challenge social inequities (Freire, 1973), the
approaches, design, and methods used within this research were selected to promote
the voices of autistic young people and promote meaningful change. This study utilised
an ‘authentic inclusion’ participatory research approach, involving stakeholder
engagement and power-sharing where possible (Nicolaidis et al., 2019; Newson et al.,
2024). Aligning with this approach, |, as the lead researcher, drove the project and
developed the research questions. Once recruited, the participants then become
actively involved in decision-making (regarding the processes, resource refinement and
delivery) and knowledge co-production (Newson et al., 2024). Aligning with my social
constructionist epistemological position, which posits that all knowledge is
constructed through our interactions and dialogue with others (Willig, 2022), this
project employed a qualitative research design, with the aim of gaining in-depth

insights into autistic young peoples’ narratives and experiences.

3.2.2 Participants and recruitment

A secondary school in the South of England was approached about this study
through a shared contact within ACoRNS. After sharing details of the proposed project,
members of the school senior leadership team confirmed that they would like the
project to be facilitated within their setting. It was agreed that | would attend school

assemblies for students in Year 7 to Year 10 to introduce myself, share a video advert
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about the project, and explain the recruitment process. Following this, autistic young
people, including those who identify as autistic were purposively sampled, and adverts
and participant information sheets were sent directly to their parents or carers
(Appendix C and Appendix D). These documents contained QR codes and weblinks to

parental consent and child assent forms on Microsoft Forms (Appendix E).

While the project focussed on autism amongst girls, autistic boys and gender
diverse young people were also invited to participate, to encourage inclusion of
different gender perspectives. It was hoped that the inclusion of males and gender
diverse young people would enable participants to reflect on and consider the
similarities and differences between their experiences, which in turn would promote
self- and other-awareness, compassion, and allyship. Furthermore, while the FIZZACC
resources were designed based on autistic females’ experiences, the present study
focussed on the implementation of such resources. Thus, providing the opportunity for
all autistic young people (regardless of gender) to be involved in implementation

processes, felt inclusive and justified.

Consent and assent forms were returned by five parents and students in Years 7 -
10. All students were asked to complete a demographic form (Appendix F), which
asked them to identify a pseudonym and provide information regarding their age,
gender, ethnicity and diagnoses. All students were aged between 11 and 15; two
students identified as male, two students identified as female, and one preferred not to
say; four students identified as British, and one as British/Polish; three students had
diagnoses of autism and two self-identified as autistic; and three students had other
developmental or learning diagnoses, including dyslexia and attention deficit

hyperactivity disorder (ADHD).

Participants were sent participant preference forms (Appendix G) with questions
about how to promote their sense of comfort while engaging in the project (e.g.,
communication and location preferences). Participants were also offered the
opportunity to meet with the lead researcher prior to the first group meeting. Three

students accepted this offer, with two meetings held online and one face-to-face.
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During these meetings, we spoke about the students’ preferences in greater depth and

discussed any questions they had about the process.

During the first group in-person meeting, the student participants discussed
which adults they would like to invite to join the team. With three suggestions of staff
members provided by the school SENCo (including herself, the Assistant SENCo, and a
support staff member), the team decided that they would like to invite the SENCo and
assistant SENCo to join. Adverts and participant information sheets with links to
consent forms were subsequently send to these staff members. Additionally, the
students discussed the possibility of inviting parents to join. However, some discomfort
was expressed by members of the team at the thought of including unfamiliar adults,

particularly in terms of confidentiality, so this was decided against.

3.2.3 Procedures

Nine team meetings were held between November 2024 and March 2025 (details
outlined within Table 3-1). To promote the inclusion of each individual as a research
team member, training guidance from the Academic Autism Spectrum Partnership in
Research and Education and the Autism Intervention Research Network on Physical
Health (AASPIRE & AIR-P, 2022) underpinned decision-making and practice throughout
the project, with careful consideration of how such guidance could be applied to meet
the needs of child participants. This involved sharing project goals and aims with
transparency, prioritising rapport building, identifying accommodations and
collaboration practices, and establishing ground rules (see Appendix H for examples of
team-building activities). To promote equal power, we also agreed to use the ‘five finger
method’ (developed by Nicolaidis et al., 2011) as our formal consensus method, which
involves holding up a number of fingers to indicate level of agreement with an idea or
statement (Appendix I). Across meetings, the sensory environment was carefully
considered, including meeting in quiet areas of the school, providing access to
preferred fidget items, utilising visual communication aids, and incorporating break
times. Between meetings, emails were sent to student participants and their parents to
outline the timings, location, and areas we would cover in the upcoming session, and to

provide an opportunity for questions.
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Table 3-1 Team Meeting Attendance, Focus, and Content

Team Meeting

Details

1-November 2024

Attended by:

- Laura Salmon (LS; lead researcher)
- 5student participants

Meeting content:

- Rapport building

- Overview of project aims

- Ethical considerations

- Accommodations and communication preferences
- ldentification of group strengths

2 -November 2024

Attended by:

- LS
- b5student participants
Meeting content:

- lcebreaker

- Ground rule development

- Agreement on consensus method (“five finger
communication system”)

- ldentification of team name (“Team Autism”)

- Brief overview of FIZZACC resources

3 -November 2024

Attended by:

- LS
- 5student participants, 1 staff member
Meeting content:

- Emotions check-in activity

- Review of previous sessions

- Establishing the group vision

- Consideration of attitude, skills, and behaviour
change

4 —-December 2024

Attended by:

- LS
- 5student participants, 1 staff member
Meeting content:

- Review of previous sessions

- Sharing and discussing the FIZZACC questionnaire
and activity ideas

- Considering delivery options
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5-December 2024

Attended by:

- LS
- 3 students (2 students were absent due to sickness)
Meeting content:

- Sharing and discussing the story narratives and
activity ideas (e.g., Autism Charter)
- Considering delivery options

6 —January 2025

Attended by:

- LS
- 5student participants, 1 staff member
Meeting content:

- Review of previous sessions

- Finalising delivery plans

- Preparation for staff briefing

- Considering data collection options

7 —January 2025

Attended by:

- LS
- b5student participants
Meeting content:

- Review of previous sessions

- Reflection on staff briefing

- Group affirmations

- Generation of interview questions

- Creation of Bitmojis and discussion regarding
presentation slides

- Discussion regarding the end of the project meetings
and the future of autism awareness implementation
within the school

8 —March 2025

Attended by:

- LS
- 5student participants
- SENCo (for interview only)

Meeting content:

-  Welcome back to Team Autism
- Discussion and preparation for upcoming interviews
- 4 xstudents facilitated interview with school SENCo
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9 - March 2025 Attended by:

- LS
- b5student participants
Meeting content:

- Judging the masking artwork competition
- Collating ideas for the Autism Charter
- Discussion and preparation for upcoming interviews

3.24 Overview of meetings

3.2.41 Implementation and dissemination

As ateam, we created a ‘plan’ and ‘do’ vision (Appendix J), using key headings
from the implementation framework (Chidley & Stringer, 2020). This outlined the
change that students hoped could be achieved within their school setting with regard to
autism awareness and acceptance, and which resources might be helpful in facilitating
this change. Across subsequent sessions, the individual FIZZACC resources were
discussed and appraised by the team, which led to adaptations, and decision-making
with regard to how the resources would be shared with the wider school. Together, we
conceived the idea of a school Autism Awareness Week, during which the resources
could be shared within tutor group sessions. As a team, we designed a timetable
(Appendix K) and scheduled sessions in which the FIZZACC video, questionnaire and
story narratives would be shared (Appendix L). Through discussions, we also decided to
run a ‘masking artwork competition’ across the school, in which students could create
a piece to depict the experience of masking. To end Autism Awareness Week, we
discussed tutor groups creating a list of statements that could be included in a school
Autism Charter, with the aim of promoting a more autistic friendly community and

environment.

To promote Autism Awareness Week, and to prepare staff for the delivery, the
SENCo invited us to present our timetable and an outline of activities to staff during

their weekly staff briefing session. Three student participants and | presented to school
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staff, one student participant observed the presentation, and one student chose not to
attend. Following this, a tutor presentation (Appendix M) and FIZZACC materials were
sent to the SENCo and Tutor Lead, which were disseminated to staff and printed within

school tutor booklets.

3.2.4.2 Evaluation

In terms of evaluation processes, the students decided that they would like to
hold a focus group with students across the school, to explore their views of the tutor
group activities. The students also expressed their interest in facilitating an interview to
gather the views of the SENCo on the implementation and dissemination process, and
to ascertain what the future of autism awareness might look like following this project.
Together as a group, we discussed questions that we might like to ask students and the
SENCo, and these were printed for each research team member to follow, with
acknowledgement that they could deviate from the scripts if they wished to. Both the
focus group and SENCo interview were held the Monday following Autism Awareness

Week.

Additionally, the masking artwork competition entries were collected, and were
shared with the research team during team meeting nine. As a team, we looked at each
piece and created a set of our favoured artwork. The team then undertook a ‘blind vote’,
in which they individually chose their top two pieces. One piece was voted by all

student participants and was subsequently chosen as the winning piece.

Finally, the suggestions for the Autism Charter were also collated, and discussed
as ateam. It was decided that we would consider these statements, alongside the
findings from this thesis in the summer term, to inform the development of the Autism

Charter.

3.25 Data generation

During session six, we discussed different data collection options for gathering
the views of the implementation team about their participatory involvementin the

research project. Interviews, focus groups, and written questionnaires were identified
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as feasible data collection options, and student participants individually ranked their
preferred choices. After discussing the benefits and drawbacks of each option, all
student participants chose individual interviews as their first-choice method of sharing
their views. Participants were asked for their preferred interview times, which were then

scheduled accordingly (Cridland et al., 2015).

Semi-structured interviews were conducted with each student participantin
March 2025. This method of data collection was chosen due to its clear yet flexible
structure, and its potential to promote open communication, allow clarification
seeking, and enable the gathering of rich, insightful data (Mashuri et al., 2022).
Following discussion with the team, it was agreed that | would formulate the interview
questions for this aspect of the project. | developed an interview schedule (Appendix
N), which started with a simple open question to prompt a spontaneous response. This
could then be followed by relevant questions to gain a richer understanding. These
questions were sent to participants and their parents in advance of the interviews, with

the aim of promoting predictability and comfort (Schelbe et al., 2015).

The interviews took place in person in a quiet space within the school to ensure
confidentiality and promote participants’ psychological sense of safety. At the start of
the interviews, | reminded participants of the research aims, informed them of the
expected length of the interviews, gained their assent, and reminded them of their right
to withdraw (Cridland et al., 2015; Quintela Do Carmo et al., 2024). With recognition
that participants may be particularly prone to masking, | also highlighted that there
were no right or wrong answers to the interview questions, and that | wished to gather
their authentic views (Docherty & Sandelowski, 1999). Participants were then provided
with two cards, one with a ‘break time’ visual and one with a ‘next question’ visual and
were assured that they could use these at any time during the interview to pause or

move on should they wish to (Schelbe et al., 2015).

Throughout the interviews, | sat shoulder-to shoulder with participants and
carefully observed non-verbal cues to monitor participants’ comfort levels (Kirk, 2007;
Griffin et al., 2016). | endeavoured to take an unassuming, flexible approach, actively

listening to the participants’ responses with openness and following their lead
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(Quintela Do Carmo et al., 2024). | also tried to use single-faceted questions and
provided visuals to represent key elements of our research process to support
information processing (Cridland et al., 2015). At the end, participants were asked
about their experience of being interviewed (Quintela Do Carmo et al., 2024), using a 5-
point smiley face rating scale (each participant chose the most positive rating).
Participants and their parents were also provided with debriefing forms (Appendix O).
The interviews lasted between 26 and 41 minutes and were audio-recorded and
transcribed using Microsoft Teams. Identifying information was removed from the
transcripts and names were substituted with pseudonyms. The transcripts were shared

with the participants to read through should they wish to.

3.2.6 Data analysis

The interview transcripts were analysed using reflexive thematic analysis (RTA;
Braun & Clarke, 2006; 2019; 2020; 2024). RTA was purposefully chosen as a method
that promotes active engagement with the data and necessitates continual reflective
processes. Aligning with my personal, social, moral and competency values (Rokeach,
1973), RTA enabled me to delve into the data with curiosity, openness and respect, and
to appreciate differing perspectives, acknowledge my assumptions and biases, and

build upon my qualitative research experiences.

Using an “artfully interpretative” approach (Finlay, 2021), | engaged in an iterative
process of coding and refining themes, recognising that my subjective interpretations
would develop as | became increasingly emmeshed in the data. While analysing the
data at the more inductive end of the inductive-deductive continuum (Braun & Clarke,
2020), i.e., constructing meaning from within the data itself, | acknowledged and
embraced that my own experiences, perspectives, and values would inevitably inform
my interpretations. In particular, | held in mind that the “culture gap” between myself
as an adult and the participants as CYP would inevitably influence my understanding
and thus endeavoured to reflect upon my assumptions throughout (Kirk, 2007). The six

phases of RTA included the following processes:
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3.2.6.1 Familiarisation

I listened to the audio recordings and checked and edited the transcripts
produced by Microsoft Teams. | then checked each transcript again, uploaded these to
NVivo, added annotations, and wrote memos, which enabled me to reflect upon the

meaning | had made from the dialogue (see Appendix P).

3.2.6.2 Initial coding

I undertook initial coding of the data using NVivo, generating semantic (surface-
level) as well as latent (more implicit) level codes (Braun & Clarke, 2020). Through an
iterative process of refinement, | produced a codebook, which represents the evolution

of my meaning making as | became increasingly immersed in the data (see Appendix Q).

3.2.6.3 Initial themes

Based upon my interpretations regarding the meaningfulness of the data, |
created themes, with the aim of ‘telling a story’ about the data (Braun & Clarke, 2006).
This involved collating and combining codes based on shared meaning within sub-
folders in NVivo, providing me with an initial picture of what the themes and sub-

themes may represent (see Appendix R for an example memo).

3.2.6.4 Refining themes

Again, these themes were developed through an iterative process of refinement,
which I recorded through memos (see Appendix S). This involved consideration of
whether the meaning conveyed by the themes were sufficiently supported by the data,
and deliberation regarding the overlap and distinctions between themes. Furthermore,
during this stage, | ensured that the themes generated were driven by the meaning with
the data, rather than the questions posed or the topics covered within the interviews

(Braun & Clarke, 2019; 2024).

3.2.6.5 Defining and naming themes

Through ongoing refinement, | defined and named the themes and sub-themes,

using a metaphor to capture their essence (see Appendix T), and created a thematic
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map. The defining and naming involved moving beyond summarising or paraphrasing,

to considering how the themes come together to answer the research questions.

3.2.6.6  Writingup

Finally, | produced a written analytic narrative of the themes and sub-themes. This
involved careful consideration of data extracts which supported my interpretations and

assertions, with regard to the research questions.

3.3 Findings

Through the iterative and reflexive process of analysis, | constructed six themes as
illustrated in Figure 3-1. During the refining, defining, and naming stages, | created an
oak tree metaphor to hook these themes onto. Not only did this metaphor align deeply
with my themes and connect with my membership to ACoRNS, but it also transformed
my themes into something tangible. Having used metaphors successfully during our
Team Autism sessions, | felt that the oak tree would increase the meaningfulness and

accessibility of the themes to the participants, and the wider school community.

As shown in Figure 3-1, the oak tree is positioned within the wider forest context.
This represents the influence of society and culture on the participants’ construction of
their experiences, as well as on my interpretations. The positions of the themes are also
purposefulin the following way: ‘conceptualising autism’ positioned in the background
of the forest, representing the influences of history and society on views towards
autism; ‘empowering, influencing, and advocating’ at the crown of the tree, symbolising
the projection of voice across the forest; ‘cultivating contentment’ also at the crown of
the tree, conveying a sense of flourishing; ‘sense of togetherness’ embedded into the
tree, portraying interconnectedness; ‘conditions for growth’ underneath the tree,
representing the soil’s nutrients, supporting the tree to blossom; and finally’ evolution

over time’, advancing beyond the tree, signifying future hopes and priorities.
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Figure 3-1 Thematic Map using the Oak Tree Metaphor
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Note. Image created using Canva (Canva Creative Studio and Keith Rivera from Sketchify designs)

3.3.1 Conceptualising Autism

Each of the participants spoke positively about their autistic identity and, through
their collective language, portrayed a sense of connection to the wider autistic
community. Much of the participants’ dialogue aligned with the neurodiversity
paradigm, with differences described in terms of uniqueness and individuality, for
example: “I mean, | like being different because if you like, have a group or class and
they're all the same, it just doesn't think you stand out. But when | have autism, | feel
extra special” (Darzel). Assertions were also made about the need for shifts in societal
understanding to alleviate the difficulties that autistic individuals may face. Shining a
positive light on autism seemed a priority for several participants, “So, | joined the
group so that | can make a difference to people's lives and to change the way people

think about autism” (Berry). The participants reflected upon the negative societal
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perceptions of autism, with Berry sharing how she had been subject to mocking and

stigmatising language, which often went under the radar:

Erm, before | joined Team Autism, | would hear a lot of people say things that
were like quite mean to me because of my autism, and | would hear words that

are not really that appropriate being thrown around like they're nothing.
(Berry)

Despite these negative experiences, several participants spoke of wanting to be
recognised as autistic. Recognition of their autistic identity not only promoted their own
self-awareness but was paramount to the understanding and support from others: “So,
people can erm, understand how, well, what | go through” (Darth). For Darzel, this went
beyond a lack of awareness to a lack of acceptance from staff about their autistic
identity, implying that biases or stereotypes (perhaps around autism in girls) may be

influencing identification and recognition.

Despite viewing autism in terms of difference, a couple of participants also spoke
about autism as a disability. However, this did not appear to represent a deficit-based
view of autism; in fact, participants spoke hesitantly and with concerns around
classifying it as so. Rather, the use of the term ‘disability’ appeared to be driven by the
desire for needs to be recognised, understood, and validated by wider society, and for

individuals (both neurodivergent and neurotypical) to receive the support they require:

| know it's rude to say, but autism is a disability. Because it may... people say
it's offensive, though it actually is, cos disability means you can't do something
that other people can’t do. So, technically we’re all disabled and so are normal

people because they can't do other things as well.

(Darzel)

3.3.2 A sense of togetherness

Across participants, the meaningfulness of connections and relationships

appeared fundamental to their Team Autism experience. This encompassed pre-
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existing friendships for some, as well as the development of new friendships over time,
both of which brought a sense of comfort, safety, and enjoyment: “l was really happy
the day | saw Scott’s doing this, | was like, whaaaaat, I’'m doing something with my
friend. So yeah, I've always just been like, really happy” (Darth); “I feel like I've been

able to talk to them and that or able to be their friend a lot more...” (Berry).

A mutual desire to learn about the experiences of others, as well as the
identification of shared experiences seemed to foster these connections and promote a
sense of belonging in a group of perceived similar others: “The best bits were meeting
new people and learning the perspectives of them because it made me feel like | could
branch out more” (Berry); “Just being a part of...a group of people who are like me...”
(Darth). These connections were further fostered during ‘down-time’ with Berry
reflecting positively on session breaks as an opportunity to get to know each otherin a

less structured context.

These bonds and this sense of belonging promoted authenticity, openness, and a
team ethos: “We all have some sort of thing that is all the same about us. Like it's
easier, to communicate with people that are like you” (Oreo). In particular, Darzel
reflected positively on working together to make decisions: “So, it's nice to be like we're
all working together instead of one person”, with respect for others at the heart of the
group: “Eryes, cos, we listen to everybody when they didn't agree”. The strength of
these bonds and group affiliation appeared to strongly contribute to participants’
desires for the future of the team, in particular the continued membership of fellow
participants in the long term: “l would still like all of like the main people. Like Darzel,

Berry, Darth, and Scott” (Oreo).

3.3.3 Empowering, influencing, and advocating

This theme encompasses participants’ reflections on sharing their voice to make
a difference to the lives of autistic individuals, and the systems in place that enabled

them to do so.
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3.3.3.1 Subtheme: Feeling empowered

Across interviews, participants reflected positively and enthusiastically about the
opportunity to share their voice: “Yeah, and it's also like | can get my views out because
I don't really have anybody to talk to about this” (Darzel). Participants were able to
clearly express their views of the FIZZACC resources and spoke about how being
involved in the editing and refining processes helped them to feel involved, included

and influential.

While some participants spoke about holding leadership positions in other
contexts, the opportunity to do so in the context of autism awareness seemed unique,
with some reflecting on previous feelings of powerlessness: “l used to think sharing
your idea was like pointless, cos they’ll like ignore it, but then you started taking actual
my points of view, and ideas and that made me think more like | can tell” (Darzel).
Feeling heard and having the opportunity to “fight” for a cause (Darth), appeared to
foster a sense of empowerment and promote belief in their abilities to make change
happen: “Erm... I've learnt that we really can change people's perspectives, and we can

really make a difference” (Berry).

3.3.3.2 Subtheme: Nurturing others

Using their voices to advocate for others appeared a significant incentive for
participation within Team Autism, with ‘helping others’ shining through as a core team
value: “But you know other kids go through a lot of stuff in their lifetime. And | would... |
just think it's good to be a hero, not a villain” (Darth). The participants expressed
considerable empathy for others: “because | know some people, who are like, autistic
can really struggle” (Oreo), thoughtfully reflecting on their needs, and communicating a
desire for inclusivity. Being part of Team Autism appeared to fulfil this desire to make a
change to the lives of others: “Yeah, I'm helping, I'm not helping just myself, I'm
helping... I’'m helping other kids like me” (Darth), and for Berry, provided an opportunity
to act as a role model: “sort of like an older, like guiding figure is the best way | can

explainit.”
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3.3.3.3 Subtheme: Fruitful systems

Across interviews, participants reflected on several ‘systems’ and elements of the
research process that enabled them to share their voice and actively participate. Such
systems appeared to reduce overwhelm, lessen feelings of self-consciousness, and
help participants to navigate the social nuances of communication. This included
breaking down tasks into manageable steps: “You make them into little tasks that
aren’tworrying”... “Breaking down has been helpful, to make me develop” (Scott);
establishing ground rules: “because some of them, like confidentiality, and agree to
disagree and share the air and that stuff and Elmo... that's all helpful for like all of us
and me, it's just easier...” (Oreo); and providing visual systems as alternatives to verbal
communication (e.g., the ‘I have anidea’ cards), recognising that these would be

beneficialin their classroom settings.

3.3.4 Cultivating contentment

This theme represents the positive impact that the research process had on

participants’ emotional wellbeing.

3.3.4.1 Subtheme: Joy

Being a part of Team Autism promoted a sense of fun and enjoyment, with
participants using the following descriptors to summarise their research experience:
“excellent” (Darth), “helpful” (Scott), “incredible” (Oreo), “really fun” (Darzel), and
“fulfilling” (Berry). In particular, participants reflected positively on the joy they got from
engaging in creative activities, involving developing the idea for the artwork
competition, creating the ‘our vision’ posters, and designing their Bitmojis, as well as
appreciating the beauty of the affirmation cards. Participants reflected on the
happiness that Team Autism brought them, with Darth playfully requesting extended
meeting times: “Can you make it three?”, “Five hours?”, and Scott expressing that he

would not alter the activities or experiences in any way:
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Most of the stuff was really positive and some things | know we didn't do, but |
feel like if we did do them, | wouldn't have changed them since literally

everything that we did here was really positive and made me happy.

(Scott)

3.3.4.2 Subtheme: Tranquillity

Being part of Team Autism provided a safe space for participants. Sessions were
described as a “relaxing, calm” (Scott) haven, where participants felt comfortable to be
themselves. Many participants spoke of the difficulties and struggles that they had
experienced at school: “l usually struggle a lot.” (Scott), including upset and anxiety
caused by the perceptions and actions of other students, and the disappointmentin
not receiving the support they required: “I masked a lot more because of the fact that it

[autism] was viewed in a negative light.” (Berry)

While Team Autism was not a ‘fix’ for these feelings and experiences, the
participants reflected on the positive difference it had made in terms of lowering their
stress levels, both during the sessions, and across other times of the school day: “Just
think about stuff that would be related to this group what usually makes me relaxed”
(Scott); “I just think of you and all the friends, all my friends... and what we were doing.

And then | can erm... and it like calms me down” (Darth).

3.3.4.3 Subtheme: Standing tall

Across interviews, participants reflected on how their confidence had grown
through the process, facilitated by opportunities to work to their strengths and through
stepping out of their comfort zone: “l kind of miss class and then | go to class, and | feel
like confident when | walk into everything” (Darzel); “But, doing like that, you know that
assembly kind of for the, erm teachers, it after that it kind of boosted my confidence a

lot” (Scott).

Participants spoke about how proud they felt of themselves for being part of this
research process, doing something admirable, and working hard: “And also, you know, |

could just look back at what | did and feel proud” (Scott). For some, this included
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proudly declaring their Team Autism membership to others and reflecting on the

positive response they received from their peers and school staff.

3.3.5 Conditions for growth

This theme encompasses participants’ reflections on the impact of Autism
Awareness week, as well as their thoughts and ideas about what is required to facilitate

long-term change.

3.3.5.1 Subtheme: Stagnhant or transformative insights

Participants expressed contrasting views on the difference they believed that
Autism Awareness week had made in terms of changing attitudes, promoting
understanding, and facilitating change amongst the school community. For some, the
insights shared through Autism Awareness week, appeared to have promoted their own
understanding of autism, as well as increased the awareness of peers and staff

(transformative insights):

So, ... if like you're not autistic, and have a friend or something and ..., they're
overwhelmed..., you'll know because you've done... the week or... you know

more about...

(Oreo)

In particular, participants reflected on the benefits of others now knowing
that they were autistic, staff better understanding what effective support might
look like, and peers making fewer judgements around such support: “And a lot
more people have begun questioning others less when, for example, they need
like headphones or they need like, a computer. Barely anyone's been

questioning that kind of stuff recently” (Berry).

Contrastingly, others felt that there had been limited or no difference since
the resource roll-out (stagnant insights): “No... nothing's been changed”
(Darzel), and that there was still considerable need for sensitive understanding

of individuals’ needs.
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3.3.5.2 Subtheme: Need for vitality

A fundamental determinant of whether insights were stagnant or transformative
appeared to be the motivation, attitudes, and receptiveness of members of the school
community. In particular, Berry and Oreo reflected on the focus and engagement of

their peers:

In my tutor it was like very good, although | missed some of the exercises. |, |
walked in, everyone was like, really working hard and they all had their heads

down, like, really focused on it. So, | was kind of happy.

(Oreo)

This was particularly so in relation to the artwork competition, which aligned with
students’ interests: “l think because most people like drawing, when you go to school

you can draw. Everyone's really happy” (Oreo).

Contrastingly, for some participants, there appeared to be a lack of ‘buy-in’, with
fellow students showing little interest or having little incentive to engage: “I think, half
the kids are not really bothered about that” (Darth). For Darth, personal relevance
seemed to influence the extent of buy-in: “And | feel like sort of normal kids were like...
just didn’t bother, don't care. But all the kids who did have disabilities, like me, like
Scott, erm cared, kids like us... we cared.” For Scott, the method and style of delivery

was a key contributory factor:

Well, we kinda did the true and false questionnaire on our own and also with
that (pointing at the story narratives) on our own. So, it's a little surprising since
| would have thought that we would have done the true and false questionnaire

and that all together, not just on our own.

(Scott)

3.3.5.3 Subtheme: Seeds of thought

To promote buy-in and facilitate long-term change, participants shared several

suggestions (‘seeds of thought’). These suggestions revolved around adequate
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publicising and student preparation; the need for clear, comprehensive and
enthusiastic delivery from staff; extrinsic motivators, including rewards and
celebrations; and school events promoting collective energy and excitement: “Butif it
did involve like an event or something, like the artwork competition, or... if we did
something like running and donate the money to an autism charity, people probably

would get involved with that.” (Scott)

3.3.6 Evolving over time

This theme represents participants’ optimism and clear-sightedness about the

future of Team Autism and autism awareness more broadly.

3.3.6.1 Subtheme: Becoming rooted

Participants shared their desires for Team Autism to become established (or
‘rooted’) within their school, to have a presence, and to continue to have a noticeable
effect on their school community: “Yeah, maybe keep us running like a little social
group, where we tell people about autism and maybe like a yearly assembly or
something...” (Scott). With regard to the other themes, the drive for such recognition
appeared to be fuelled by aspirations for personal growth and fulfilment, as well as the
ambition to lead, influence and serve others. For some, becoming rooted was also
interpreted to bring a sense of stability: “l feel like we're gonna be much more prepared
forit... We are not gonna have to, like, wait on and like change suddenly or anything”

(Berry).

To promote accountability and to embed an autism-friendly ethos, some
participants also spoke about the importance of the ‘autism charter’: “With the
charters that people did, have more stuff that we put on the charters like actually
happen and stuff. So, then there's more awareness than just like a week” (Oreo). This
appeared to be viewed as a tool to promote long-term change, highlighting perceptions

around the influence of school policies.
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3.3.6.2 Subtheme: Branching out

While participants expressed the desire for the team to maintain its current
members, enabling social and emotional connections to be strengthened, they also
spoke about ‘branching out’ to other peers and staff across the school. Again, this
appeared to serve different purposes, including team growth through the generation of
new ideas and the promotion of longevity: “I think, every year we move up and once X
leaves, one teacher joins a new teacher and then whilst we leave, new teachers can join
and take over the project” (Darzel); as well as benevolence, that is wanting others to
experience the gratification that they themselves had experienced: “Maybe each time
we have a new person to come in and like, experience it, and then at the end of it they
can say if they enjoyed it. If they really enjoyed it, they can come back sometimes.”

(Oreo)

Participants also expressed their desire to raise awareness of a wider range of
autistic experiences (breadth), while ensuring that topics were explored
comprehensively (depth). Raising awareness and understanding of meltdowns and
shutdowns appeared to be particularly important to several participants, both in terms
of challenging misconceptions and judgement, as well as promoting effective support:
“Meltdowns are also should be recognised. It shouldn't be... everything in autism

should be recognised, and it should be like a priority” (Scott).

3.3.7 SENCo Interview

While the SENCo’s interview data was not included in the RTA (in part due to her
intermittent involvement within team meetings, and in part to maintain a student-
focused interpretation on the participatory process), | felt it was important to represent
her voice succinctly within this section. During the SENCo’s interview, facilitated by the
research team, she reflected upon many positives of the research process and Team
Autism’s work. This involved being excited to be involved in research aimed at
benefitting and informing the practice of the school (as well as schools more widely);

the value of having a group within the school that students can identify with; the
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positive impact that the staff briefing had on teacher buy-in, and the positive feedback

the school had received from several parents of autistic students.

The core challenge that was reflected upon by the SENCo was not having the time
and capacity to attend and contribute to each of the team meetings, and thus not
having a complete picture of the team’s views and priorities. In terms of the future, the
SENCo spoke about her desire to further embed autism awareness across the school
(with a particular focus on masking), review the impact of the training resources, and

establish the school Charter with links to the school’s values.

34 Discussion

3.41 Overview of findings

This study aimed to explore how a team of autistic students and school staff could
work together to negotiate, prioritise, and disseminate training resources across their
school, which were designed to raise awareness of autistic girls’ school experiences
(East, 2024). Taking a participatory research approach, this study also aimed to uncover
what contributes to successful research collaboration, consider some of the
challenges or barriers to such success, and identify future directions. Through RTA of
students’ interview data, six overarching themes (as well as nine sub-themes) were
generated and illustrated through an oak tree metaphor. These included:
‘conceptualising autism’, ‘a sense of togetherness’, ‘empowering, influencing, and
advocating’, ‘cultivating contentment’, ‘conditions for growth’, and ‘evolving over time’.
The ways in which these themes answer the research questions are outlined in the

following section.

3.4.1.1 Successful Collaboration

Across interviews, participants conceptualised autism in similar ways, reflecting
on their autistic identities in a positive light, and largely with alighment to the
neurodiversity paradigm (as described by Walker, 2014). While there were references to
disability, as well as instances in which the term ‘normal’ was used to describe their

neurotypical peers, this did not appear to imply perceptions that they felt ‘disabled’ or
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‘abnormal’ as autistic individuals. Rather, this seemed driven by their desire to receive
appropriate support within a world designed for neurotypical people (Pellicano & Den
Houting, 2022), and implied limited exposure or access to more neuro-affirming
language (Bottini et al., 2023). Their shared desire to be recognised as autistic as part of
their identities, to challenge stigmas, and change the perceptions of others, appeared
to bring the team together, fostering a sense of common purpose. This, alongside their
shared experiences, seemed to contribute to their strong sense of group affiliation and

belonging.

Having the opportunity to share their voice within this research space and make
decisions that would not only benefit themselves but others (which appeared to be a
shared underlying value), fostered feelings of involvement and empowerment.
Participants reflected upon the systems that enabled them to express their views and
advocate for themselves, particularly visual support aids and the establishment of
ground rules. Training from AASPIRE & AIR-P (2022) and the person-oriented research
ethics guideposts (Cascio et al., 2020) guided the adoption of these systems, and the
‘five finger method’ of consensus (Nicolaidis et al., 2011) provided a concrete tool to

draw upon.

Being part of this research process also cultivated contentment for the group,
with a sense of joy, fun, pride, and safety referred to across participants. Working to
their strengths and having opportunities to step out of their comfort zone (within a safe
and manageable context) contributed to this sense of satisfaction. While often
overlooked in research design and processes, researchers have recently drawn
attention to emotions within participatory research with CYP. In particular, the role and
value of fun and pride have been described as central to promoting research
engagement, research relationships, participation rights, and understanding of what

matters mostto CYP (Wright et al., 2021).

The above findings coincide with the antecedents of group cohesion as proposed
by Forsyth (2021), including social identification (identification as a member of Team
Autism); entitativity (unification of team members, influenced by member similarity and

frequency of Team Autism interactions); task commitment (dedication to shared goals
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regarding autism awareness and acceptance); attraction to the group (the formation of
bonds amongst Team Autism members, influenced by shared attitudes and values);
group structure (the establishment of stable systems, boundaries, and norms within
the team); and group affect (the gratification associated with Team Autism
experiences). This cohesion was central to participants’ reflections on their
participatory research experience and appeared fundamental to the success of the

team.

3.4.1.2 Barriers and Challenges

While participants did not reflect on difficulties associated with the collaboration
or the team context, barriers and challenges were discussed with reference to the
implementation and outcomes of ‘Autism Awareness Week’. Although there were
positive reflections in terms of increased awareness, understanding, and acceptance
from some, others spoke about limited change, which aligns with other ‘autism

awareness’ intervention literature (Cremin et al., 2020).

In line with Baldwin and Ford’s (1988) model of the Transfer Process and Ajzen’s
(1991) Theory of Planned Behaviour, there are several explanations as to why the
information disseminated during ‘Autism Awareness Week’ may not have led to
effective change. This includes the characteristics or personal attitudes of members of
the school community (i.e., limited motivation or low self-efficacy), training design (i.e.,
lack of perceived relevance), subjective norms (i.e., limited interest and value placed
on the training by students’ social groups), perceived behavioural control (i.e., limited
belief in their ability to bring about change), and workplace environment (i.e., a climate
that does not prioritise implementation). From the participants’ reflections, student
motivation and personal relevance (likely influenced by peer relationships and personal
affiliation with autism) appeared to be key determinants of attitude and behaviour
change. Suggestions to promote buy-in were posited by some participants, including

additional publicising, school events, and further input and support from school staff.

While there were positive reflections from several participants (and the SENCo)
about the impact of the staff briefing and staff’s enthusiasm, in some instances,

participants also reflected upon resources not being delivered by their tutors as
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expected. While this study did not seek the views of teachers themselves, several
barriers to optimum tutor delivery can be hypothesised, based on existing
implementation and inclusion literature. This includes time constraints, competing
priorities, and limited involvement with external support (i.e., a mentor or coach) during
the implementation process (Woodcock & Woolfson, 2019; Chidley & Stringer, 2020;
Roberts & Webster, 2022). In the case of the school SENCo, time and capacity were

barriers to her full participation in the research project, highlighting workload factors.

3.4.2 Strengths, limitations and implications

This study adds a unique contribution to the literature base regarding autistic
students’ involvement in the latter stages of participatory research, which was
highlighted as a priority by Freire and colleagues (2022). The involvement of autistic girls
within this project adds a particularly novel dimension (Newson et al., 2024). Using the
Implementation Framework (Chidley & Stringer, 2020), the participants planned
‘Autism Awareness Week’ at different levels, considering what they would like to see in
terms of attitude change, knowledge and skill development, behaviour change,
organisational change, and benefits to CYP, as informed by psychological theory and

research on implementation processes.

Guided by person-oriented research ethics guideposts (Cascio et al., 2020), as
well as AASPIRE and AIR-P (2022) training, the participants’ best interests were central
to all decisions, fostering a respectful, collaborative, and authentically inclusive
research context. In my view, this enabled participants to share their narratives, and in-
depth insights into their research experiences to be gained. In this study, | included self-
identifying autistic young people, as well as those with a formal diagnosis. While
acknowledging the differing opinions regarding self-identification, including scepticism
surrounding the validity of self-identification (as highlighted by Overton et al., 2023;
Friedman et al., 2024; Ahuvia et al., 2025), | consciously chose to include self-

identifying young people for three reasons.

Firstly, with regard to validity, recent research with adult samples has found little

difference between those self-identifying and those with a formal diagnosis both
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psychometrically (i.e., autistic traits, Sturm et al., 2024; Ahuvia et al., 2025) and
qualitatively (i.e., autistic experiences, Ardeleanu et al., 2025). While it is not yet known
how well these findings translate to adolescents, who are navigating their self-concept
and identity development (Tamm et al., 2024), validating their self-identification rather
than questioning or dismissing it felt consistent with my ethical stance. Secondly, in
light of the aforementioned barriers to diagnosis, particularly for girls and those whose
presentations deviate from the traditional view of autism, | felt it was important to
represent the voices of those who may feel unrecognised or unheard, which may foster
a more nuanced understanding of the broad range of autistic experiences (Overton et
al., 2023; Ardeleanu et al., 2025). Finally, aligning with my social constructionist
epistemology and the social model of autism, | endeavoured to recognise and respect
that self-identification, rather than pursuit of a formal diagnosis, may be a deliberate
choice for some, in light of the negative or stigmatising connotations associated with an

‘autism spectrum disorder’ label (Friedman et al., 2024).

In terms of limitations, without the consistent involvement of staff members (with
influence over school policy and processes) within Team Autism meetings, there were
some constraints with regard to communication and transforming ideas into actions. To
facilitate effective change with schools, researchers have highlighted the need for
collaboration amongst school leaders, staff and stakeholders (i.e., autistic CYP and
their families) through planning and implementation stages (Fixsen et al., 2013). As
aforementioned, the systemic demands placed upon school staff in the current
education climate can be reasonably argued to constrain this form of creative,
individualised, and in-depth work. Furthermore, due to the scope of this thesis, we were
unable to review the outcomes of the implementation framework over time, to

ascertain participants’ views with regard to long-term change.

This study has important implications for practice and research. In terms of next
steps for Team Autism, participants spoke about the future of the team with a strong
sense of optimism and purpose. Based on their positive collaborative experiences,
participants spoke about wanting current members to remain part of the research
team, and for them to become a recognised and established group within the school

community. Participants also spoke about expansion of the group, extending invitations
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to other members of the school community. Aligning with the experiences of late-
diagnosed autistic women in the study of Bargiela and colleagues (2016), the
participants also spoke about the importance of an increased focus on meaningful
topics such as masking. Furthermore, in line with the ‘school-wide autism competency
approach’ (Roberts & Webster, 2022), developing school policies (i.e., the Autism

Charter) appeared a priority.

Based on the insights gained from participants in the present study and driven by
the need to further increase the uptake of participatory research within schools more
broadly (Newson et al., 2024), the development of accessible resources, guidelines and
a framework to support such processes would, in my view, be desirable. Such tools,
informed by CYP voice, and what is currently known about successful participatory
research and effective implementation, could assist practitioners in including CYP
within school practice and policy development, promoting their sense of
empowerment. In particular, EPs with expertise in consultation, problem-solving, and
facilitating change (Cameron, 2006) would be well-placed to provide external support

and coaching through such processes.

With the creation of such tools, it would be important for researchers to explore
stakeholders’ (i.e., CYP, school staff, educational psychologists) perceptions and
experiences of using these in practice to determine their usability, acceptability, and
priorities for further development. In terms of future research, questions also remain
about how to promote the involvement of school staff within participatory
implementation teams, in light of the external, systemic constraints they currently face.
Research exploring the views of school staff and leaders regarding participatory
research and implementation over time, including perceptions on feasibility and
support structures, would be beneficial. Furthermore, exploring ways to collaborate
with parents regarding such processes, to incorporate their voice and promote positive

home-school communication regarding inclusive practice would be beneficial.
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3.4.3 Conclusion

This research has demonstrated numerous social and emotional benefits
associated with involvement in school decision-making, planning, and implementation
for autistic CYP, including, but not limited to belonging, contentment, and
empowerment. Furthermore, their in-depth insights illuminate the factors contributing
to successful participatory research processes, as well as their views on what is
required to embed autism awareness and acceptance within a school context. To
conclude, I will end with a quote from one of the participant’s parents (shared with
permission), encompassing the difference that authentic inclusion can make: “l just
wanted to say X has benefited so much from this project. His confidence has grown,
and his learning attitude is so much better. | know he will miss his sessions, but he now
has tools under his belt to support him and his peers. Xwas a child who | never thought
would join countless after school clubs, yet he has. | look forward to reading your final
report. As an educator myself reading about projects which promote inclusion and

equality are vital.”
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Appendix A Quality Appraisal Checklist (CASP, 2018)

Gray and Arslan et al. Stewardet  Cummins et Eriksen Anisa (2019) Tadesse et Ashraf and Hamdan Cridland et Navot et al. Balubaid Mademtziet Groveetal.
Durand (2024) al. (2018) al. (2020) (2016) al. (2024) Toor (2023) (2022) al. (2014) (2017) (2017) al. (2018) (2023)
(2023)

Section A. Are
the results

valid?

Was there a clear
statement of the
aims of the

research?

Is a qualitative
methodology Y Y Y Y Y Y Y Y Y Y Y Y Y Y

appropriate?

Was the research

design

appropriate to Y Y Y Y Y Y Y Y Y Y Y Y Y Y
address the aims

of the research?

Was the
recruitment
strategy

appropriate to the
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aims of the

research?

Was the data

collected in a way

that addressed Y Y Y Y Y Y Y
the research

issue?

Has the

relationship

between

researcher and Y N N N N N N
participants been

adequately

considered?

Section B:
What are the

results?

Have ethical
issues been taken
into

consideration?

Was the data
analysis
sufficiently

rigorous?
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Is there a clear
statement of Y Y Y Y Y Y Y

findings?

Section C: Will
the results

help locally?

Is the research

valuable?

Note. (Y) =Yes; (N)=No; (?) = Cannot tell/partially
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Appendix B Quality Appraisal Checklist (MMAT, 2019)

Category of study Lundy et al. Kumar and N Kaydirak et al. Lundy et al. Moreno (2021) Klett and Turan Veazey et al.
designs Methodological quality criteria (2024) (2024) (2023) (2022) (2012) (2015)
Screening
questions (for all S1. Are there clear research questions? Y* N Y* Y N Y* N
types)
S2. Do the collected data allow to address the research
Y ? Y* Y ? Y* ?
questions?
1.1 Is the qualitative approach appropriate to answer the
I Y
(1) Qualitative research question?
1.2 Are the qualitative data collection methods adequate to
Y
address the research question?
1.3 Are the findings adequately derived from the data? N
1.4 Is the interpretation of results sufficiently substantiated by
Y
the data?
1.5 Is there coherence between qualitative data sources,
Y

collection, analysis, and interpretation?

(2) Quantitative
randomised 2.1 Is randomisation appropriately performed?

controlled trials
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2.2 Are the groups comparable at baseline?

2.3 Are there complete outcome data?

2.4 Are outcome assessors blinded to the intervention

provided?

2.5 Did the participants adhere to the assigned intervention?

(3) Quantitative
non-randomised

controlled trials

3.1 Are the participants representative of the target population?

3.2 Are measurements appropriate regarding both the outcome

and intervention (or exposure)?

3.3 Are there complete outcome data?

3.4 Are the confounders accounted for in the design and

analysis?

3.5 During the study period, is the intervention administered (or

exposure occurred) as intended?

(4) Quantitative

descriptive

4.1 Is the sampling strategy relevant to address the research

question?

4.2 Is the sample representative of the target population?
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4.3 Are the measurements appropriate? Y

4.4 Is the risk of nonresponse bias low? ?

4.5 Is the statistical analysis appropriate to answer the research

question?

5.1 Is there an adequate rationale for using a mixed methods
(5) Mixed methods
design to address the research question?

5.2 Are the different components of the study effectively

integrated to answer the research question?

5.3 Are the outputs of the integration of qualitative and

quantitative components adequately interpreted?

5.4 Are divergences and inconsistencies between quantitative

and qualitative components adequately interpreted?

5.5 Do the different components of the study adhere to the

quality criteria of each tradition of the methods involved?

Note. (Y) =Yes; (N)=No; (?) = Cannot tell/partially; (*) = hypotheses/aims rather than research questions
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Appendix C Adverts

C.1

Advert for Students:

-

A,
4

Do you identify as an

University of
@Southnn‘lpton

autistic young person?

Who am I? h,‘;@
Hi, my name is Laura Salmon. A
| used to be a teacher. | am now training to be an
Educational Psychologist.

| am passionate about listening to the views of
autistic young people and involving them in
decision making that affects them.

X8R
What is the research about?
Recently, a group of autistic girls and a
researcher created some exciting resources
to raise awareness of autism in girls in
schools. Their group was called Fizzacc.*

Now, this current project aims to explore how
a group of autistic young people (and adults
chosen by them) can work together to
decide how to develop and share these
resources in their school.

If you're interested in taking

part...

Please read the Participant Information Sheets
and follow the links or scan the QR codes for
the assent and consent forms.

If you would like any further information please
feel free to email me: lja3gld@sotonac.uk

Who can take part?
aryyg poe o S
whao has a diagnosis of autism/self-identifies as
autistic can take part in this project.

&7
3

What would this involve?
This project will involve several meetings at
school. These will include:

+ Getting to know each other

+ Discussing the Fizzacc resources

» Deciding how to develop/share them

« Deciding how to gather the views of pupils
« Deciding how to share the findings

You will also be asked about your experience
of the project, through a questionnaire or
interview,

Child assent Parent/carer

form consent form '-F 1zzacc
E E Ej E *Visit the Fuzacc
.1_-. ) page on ACoRNS
_a. website to take a
E E ah leok at the
- resources!
htipsiforms.of  hips Aforms offi https://acoms-
fice.comfelUca ce.com/e/EBWS = sotonorguk/2022/0
heqwSUFE 202989 3/fizzace-

information/

This project is supervised by Dr Hanna Kovshoff, (h kovshoff @soton.ac.uk).

ERGO number: 92436

University of Southampton Research Ethics Committee has granted ethical approval for this
research study.
Date: 13.05.2024

Version: 20
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C.2 Advertfor Adults:

& 2 University of
; JEE : . .. . @Southumpton
: Would you like to join a team to raise
awareness of autism in girls in school?
hi
Who am I? " @ Why have | received this advert?
Hi, my name is Laura Salmon. -k This advert has been shared with you as a group
| used to be a teacher. | am now training to be an of autistic pupils/pupils who identify as autistic
Educational Psychologist. would like you to join the team to decide upon
how best to disseminate the Fizzacc resources.
| am passionate about listening to the views of {'\\.:h:]‘__ .
autistic young people and involving them in (94
decision making that affects them. 1
What would this involve?
888 This project will involve several meetings at
What is the research about? school. These will include:
Recently, a group of autistic girls and a
researcher created some exciting resources » Getting to know each other
to raise awareness of autism in girls in * Discussing the Fizzacc resources
schools. Their group was called Fizzacc.* * Deciding how to develop/share them

« Deciding how to gather the views of pupils
Deciding how to share the findings

Now, this current project aims to explore how
a group of autistic young people (and adults

chosen by them) can work together to You will also be asked about your experience
decide how to develop and share these of the project, through a questionnaire or
resources in their school. interview.

If you're interested in taking
part...

Please read the Participant Information Sheet

Fizzacce

*Visit the Fizzacc page

and follow the link or scan the QR code for the on ACoRNS website to
take a look at the
consent forms. resourcesl
If you would like any further information please httpsJiforms.office.com/ https://acorms-
feel free to email me: lja3gld@sotonac.uk E/BGUWABZFdL soton.org.uk/2022/03/fi

zzace-information/

This project is supervised by Dr Hanna Kovshoff, (h kovshoff @soton.ac.uk).
The University of Southampton Research Ethics Committee has granted ethical approval for this

research study.
I;L) ERGO number: 92436 Date: 13.05.2024 Version: 2.0 ('\(
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C.3 Video Advert

Slide 1:
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Slide 3:
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Slide 5:
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Slide 7:
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Slide 9:

Southampton
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This project is supervized by Dr Hanna Kovsholf, (hkavhoff@satonac uk).
The Uriversity of Southarmpton Research Ethics Comyittes has granted ethical spprovsl for this reearch study
ERGO rurmber 22435 Date: 130524 Versior: 20

U=
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Appendix D Participant Information Sheets

D.1

Participant Information Sheet for Students:

&k

v Participant

University of
@Southumpton

information sheet

Who is the researcher?
Hi, my name is Laura Salmon.
| used to be a teacher, and worked with many
autistic young people. | am now training to be an
educational psychologist.

| am passionate about listening to the

views of autistic young people and W
involving them in decision making that "r‘j
affects them. Bl

Why is the research important? [
v
It is important for schools to learn about some of

the challenges that young autistic people face in
school, as well as things that support them, from
the perspectives of autistic young people.

It is hoped that this research will dermonstrate how
schools can listen to autistic pupils and work
together to share knowledge and raise awareness
of neurodiversity.

What will happenif | take part?

This project will involve several meetings at school.

These will include:
« Getting to know each other
» Discussing the Fizzacc resources 888
+ Deciding how to develop/share them
* Deciding how to gather the views of pupils
« Deciding how to share the findings

You will also be asked about your experience of the

project, through a questionnaire or interview.

What is the research about?
Recently, a group of autistic girls and a researcher
created some exciting resources to raise
awareness of autism in girls in schools.

Fizzacc

Now, this current research aims to explore how a
group of autistic young people (and adults chosen
by them) can work together to decide how to
develop and share these resources in their school.

Why have | been asked to
participate?

You have been asked to participate in this project
because you have a diagnosis of autism or you
self-identify as autistic.

How will you help me to be

comfortable?
| will do my best to help you to feel comfortable
throughout the project, by offering regular breaks,
communicating with you in a way that is best for
you, and always listening to your views.

If you change your mind about participating in the
project at any time, please just let me know. It is
absolutely fine to pause or stop being involved. It is
always your choice.

"

The University of Southampton Research Ethics Committee has granted ethical approval

i 2= ERGO number: 92436
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for this research study.
Date: 25.03.2024

=]

Version: gO




Appendices

D.2 Participant Information Sheet for Parents/Carers:

e University of
9 @Suuthumpton

Participants’ Parent/Guardian Information Sheet

Study Tithe: 4 partapatory study exgploring the implementation process and disseminabeon of materals amed a1
rEENg awaneness of autstic g expenences (0 malnsteam sacondary schools

Ressarcher Laura Salmon

Ressarcher's superviscrs: Dr Hanna Kovshoff - Assodate Professar of Devslcomantal Pepchalogy and the
Deputy Head-Education, Schacl of Prychology

Dr Hgary Wood-Downig - Educational Peychology Academic and Professicnal Tuler

Frofessor Sarmh Parsons « Professar of Autism and ndusion, Southarmpton Education Schocl

ERGD number: 32435

Yowr child has besn imited to take part in the above ressarch study: To help you dedde whether you would like
your child o tale part ar not,  is important that vou understend why She resescch is being done and what it wi
irvalve. Please read the information beiow carefully and ask questions i amything is not cesr o # you would ke
mare informatisn befare you decide for your child 4 tales pact in this resescch You may lile bo dssms # with
oifers, Bt it is up o you o deride whether yawr child can take part 12 @ impactant that you oplain ta your dhild
what it irvabes and check that they s Rapay i be pact of the research. i pour child is nat kasoy o be part of
the ressareh, it is impartant o respast thair decmon. i yaur child & hasgy to parsspate, you will need o give
your czrsent and you will be asked o sign & consent farm

What is the research about?

The researcher. Laws. is in her second year of @ doctoral couwse in Edumational Peychology, training 2 ba an
Educatizral Pyahelogist Laura has previewsly worked as a teacher In specal educabonal needs sehool saitings
and s passionate about pramoting the vouoe of autistic young pecgle. as well a8 supporting their imschamant in
daciEon-making

#5 part of the doctoral Eraining, Laurs is conducting a thess research project within the Autism Community
Hesearch Nebwork @ Southampban (ACoENE). The aim of the project is to eplore baw & group of autistic
pupils, school sta¥, and parents. (the implementation team)), can wark '_ugl‘_hlr bo imolernent and dizsseminate
rmateria's aimed 8 incressng poareneds of autishic gid's expedences in mairstream secoadany schoals.

Thess matesisls wire previously co-created By a ressanch groug kaown a2 Fizzass', which consiated of six
mutistiz girfs and ore researcher [Dr Chine Exet) at the University of Sauthampian. Tre gids egloned their
fealings and epariences of their transtion 1o seasndary school and created & vaniely of nessunces highlighting the
chaliznges they fazed and the strateges pronisions that were mast sugpartive and effectve for them. Flases sss
the resources on the ACoRNE webste (hitps://acorrs-sodon.ong ui/ 2022/03fzacc-informaten)) as well as
selected screenshots atiached to this information sheet

Lawra's current research will imvobae gatharing the views of the imglementation team membars, with regar o the
develcpmaent and defiveny of Fazecs rescuroes within school. Lawrs wil also gather the views of puplls in te
wider school about the conbent and defvery of these msources. ks hoped that this research will uncover some
of the zucoeszes, chlIt"gl:, ard $.sure directioms. in berms of Using Cco-ceabes MESOUICRS within schiools, o s
avaneness and understanding of neurcdrersity.

Why has my child been asked to participate?

Yo have bean agproaches for pour child ba be pact of this ressacsh ge dhey siband

and ether have & diagnoss of sutism or idertfy B8 an autete young pesen. The resa s eaid liee Ba
include and hear the voices of amy sutiste young persan/persan wha identfies as adiste

[13.05.2024] [Version 2.0] [Ethics number: 92436]
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What will happen to my child if they take part?

Being part of the implementation tzam wil imvohee aporosdmately seven one-hour mestings over the
Autumny/Spring term. These meetings will be held within your child's schocl setting and will take plaos during the
schoal day. The implementation team will initialy indude autistic pupils wheo have signed up to the research, and
Laurs, the reszarcher. The pupils will discuss who elss they might Fke to imvite to the team, induding members of
staff, parents, and members of the wider community. Thess meetings will indlude introductions and rapport
ouilding, sharing and discussing the Fizzace rescurces, deciding how 1o implement the resources in schoal,
deciding howr ta gather views, discussing the work produced by other pupils, and deciding upon how ta
disseminate the findings.

Your child will also be imvohed in completing a questionnaire, 1:1 interdew, ar a foous group with other members
of the implemen@ation tzam, depending on their preferred method. They will be asksd questions zbout their
experience of being in the group, what has worked well, and what could have gane better. Interviews will taks
place in = private space within schoal, or online on Microsoft Teams if they prefer, and will last na longer than 60
minutes. Your child can leave the interview at any paint if they wish to.

The intervews will be video, or audio recorded. This is because. Laurs, the researcher will mot remembar
everything your child has to say, and it is impertant to incude what they have said and the way they have said it.
The recardings will be written up and deleted onos the ressarch teach has chackes them.

Your child may also ke imahwed in sharing the findings of the project during the Sgring term.

Are there any benefits in my child taking part?

four child may find it benefidal to leamn about the school expeniences of other autistic young people, discuss their
own experences of school, and consider ways inwhich they would R others to lesrm about such sxperences.
Yowr child might enjoy the experiencz and may find it empowering to be imwheed in meaningful school-wide
decision-making processes.

Thers may be 2 berafit to other autistic young people. The ressarch might shape future decizion-making and
implementation of resources training within schools, with the voice of autistic pupils at the centre.

Are there any risks involved?

Fartidpation in the resesrch group will imvohee several mestings to dedde upon how best to implement the
resources, discuss the process and outcomes, and disseminate the findings of the resesrch project. This process
will imvohve investment from each member of the t2am and will mezn missing some lessons/zspacts of the school
day. A flexible approach will be tken by the researcher, offering 2 range of Smings and providing options for
both in-person and virtual mesetings with the aim of redudng disruption.

In additian o time demands, there may alsc be the risk of participant discomfort, in terms of discussing sensitive
topics, and the social/communication demands of the process. Every effort will be taken to build rapport with
members of the group, and to encourage dislogue throughout the process, =o that Laurs is best ab's to support
individuzl needs. This will imvolve providing options for in-perscn/remote engagement, providing meeting agendss
to clarify expectstions, discussing preferred communication methods/tools that are supgortive (2.9., visuals), and
ghing choioe over mesting settings, timings. and bresks.

Laurs and the research team will try their best to help your child feel comfortable throughout the research
process. They wil listen to your child and show the utmost respect of their views and contributions. IF your child

becomes upset during the process, Laura will support them by giving them time and Iaslcirg hover they may be
zhle to helg them in the moment.

[13.05.2024] Version 2.0] [Ethics number: 02436]
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Laura will debrief your child after their involement and will signpost them ta further support if necessany. You wil
zlso recaive copies of the debrisf form. Senices that coule be contacted foliowing the research indude

What data will ke collected?
Dizts will be collected by the research team including:

*  The pre-guestionnaire — this will colect demographic information about your child anomymeusly, and this
will b2 used o0 support data anabysis. This will indude questions about gender, age, ethnicity, whether
your child has 3 dizgnosis of autism or self-identfies as autistic, ard other developments’ diagnoses.

*  Consent and assent forms — thesa will indlude your name, your child's name, and signatures. On the
zssant form, your child will also be askec to provide an emall adoress, so that they can be contacted
throughout the project where necessary, .., to confirm meeting dates.

*  |nteriews/focus groups — these will be recorded anc written up s & transoript from the recordings by
Laura, the researcher, or a research assistant within the university. The recordings will be deleted ance

the ransoripts have been checked.

The anomymaus pre-guestionnaires, consent and assent forme, recordings, and all other information related to
this project will be kept secumsly on 2 password-protected university server. |f physical copies of forms are
completed, these vill be scanned onto the university server and physical cogies will then be destroyed.

Will my child's participation be confidential?

The information we collect about your child during the course of the reseanch will be kept confidential by tha
research team. Within the schocl context, it is unlikely that your child's partidpation in the project will remzin
confidential, due to meetings baing held during the schoal day and your dhild’s imobvement in the dissemination
of reszarch findings.

Diata collected fram wour child will be pseudonymised by linking a chosen pretend name to their real name in
separate documents. Only members of the ressarch team will have acoess to thess doouments.

COnby members of the ressarch tzam and responsible members of the University of Southampton may be given
access bo data sbout your child for menitoring purposes and/for to camy cut an audit of the study to ersure that
the research is complying with applicable regulations. Indiiduals from reguistory authorities (pecgle who check
that we are carmying out the study correctly) may require access to your data. Al of these people have 2 duty to
keep your information, as a research partidpant, strictly corfidential.

Does my child have to take part?

Ma, it is entirely up o you o dedde whether or not your child can take part. if you decide you want your child to
tzke part and they are hapgy to, you will need to sign a consent form to show you have agreed for your child to
tzke part. Fesearchers will ask your child far thair written zssent too.

If you wish for your child to take part, please complete the Microsoft Farms consent form {there is also a child
‘assert’ form for your child to complete] . Atematively, if you would like 2 copy of the form sent to you via email
ar post, please emal Laura,

[13.05.2024] Version 2.0] [Ethics number: 924361

105



Appendices

N University of

Southampton

BT =

What happens if my child changes their mind?
Your child has the right to change their mind and withdraer at amy time w
withdraer your consent prior o the interviewfoous. group taking place and

Laura {a3g1 4fi=oton.ac uk)

If your child withdraws from the study,
the purposes of achieving the DI:_E-__J'
destroyed.

hout giving 2 reason. You can akso
must inform the researcher by emailing

il keep the "1f-r— =ticn about them that we have slready obtained for
of the study only. All identifiable information abaut them will ke

What will happen to the results of the research?

The results will b2 writhen up for the project and submitted to the university as part of the doctoral course
reguirements. There is a possibility that the project may be published. I you or your child would like a cogy of the
finzl repart, then pleass let Laura knows ard this will b2 made availabls o oyou.

Your child’s personal details will nat be induded in the write-up of the findings, and instead their pseudorym will
be referred to. Research findings made avalzble in any reports or publications will net include information that
can directly identify your child without your sperific consent

Where can | get more information?

If you have ary questions sfter reading this information sheet or reguire any further irformation, then please
contact Laura Salmeon (la3gt 4fisctonac.uk). You may also contact members of the research supervisory team
{Dr Hanna Kowshoff - hkowshofffisoton.ac uk: Or Hanry Wood-Downie - henry wood@scton.ac uk; Professor
Zarzh Parsors - siperzonsifscton.acuk).

What happens if there is a problem?

If you have a concern about any aspect of this study, you should speak to the resezrcher (Laurz Salmon;
iz3g1 cton.ac ukhor a member of the research supanvisory t2am, who will do their best to answer your
guestions.

If you remain unhappy or have a complaint about ar_-,f aspect of this study, pleass :\:\n'zu:t the University of
Southampion Hesd of Besearch Ethics and COinica! Governance (023 8058 =058, rgoinfoffscton.ac uk)

Data Protection Privacy Motice

The University of Southampton conducts ressarch to the highest standards of research integrity. As a publidy
funded organisation. the University has to ensure that it is in the public interest when we use persana’y
dentifiznle information sbout people who have agreed to tske part in research. This means that when you agres
for your child to take part in a research study, we will use information about them in the ways needed, and for
the purposes specfied, 1o conduct and complete the research project. Under data protection lzw, ‘Parsana’ data’
means any information that relates to and is capsble of identifying 2 Iving individual. The University’s data

protection policy governing the use of personal data by the University can be found on its website
! rotection-and-faoi.

[13.05.2024] Version 2.0] [Ethics number: 92436]
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This Participart Irformation Sheet tells vou what data will be collected for this project and whether this indudes

any personal data. Please ask the reseanch team if you have any guestions or are undlear what dats is being

collected about your child.

Our privacy notice for research partidpants provides more information an how the University of Southampton
collects and uses personal data when your child takes part in one of our research projects and can be found at
nttp:/ fwsee southampton.ac uk/sssets/‘sharepaint fintranet//ls/Public/Besesrdh %2 0an Olntegrity% 208 v
20Mctice,/Privecy®2 0Motice® 2 Cfor%2 0Fesearch % 20Farticipants pdf

Ay personal dats we oollect in this study will be used only for the purposes of camying out cur research and will
be handied according to the University's policies in line with data protection law. If any personal data is used from
which your child can be identified directly, it will not be disclosed to amyone else without your consent unless the
University of Socuthampton is reguired by law to disdose it

Dists protection |aw reguires us to have 2 valid legal resson (Jawful basis”) to process and use your child's
Fersonal data. The lawful basis for processing personal information in this research study is for the performance
of a task caried out in the public interest. Persora! data collecied for reseanch will not be used for any other
purpose

For the purposes of data protection law, the University of Southampton is the ‘Data Controller’ for this study,
which mezans that we are resporsible for keoking afier your child’s information and using it properdy. The
University of Southampton will keep identifiable information about your child for 10 years sfter the shudy has
finished after which time any link betwean you and your child’s information will be removed.

To safeguard your child's rights, we will use the minimum persanal dats necessary to achieve our research study
objectives. Your child's data profection rights — swch as to access, dhange, or fransfer such information - may be
imited, honwever, in order far the research output %o b= reliable and acourate. The University will not do arything
with vour child's personal data that vou would not reasonably expect.

If you hawve ary questions about haw your child's personal datz is used, or wish o exercise any of your rights,
olease corsult the University's data protection webpage (hitps:/ e southampton.ac uklegalsenices what-we-
doydata-protection-and-foi page) where you can make a request using cur online form. f you need further
zssistance, please contact the University's Data Protection Officer (data protecionffscion.ac k).

Thank you for taking the time to read this information sheet and considering your child to take part in
the research.

[13.05.2024] [Version 2.0] [Ethics number: 92436]
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D.3 Participant Information Sheet for Adults:
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R, Southampton

Participant Information Sheet — Adult Version

Study Title: A participatery study explaring the implamentation process and Sssemination of materia’s amed at
ralsing awareness of Butetc girls’ experences in mainstresm sesandary schoals,

Researcher: Laura Salman

Researcher's supervisors: Or Harna Meovene# - Assocate Professor of Developmental Peycholegy and the
Deputy Head-Educaiion, School of Peychology

Dir Henry Wood-Oownie - Educational Psychology Academic and Professional Tutor

Frofessor Sarah Farsons - Professor of Autism and Inclusion, Southampton Education Schocl

ERGO number: 52422

You have been invited to take part in the above research study. To help you decide whether yau would like o
take part o ned, it is impartant that you vnderstand wiy the reseasch & being cone and whak it will imeshe
Fleaze read the information below carefully and 2sk guestions if anything is mot clear or if you weuld like mare
information before you decide to t=ke part in this ressarch. If you are happy to partidpate, you will need to gve
your consent and you will be asked to sign a consent form

What is the research about?

The ressancher, Laurs, is in her second vear of = doctoral cowse in Educational Peychology, training to be an
Educationz! Peypchologist Laura has previously wordked 25 a teacher in specsl educational needs schoo! ssttings
and is passionate about promoting the voice of autistic young people, as well as supporting their imaohement in
decision-maxing

Az part of the doctora! training, Lawrs is conducting a thesis research project within the Autism Community
Ressarch Mebwork @ Scuthampton [ACSRNE). The aim of the preject is to exglore how a group of auvtstic
pupils, school staff, and parerts (the implementation team), can work together to implement and disseminate
materials amed at increasing awareness of autistc girl's expenences in mainstream seconsany schools

These materials were previously co-crested by a resesrch growp known as Sizzacc, which consisted of six
autistic gifs and one researchar (DOr Chioe East) at the University of Southampton. The girls exploned their
feelings and experiences of their transition o secondary school and created a variety of resources highlighting the
chalenpes they faced and the strategiss/provisions that ware mast supportve and effectve for them. Flaase ==
the resources on the ACoRNS website (hitps://apoms-sotononguk/ 2022/ 03 fizzacc-nformation)) aswell as
selected soreanshots attachad o this information shest.

Laura's current researcn will imvolve gathering the views of the implementation team members, with regand to the

development and delivery of Fizzaoe resources within _aum v 2l=3 gather e viens
af pupils in the wider schoal about the content and delivary of these resources. It is hoped that this research will
uncover some of the successes, chalenges, and future directions in terms of using co-created resources within
schozls, to ralse avareness and uncerstanding of newradiversity

Why have | been asked to participate?
Yoo have Been approsched b= b past of this reseanch &8 pusils who are abeasy part of the implemestation beam
have communicated that they would like vou o be imahsed.

[13.05.2024] [Version 2.0] [Ethics number: 02436]
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What will happen if | take part?

Being part of the implemantztion t2am will imwabie approdmataly seven ans-hour mestings over the

Autumn/Spring term. These meetings will be held within m—»ﬂ will ©ake place during the
schoal day. These meetings will indude intraductions and rappart Building, sharing and discussing tha Fizzase

resources, cecding howe to implement the resources in school, dedding how to gather views, dscussing the work
produced by pupils, and dedding upon how to disseminate the findings.

You will also be asked to complete a questionnaire or parfidpate in a 1:1 intenvew or foous group with other
members of the implementaton team, depending on ther preferned method, You will be asked guestions about
your experience of being in the group, what has worked well, and what cauld have gone better. Interdews will
t=ke place in 2 private space within schoal, or anline on Micrasaft Teams if preferred, and will last no longer than
&0 minutes. You can leave the interview at amy point i you wish to.

The interviews will be vides, or audic resarded. The recandings will be witten up and deleted once the research
teach has checked them.

ou may zko be asked to be involved in sharing the findings of the projedt during the Sgring term.

Are there any banefits in my taking part?

ou may find it benefical 1o learn about the school experiences of autistic young pecple. and the vays in which
they would ks athers to lezm about such exgeriences. |t is hoped that you will enjoy the experience, and that
you will find it empowering to be imsohed in collaborative and meaningful school-wide decision-making
procssses

The research might shape future decision-making and imglementation of rescurces/training within schaools. with
the weoice of autistic pupils at the centra.

Are there any risks involved?

Farticipaticn in the research group will imobe several meetings to decide upon how best to implement the
resources, chscuss the process and outcomes, and dissemingte the findngs of the resesnch project. This process
will invelve imvestment and time commitments from each member of the team. A flesible approadh will be Eken
ty the researcher, offering 2 mnge of timings and providing aptions for both in-person and viruz! mestings with
the aim of reducing disruptian.

In addition 4o tme demands, there may also be the risk of participant dissomfart, in terms of learning about the
difficulties that young peogle may be fading, and the supgport that may not asrrently be in place. |t is hoped,
however, that imvchement in this process will create posithve future change for autistic young people and will
therefore ba enriching.

Lzura and the research team will try their best to help you 1o feel comiomable throughout the research process
We will listen to vou and show the utmicst respect of youwr views and contributions. Fyou do reguire a break:
during the process, you can pause your imvohement at smy ime:

Laura will debrief you after your invelvernent and will signgost you to futher suppent  necessary. Sendces that
ould be eomiasted fellowing the research indude:

- S Pvewror educationsy Oigu -hel far- helplin
* bitos [funy mind crg uk/informatice-suppor he chnes
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What data will be collected?
Diata will be collecked by the reseanch team including:

#  The pre-questionnaire — this will collect demographic information about you anamymousty, and this will
be used to support data analysis. This will include questions about gender, age. sthnidty, and
developmantsl diagnoses.

®  Consert forms — these will incluge your name and signsture. On the corsent form, you will also be asked
to provide an email address, so that you can be contacted througheout the project where necessany. 2.q.
ta confirm mesting dates.

®*  |ntenviews/focus groups — these will be recorded and written up 2= a transoript from the recordings by
Laurz, the reszarcher, or 2 research assstant within the urversity. The recordings will be deleted orce
the ransoripts have been checksd.

The anomymaus pre-guestionnaires, consent forms, recordings, and all ather information related to this project
will be kept securely on a password-protected university server. If physical copies of forms are completed, thess
will be scanned onto the university server and physical copies will then be destroved.

Will my participation be confidential?

The informaticn we collect about you during the course of the researdh will be kept confidential by the reseanch
team. Within the schoal contesd, it is unlikshy that vour participation in the project will remain confidentizl, due to
meetings being held during the schocl day and your invobvement in the dissemination of research findings.

Data collected fram you will be pseudorymised by linking & chosen preterd name to your resl name in separste
documents. Cnly members of the ressarch team will have acoess to these documents.

Cinly members of the research tezm and responsible members of the University of Southampton may be given
acress to data shout you for monitoring purposes and/or to carmy out an audit of the study to ensure that the
research is complying with applicable regulations. Indiduals from regulatory authorities (people who chade that
wa are camying ot the study comectly] may require access to your data. All of thess people have 3 duty to keep
your information, as a research participant, stricthy confidential.

Do | have to take part?

Ma, it is entirely up b0 wou b0 decide whether ar not vou would like to ke part. F vou decide vou want to Bke
part, you will need to sign a consent form to show you have agreed wsing the Microsoft Forms link. Altematively,
if you would ke 2 copy of the form sent to vou viz email or post. please email Laura.

T goda

" ¥ 1
https:/fforms.office.comy/e/8GLW4 BFFdL

What happens if | change my mind?
You have the right to change your mind and withdraw at any time without giving a reasan. You can also withdraw
your consent prior to the inteniewfocus group taking place and must inform the researcher by emailing Laua

(iz3g1 #f=aton.acuk).

i you withdraw from the study. we will keep the information about you that we have slready obiained for the
purposes of achieving the objectives of the study only. All identifiable information about you will be destroyed.

[13.05.2024] Wersion 2.0] [Ethics number: 92436]
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What will happen to the results of the research?

The results will be writben up for the project and submitted to the university as part of the doctoral course
reguirements. Thare is a possibility that the project may be published. I you would like a cogy of the final regart,
ther please let Laura know and this will be mads ava’able o vou

four parsonal details will not be induded in the write-up of the findings, and instead your pseudonym will be
refermed to. Research findings made available in ary reports or publications will not incude information that can
directy identify you without your sperific consent

Where can | get more information?

If you have amy questions after reading this information sheet or reguire any further information, then pleass
contact Laura Salmon (ia3gl ctonac.uk). You may also contact members of the research supervizary team
{Dr Hanna Kowshoff - h.kowshofffisaton.ac uk; Or Hanry Weood-Downie - hennywoodifisoton.ac uk; Frofessor
Sarzh Parsons - s personsfsoton.acuk).

What happens if there is a problem?

If you have & concem about any aspect of this study, you should speak to the resesrcher (Lauwra Salmon;
2301 4fscton.ac.uk)or = member of the research supervisory team, who will do their best to answer your

Juestions.

If you remain unhagpy or have a complaint about any aspect of this study, please contact the University of

Southampton Head of Research Ethics and Cinica! Governance (023 2058 058, rgoinfosoton.sc uk].

Data Protection Privacy Notice

The University of Southampton conducts research to the highest standards of ressarch integrity. As & publidy
funded orgarisation. the University has to ensure that it is in the public interest when we use personaly
identifiznle information sbout pecple whao have agreed to tzke part in research. This means that when you agree
to take part in & research study, we will use information about you in the ways nesded, and for the purposes
spedfied, o conduct and complete the ressarch project. Under data protection lzwy, ‘Personal data’ means any
information that relates to and is capable of identifying a living individual. The University's data protection poficy
govemning the use of personal data by the University can be found on its website

{httgs:/fevew. southampton ac.ulkdlegalsenices fwhat-we-do/data-protection-and-foi. 1.

This Participant Infarmation Sheet tells you what data will be collected for this project and whether this indudes
=y personal catz. Flease ask the research team if you have any guestions o are uncear what catz & being
collected about you.

Qur privacy notios far research partidpants provides maore information on howe the University of Southampton
collects ard uses perzonal data whan you take part in one of cur research projects and can be found at
nttp: fenen southampton.sc uky'sssets ‘sharepaint/intranst/lsFublic/Ressarch®20an i
20N oticePrivecy %2 0Motice% 2 Ofor% 20Research % 2 0¥ articipants. pdf

Arry personal data we oollect in this study will be used onty for the purposes of camying out our reseanch and will
be handled acconding to the University's policies in line with data protection law. f any personal data is used from
which you can be identified directly, it will not be disdosed to amyone else without your consent unless the
University of Southampton is reguired by lawr to disclose it

Dizta protection [zw reguites us to have 2 valid legal reason (lzwful basis’) to process and use your personal
data. The lzwful basis for processing personal information in this research study s for the performance of a task
camried out in the public interest. Persona data collected for research will not be used for any other purposs.
For the purposes of data protection law, the University of Southampton is the ‘Data Controller’ for this study,
which means that we are responsible for looking after your information and using it property. The University of

[13.05.2024] Wersion 2.0] [Ethics number: 92436]
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Southampton will keep identifizble information about you for 10 years after the study has finished after which
time any link between you and your infarmation will be removed.

To safeguard your rights, we will use the minimum personal data necessary to achisve our ressarch study
objectives. Youwr data protection rights — such as to access, change. or transfer such information - may be limited,
however, in arder for the research output to be relizble and accurate. The University will not do anything with
wour persanal data that you would not ressonably expect

If you have amy questions about how your persanal data is used, or wish to eerdse amy of your rights, gleass
consult the University’s data protection webpage (https:/ v southamgton.ac uk/legalserniceswhat-we-
doy'data-protection-and-foi page) where you can maks a request using cur online form. If you need further
assistance, pleass contact the University's Data Frotection Officer [data protedtionfiscton.ac uk).

Thank you for taking the time to read this information shest and considering taking part in the

research,

[13.05.2024] [Version 2.0] [Ethics number: 92434]
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Appendix E Assent and Consent Forms

E.1 Student Assent Form

Pupil Assent Form

Study Title: & participatony study exgloring the implementation process and dissemination of materials
simed at raising awareness of autiztic girls’ experiences in mainstream secondary schoaols.
Thank you for your interest in this study.

It is wery important to us to conduct our studies in line with ethics princdples, and this form asks you to
confirm if you agree to take part in the above study.

Please read the statements below and add your initials and signature only if you agree with the statements
and are happy to participate in this research.

Assent Statemenis Initials
| have read/listened to the FParticipant Information Sheet [version 2.0, =)
dated 25.03.2024. | know what the study is about and what | need to do =L
to take part. (=)
| have been able to ask questions about the study. @ﬂ@ @
R

| know that | do not have to take part if | do not want to.

| know that | can stop taking part at any time if | don't want to do it
anymore. @

| know that | do not have to answer any questions that | do not want to
answer.

| understand that taking part in this study may involve voice or video
recordings. | know that that these may be viewed by researchers REC
working on the project, and that they will be deleted after the things

that are said have been typed up.

If I take part in a group interview, | understand that we will be asked not J_
to talk about things that other people have said. )

| know that the things | say might be written in a research report. |

know my pretend name will be used rather than my real name.

| agree to take part in this study.
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Optional Assent Statements

If | take part in a solo interview, | would like to receive a copy of my
interview script to check through before it is included in the study.

| ' would like to receive a copy of the research findings once this study is
completed.

Mame of young person Signature Crate
Schoel email address of young person

Laura Salmon

MHame of person taking consent Signature Crate
Ethics/ERGO numbar 82435

Version and date: liemion 20 713052024
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E.2 Parent/Carer Consent Form

Parent/Carer Consent Form — Implementation Team

Study Title: & partdpstory study explaring the implementstion process and disssmination of materisls aimed at

raising @warensss of autstic grls’ experiences in mainstream s=oondary schoals.

Ethics/ERGD number: 32438

Wersion and date: ‘ersion 2.0, 13.05 2024

Thank you for your inberest in this shudy. It is very important to us bo conduct our studies in ling with sthics principles
and this Consent Form asks you to confirm if you agree for your child to ke part in the above study. Please carsfully
consider the statements below and add your initials and signature only i you agree for your child to partidpate in this

resgarch and understand what this will mean for them.

Please add your initials to the boxes below if you agree with the statements:

Mandatory Consent Statements. Initials

| confirm that | have read/listened to the Participant Information Sheet [version 2.0], dated
13.05.2024 explaining the study sbowve and | understand what is expected of my child.

| was given the opportunity to consider the information, ask questions about the study, and all my
guestions have besn answered to my satisfaction.

| agres for my chi'd to take part in this shudy ang understand that data collected during this ressarch
project will be used for the purpose of this study.

| urderstand that my child's participation is wolurtary and that my child is free to withdraw from this
shody at any time without giving a resson.

Additional Statements - please add your initials in the boxes below you to agree to:

Section A: Pupil Participant Information Sheet

| confirm that my child has read/listened to the Participant Information Sheet [wersion 1], dated
15.03.24, gxplaining the study above and that they understand wihnat is expected

Saction B: Audio/Video Recordings and Transcripts

| urderstand that taking part in this study may imohe audiofvides recording via Microsoft Teams.
am happy for my child's interview to be recorded and understand that the recording will be deleted
mmediztely once ranscrigtion is checked and completed.

Section C: Group Interviews/Focus Groups

| understand that my child's confidentiality and anonymity cannot be guamntesd in group
ntervievss/focus groups but that any information collected by the ressarcher{s) will be kept
confidertial (unless it needs to be disclosed by law), and that participants will be asked to keep the
discussions confidential.

| understand that my child will be asked to keep the information discussed during the groug
nterviews,focus groups confidentizl.

Section O: Withdrawal of data
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| understand that if my child withdraws from the study, information that has already been obtained
will be kept for the purposes of achieving the chjectives of the study only. All identifiable information
zbout my child will be destroyed.

Section E: Sharing of data and future usa

| urderstand that all persanal information collected 2bout my child {e.g., name and contact detsils)
will b2 kapt confidential (i, will not be shared beyond the study team) unless required by law or
relevant requlations (2.q., for the purpose of monitoring the safeby of this study).

| understand that my child's anonymised data collected during this study will be shared with ressarch
pariners collaborating on this ressarch.

| urderstand that my child’s anonymised data collected during this study will be archived in a data
repository so that it can be used for future research and learming.

| understand that my child's audic/video recordings may be shared with research pariners
collzborating on this reseanch.

Optional Statements - please only add your initials in the boxes you wish to agree to: |

Dptional Consent Statements

If the study imohwes sclo audio/fviden recordings, | wauld like to receive 2 copy of my child's interdew
transcript to check through with them before it is induded in the study.

| wrould like to receive a cogy of the ressarch findings once this study is completed.

Marme of parentfcarer Signature Date

Email address of parantfcarar Mame of child

Laura Salmon
MHame of person taking consent Signature Date
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E.3 Adult Consent Form

Adult Consent Form — Implementation Team

Study Title: & partidpatory study explaring the implementstion procsss and dissemination of materizls simed at

raising awareness of autistic girls’ experiences in mainstream secondary schoals.

Ethics/ERGC number: 32432

Vearsion and date: Version 20, 1205 2024

Thank wou for your interest in this shudy. It is very important to us o conduct our studies in line with ethics principles
and this Consert Form asks vou to confirm if you agres o tzke part in the above study. Please cargfully consider the
statements below and add your initials and signature only if you agree o partcipats in this research and understand

what this will mean for you.

Please add your initials to the boxes below if you agree with the statements:

Mandatory Consent Statements Initials

| corfirm that | have read/listened to the Farticipant Information Sheet [2.0], dated 13.05.2024,
explaining the study above and | understand what is exgectes of me

| was given the opportunity to consider the information, ask questions sbout the study, and all my
guestions have besn answerad to my satsfaction.

| agres to take part in this study and undarstand that data collected during this research project w
oe used for the purpose of this study

| understand that my parficipation is voluntary and that | am free to withdraw from this study at any
time without giving 2 reason.

Additional Statements - please add your initials in the boxes below you to agree to:

Section A: Audio/Video Recordings and Transcripts

| urderstand that tsking part in this study may invohe audio/videa recording via Microsoft Teams.
am happy for my interviee to be recorded and understand that the recording will be deleted
mmediztely once ransoiption is dhecked and completed.

Section B: Group Interviews/Focus Groups

| urderstand that my confidertiality and anonymity cannct ke guaranteed in group interviews/foous
groups but that any information collected by the ressarcher(s) will be kept corfidential (unless it
needs to be disdossd by law). and that participants will bz as«<ed to kesp the dscussions
confidential.

| urderstand that | will ke asked to keep the information discussed during the group intensews/foous
groups confidentizl.

Section C: Withdrawal of data
| urderstand that if | withdraw from the study, information that has already been obtained will be kept
for the purposes of achisving the chiectives of the study only. All identifiable information zbout me
will be destroved.

Section [ Sharing of data and future use
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| understand that all personal information collected sbout me (2.g.. name and contact detsils) will be
wept confidentizl (ie., will not be shared beyond the study team) unless reguired by law or relevant
regulations (e.g.. for the purpose of monitoring the safety of this study)

| understand that my anonymised dats collectad during this study will be shared with research
parmers collaborating on this ressarch.

| understand that my anonymised dats collected during this study will be archived in & data repositary
so that it can be used for future research and leaming

| understand that my sudiofvides recordings may be shared with research partners collaborating an
this research.

Opticnal Statements - please enly add your initials in the boxes you wish to agrese to:

Dptional Consent Statements

If the study imwhres solo audicfvideo recordings, | would like to receive 3 copy of my intensiew
transcript before it is included in the study:

| wiould like to recefve a copy of the research findings once this study is completed.

Hame Signature Crate

Email address

Laura Salmeon

MHame of person taking consent Signature Crate
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Appendix F Demographic Form

Pre-Questionnaire

Study Title: & partidpatory study explaring the implementstion process and dissemination of materzlz
a'med &t raizng awareness of autistic grls’ experiences in mainstream s=oondary schools.

Ethics/ERGD number: 22432

Version and date: Yersion 1, 15.03.24

Thark you for agresing to tEke part in this research study. | @ pleased that you are t=4dng part

Flezse do not indude your rez! name on this document. Instead, please make up & pretend rame that
will represent you throughout the research project. Please includs this below:

Plesse complete the following details or z=lect "do not wish o say”.

.

What is your 2ge”

{ Do ot wish to say

Z. What is your gender?

{ Do not wish to say

3. What is your sthridty?

{ Do not wish to say

4. Do you have any developmentsl diagnoses?

_ { Do miat wish to say

5. Do you selfidentty as autistic?

{ Do naot wish to say

119



Appendices

Appendix G Participant Preferences Form

Participant Preferences

Thank you very much for agreeing to participate in this research project. Your participation is really
valued.

To help you to feel as comfortable as possible throughout the research process, | have put together
some questions below to find out more about your preferences.

Once everyone in the team has shared their preferences, we can develop a plan about how our
meetings will run so that everyone is listened to.

While it is likely that we will need to do some negotiating (e.g., when deciding on the location of the
meetings), | will always do my best to recognise and respect your views.

1. Whatis your name?

2. Would you like to meet with me individually online before we start our team meetings?

This would be an opportunity for us to introduce ourselves, talk about this .
form and your preferences, and discuss any questions you have. If you \‘\\
tick yes, | will email you to arrange a time for us to meet.

o Yes (I would like to meet with you individually before starting the project).
o No (I am happy to wait until our first team meeting).

3. Doyou have a language preference for the way you identify with autism?

o Person-first language ("l am autistic")
Identity-first language ("l have autism")
o No preference (I don't mind either)

o
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Would you prefer face-to-face or virtual meetings?

Face-to-face = ®
Virtual e
No preference (I don't mind either)

e |
@y @

1)

How would you feel most comfortable communicating during our meetings?
(You can select as many options as you would like to).

Talking

Using visuals (photos or symbols)
Writing

Typing

Drawing

It depends on how | am feeling

Is there anything that | can do to support your communication
during our meetings (e.g., providing symbols or photos,
providing options, giving you time to consider your answer)?

What would be the ideal length of our meetings?

0-30 minutes
30 minutes-1hour

Would you like us to have a short break during our meetings?

Yes
No
It depends how | am feeling

Are there any items or resources that you would like to bring along to our
meetings to help you feel more comfortable (e.g., fidget items, noise
cancelling headphones)?
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Are there any items or resources that would be helpful for me to r ‘
supply during our meetings to help you feel comfortable (e.g.,

fidget items, noise cancelling headphones)? .

Where in the school would you like our meetings to take place if they are

face-to-face?

If a meeting needs to be cancelled at any time, how would
you like this to be communicated to you? (Would you like me
to email you, or would you like a staff member to tell you? Is
there a particular time of day that would be best to
communicate this to you?)

Communicate.

Are there any cold snacks or refreshments that you would like me
to supply (e.g., particular biscuits or soft drinks)?

Do you have any food or drink allergies/intolerances that | should
be aware of?

Is there anything else that you would like me to know about your needs 2,."
or preferences before we start our meetings together? \
L
-
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Appendix H Team Building Activities

H.1 Team Strengths

- i Kind
friend
A=y
: G Deep , %
Quirky Perfectionist Berier Charming Organised
Good at
(jv‘i):: accepting Gomli o Gaod Entertainin
animals 5 athaiE ackof :
challenge patterns
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— g

‘Admire and ")
-
rather than ‘blame = &y
and shame’ I
’

Share the air

Y inspire’

H
f
H
H

Give space, give
time, and listen

Aand A
(Adding and
alternatives)

Openness and
honesty

(%

(about the project)

everyone’s needs,

Respect

preferences and |
boundaries

X !

Agree to
disagree

L4

E.L.M.O
(Enough, let’s
move on)

Confidentiality
and trust

N

t

Informed by the ‘16 Ground Rules for Group Work’ by Facilitator School (2025)
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Appendix|l Five Finger Communication System

Five finger communication system

Yay, | approve! Do it!

Meh, I’'m not thrilled, but I’ll
approve.

| am not sure. | need more
information or discussion.

| don’t like it, | won’t approve
it, but | can cope with it.

| hate this so much that |
can’t cope having my name
associated with it.

(Nicolaidis et al., 2011)

125



Appendices

AppendixJ Our Visions

J.1

J.2

Plan

Do

/2

= (D QUR VISION

—-M
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Tutor session 1

Tutor session 2

Introductory
presentation and
FIZZACC
video

ﬁ‘n

Masking artwork

True and false
questionnaire

v

Having watched the
FIZZACC video, please
complete the

questionnaire and then
discuss the answers as
a tutor group.

Story narrative
and questions

e

%
Fa

Please choose one of
the story narratives to
read as a tutor group
and then discuss the
questions at the end.

‘Autism Awareness Week’ Timetable

Tutor session 4

‘Autism Charter’
ideas

&

Please collate your
ideas for the

Autism Charter. We
will then read through
these statements and
choose between 5 and
10 to include.
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AppendixL FIZZACC Resources

L.1 FIZZACC video link:

https://www.youtube.com/watch?v=F2nvhAttpAU&t=1s
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L.2 True and False Questionnaire:

University of
@Southumpton

True or False Questionnaire

Circle to say which of these statements are true
and which are false.

sdla

X,

129

Qu 1. All autistic people avoid eye contact. True False
Qu 2. All autistic people are really good at Maths. True | False
Qu 3. Masking means hiding your traits. True False
Qu 4. Some autistic peop|e like bright |ights. True False
Qu 5. Being neurodivergent means that your brain doesn't
) . True False
work well as the brain of a neurotypical person.
Qu 6. A meltdown happens when someone doesn't want
. . True False
to do their work in class.
Qu 7. aoys are more |i|(e|y to have an autism dio.gnosis True Folse
than g|r|s.
Qu 8. If your friend has shut down the best thing to do is
. ; True False
try to cheer them up by te|||ng them Jokes.
Qu 9. The autism spectrum means that some peop|e are
very autistic, and some peop|e are 0n|y a little bit True False
autistic.
Qu 10. Being autistic means you are better at some things
- True False
than non-autistic peop|e.
For mare in{ormcﬂion, you are welcome to visit https://ucorns—soton,crg,uk/
2 2023 by Chloe East, Hanna Kovshoff, Sarah Parsons is licensed under CC BY-NC-5SA 4. ° &
Flzzacc
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University of
@Southumpton

True or False Answers

Qu 1. All autistic people avoid eye contact. False

Many autistic people don't mind eye-contact, but some dont like it and find
neurotypica| peop|e wanting to stare at peop|e’s eye-ba”s rea||y strange!

Qu 2. All autistic people are really good at Maths. False

There have been films, TV programmes and books that have portrayed
autistic people as good at Maths and some are. But not all. There is as much
variety in the subjects that autistic pe0p|e like as neurotypico] peop|e.

Qu 3. Masking means hiding your traits. True

Many autistic peop|e hide their traits to fit into neurotypica| society. This is
more common in gir|s than boys which means that gir|s are less |i|(e|y to be
recognised as autistic than boys.

Qu 4. Some autistic people like bright lights. True

A|though many autistic peop|e find sensory input from bright |ights
overwhe|ming, many autistic pe0p|e don't. This is the same for other sensory
experiences. If you are not sure i your autistic friend is comfortable with the
sensory environment ‘they are in, ask them!

Qu 5. Being neurodivergent means that your brain doesn't
. . False
work well as the brain of a neurotypical person.

Neurodivergent peop|e'5 brains work differenﬂy s0 they are better at some
things than neurotypica| peop|e but find other things more difficult. Pe0p|e
with ADHD, Dyslexia and Dyspraxia can also be described as

neurodivergent.

For more in[ormﬂtion, you are welcome to visit https://acorns—soton,org,uk/

1 K © 2023 by Chloe East, Hanna Kovshoff, Sarah Parsons is licensed under CC BY-NC-SA 4.
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Qu 6. A meltdown happens when someone doesn’t want to do

their work in class. False

A meltdown hqppens when an autistic person cannot process the sensory
messages that are being received by their brain. It is not scmething they
have control over. To prevent meltdowns it is important for an autistic person
to be able to remove themselves from a situation where they feel the sensory
input is getting too much. This might be by wearing headphones to cope with
noise, using a fidget toy to refocus attention away from what is causing the
pr0b|em, or moving to a safe and quiet space until the meltdown is over.

Qu 7. Boys are more likely to have an autism diagnosis than

R True
girls.

More bcys are dio.gncsed with autism than gir|5, but we are starting to
recognise that because autistic girls have different traits than autistic boys
and because they are more |i|-<e|y to mask, they are less |ike|y to receive a
diagnoais or receive it when they are older. This means that they are not
getting the he|p they need and are often thought to have anxiety or other
mental health issues rather than be on the autism spectrum.

Qu 8. If your friend has shut down the best thing to do is try to

cheer them up by telling them jokes. Fale

Everyone responds to a shutdown dif‘ferenﬂy so it is best to ask what would
be most he|pfu|. If it is someone you don't know very well it is probab|y best to
make sure ‘they are in a quiet and calm environment and I(eep at a distance
until they feel better. Te||ing jokes can be hurtful and may be perceived as
offensive or ignorant.

~ For more information, you are welcome to visit https://acorns-soton.org.uk/
‘_n'ﬂ- d & 2023 by Chloe East, Hanna Kovshoff, Sarah Parsons is licensed under CC BY-NC-SA 4.
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Qu 9. The autism spectrum means that some people are very

autistic, and some people are only a little bit autistic. Fals

The autism spectrum is not a stro.ight line. Some autistic peop|e have more

difficulties with Friendships or emotions, some autistic peop|e have advanced
skills in focus or recognising patterns. What is easy in some situations may not
be in others. It is not he|p{u| to use labels like high Functioning for this reason.

Qu 10. Being autistic means you are better at some things
. 4 True
than non-autistic people.

Autistic pe0p|e often have excellent attention to detail. They often think in a
very visual way so they can be excellent at art. A lot of autistic peop|e have
hyper|exi:1 which means they can learn to read when they are very young.
Some autistic pecp|e see their autism as a superpower. There are a lot of
very successful autistic pecp|e such as the environmentalist Greta Thunberg,
the creator of Pokémon, Satoshi Tajiri and the professional quizzer from TV
show The Chase’, Anne Hegerty. Lots of other famous people such as Albert
Einstein are also thought to have been autistic even though we didnt know
about autism when he was growing up.

~ For more information, you are welcome to visit https://acorns-soton.org.uk/
Z;‘ Sl o © 2023 by Chloe East, Hanna Kowshoff, Sarah Parsons is licensed under CC BY-NC-3A 4.
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L.3 Story Narrative 1

I'VE ALWAYS BEEN GOOD AT WRITING ABOUT
DISASTERS AND DEATH.
MAGGIE'S VIEW (1)

| thought | get @ 5 in my English mock. That was my overall grade
for the paper. Everyone else in the class got 75 or 8s so in
comparison my grade looked really bad. | was confident they
would move me down a set. It wasn't until parents evening a
couple of days |later that they told me the breakdown of how I did
in each section. | know why | did badly on the reading section -
half of it was an emotion question and having stared at it for over
10 minutes | left it blank. It meant that | spent a lot more time on
the creative writing section. If | was going to lose marks for not
answering the question on the reading section | might as well use
the time productively. On the creative writing section alone |
would have got a 9. The writing prompt was for natural disasters,
and we were given a picture of a train on a rainy day for a
stimulus. | am really good at writing about disasters and death!

| used to get into a lot of trouble in my lessons, including a few
times which my mum didn't know about. It was never made official
because it wasn't really big things, but | used to get into trouble
for things like complaining that the lights were too bright. |
remember once, | didn't want to work with someone in the class
who | didn't like, so they said | would have a week's worth of
detentions. The only reason | didn't get them was that a teacher
who knew me quite well was walking past the room at the time and
stopped it. If he had been walking past 30 seconds later, | would
have been in so much trouble. | would get into trouble for not
answering questions quickly enough because | didn't have time to
process the questions let alone answer them.

Mum said that it was impeortant for me to tell my teachers in
advance about my autism diagnosis and how it affected me in my
lessons. Even though the school had copies of my diagnosis they
didn't share it with my teachers until | was in year 10 so it ended
up being my responsibility to tell my teachers. Otherwise | would

get into trouble for things that were out of my control. | was

worried because sometimes when people know | am autistic they

start to talk to me as if | was three.
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I'VE ALWAYS BEEN GOOD AT WRITING ABOUT

DISASTERS AND DEATH.
MAGGIE'S VIEW (2)

The two subjects where things were particularly difficult were English and Maths. |
would get in trouble in English for not being able to recognise emotions and
because | was in top set, they would assume | would be able to do it. My current
English teacher is really nice. She has probably helped me more than anyone else.

Whenever we have an emotion lesson in class she will come and help me. Because |

am in top set, | should be able to answer emotion questions myself, but she helps me
a lot. It is like trying to read a different language. You wouldn't put a college level
French test in front of someone who had never taken a French lesson in their life. It
would be impossible to answer.

A 08-ee
BC .

In year 8 my English teacher was also autistic, and she had an autistic daughter. She

spoke to me about it after the lesson. She knew where | was coming from a bit more
and didn't think | was using it as an excuse which some of the other teachers did.
She let me change the seating plan to let me sit where | felt most comfortable. |
didn't have her again after that year.

I still get into trouble in maths. Even though she knows | am autistic, my teacher still
doesn't get it. She seems to think that because everyone else can answer questions

at top speed, and | am also in top set that | should be able to answer at top speed.
She just shouts out random questions with no warning. There's no time to prepare for
that.
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'VE ALWAYS BEEN GOOD AT WRITING
ABOUT DISASTERS AND DEATH.

TEACHER PERSPECTIVE (1)

The English department trickled into the staff workroom in dribs and drabs. Most
clutching cups of tea. It was Sally Hughes' turn to provide the biscuits

could vsually k‘-c- relmd on to bnnq Jumpfhmq hryﬂemudr—- and d:—-l:
Web

She banged on the tuble with her pencil case in lieu of a gavel. “Ok. Let’s get
= mock exams and then make a plan to d
:tive groan and Miss Knight, unfortunate teacher of 8Y2
her face mth her hands and shook her head

first. Let's have a look at all those who ed 3 sublevels below th
. Shall we start with top set and work dewn? Fire away Mrs Hugh Mrs
w bb reaches for the first spreadsheet on the pile as Mrs Hughes opens her mark

book.

“Right. Firstly there is Nathan. His handwriting is so bad | could hardly read a

thing. Can we refer him for special cons to use a laptop? His verbal contribution
is fantastic but if | can't read his work, | can't mark it.”

“Is Nathan the one who transterred from somewhere in Yorkshire?"

“Yes, and the information his old school sent about him is pc 'r'-hj,!. He is definitely
top set material though if we can sort out the legibility issue.” Mrs Webb makes a
note on her spreadshest.

“Ok. | will flag him with Jenny George in the Exams office. Nex
“Um. Maggie had a tricky one. She did really well on section B but only managed
to do half of Section A so she came out as a 5.”

Hion

For more |nforrnut|on,, are welcome to visit https:/ /acorns-soton.org.uk g ‘
you ps:/ [\ rguk/ DE% (ZZace

IthBﬁmGﬂddMngAbmﬂmnndﬂldhﬁmhyC East, Hanna Kovshaff,
Sarah Parsons s licensed under CC BY.NC-5A 4.0

'?'U‘J'
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I'VE ALWAYS BEEN GOOD AT WRITING
ABOUT DISASTERS AND DEATH.

TEACHER PERSPECTIVE (2)

“Hmmm. Your group did the 2019 paper locking at the writer conveys the
characters feelings about winte ? ses what the problem might
have been. | taught M ie in year 8 and she really struggled with questions like
that then.”

but | don y what more | can do. If th
come out with an 8 or a 9, if not, well...."

s Webb takes off her glasses and rubs her eyes.

ntortunately the exam system is inflexible and unfriendly te anyone who doesn't
fit the mould. She is an llent writer fortunately the exam board is more
interested in those who onform to their criteria than tho ho push the
boundaries.”

Jeff Langden, the longest serving member of the English department looks up from
doodling. “You're sounding rather cynic

ontrol over ho e«

g ago : at the moment. Anyway
tocus en mocks! Anyene else on your list Sally?”

QUESTIONS

1. Mrs Webb says the exam system is ‘inflexible and unfriendly’. How
could exams be changed to be more inclusive?

2. Maggie says she would get into trouble for ‘complaining’ that the
lights were too bright. What might the impact be on Maggie that
teachers think she is complaining when she is asking for her needs to be
met?

3. What strategies could be used to give children like Maggie time to

process questions and instructions in the classroom?

sS4
&
E =1 0
= “ For more in{‘urmution, v are welcome to visit https:/ /acorns-soton.org.uk &) T
e = IhAqumeGwdut\MlﬂngEutDﬁuh:mﬂb-dﬁmbychlu-';nﬂ./b{:mnhhnﬁ. rguk/ e [ZZdCC
Sarah Parsons i licersed under CC BY-NC-SA 4.0
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L.4 Story Narrative 2:

UNTHOUGHTFUL THURSDAY

MAGGIE'S VIEW

It was the baginning of the dcn_.r durl’ng tuter time. Once a week we have
‘lhoughtful Thursduy‘. It is an extra tutor time where we learn about lhings like
human riglﬂs and

mental health. This week was Warld Autism Day so that was the topic for the
week.

Our tuter put on a videe about the impact af sensory everload. Nobody was
paying attention apart from me and my friends. They were interested because
ihsy knew | had just been diugnosad as auvtistic. The rest of the class were
shouting, |cu|g|'||'ng and rnul(ing a ruckus. The leudest tlwy had ever been. Our
teacher, Miss Budger, did notl'ling.

| realised that | was shuking and that | was crying without rncll(ing any noise.
My best friend noticed me covering my ears and crying so she got Miss Budgar
whe tald me te leave the elassreom and calm dewn. As | walked out into the
corridor, | could hear that paople in my tutor were |uug|'||'ng at me because |
was crying at the noise.

| leant my back against the wall and slid down, so | was half sitting and half
crouching on the floor. After a little while Mrs Hughas. walked past. She took
me into a quieter classroom next door to calm down.

That was my first experience of hu\ring a meltdown. It was not as bad as the
cne | had a coup|s of weeks later.

This time | was in Engh’sl‘h It was the end of parl’od 4, befare |unc|LAguin
everyone in the class was baing as loud as lhsy could, and it was r-scl"v_.lI
ovarwhs|ming. | started shqking and crying again. Mrs Simms didn’t notice until
| started hyparvantﬂuling. Again | was sent alone, out of the class and into the
corridor. Mrs Simms teld me to try to calm down, but | was punieking and on
my own, so it started to get worse and worse. About 10 minutes later one of the
LSA's came. She knelt down with me, but | started to cry even more. She said,
"Calm down, tell me what's wrong”. | couldn't get any words out and started to
sob louder and louder. | was finding it hard to breathe proper|y.

As | was sobbing and hypervantﬂuting in the corridor the bell ta lunch went
and the corrider was suddsnly pucl\'.sd full of panph |aﬂving their lessons. The
paop|e from my class started to leave, |uug|'|ing at me as ihey pussed. The LSA
took me to the Hub because | wasn't getting any better in the corridor. It was
quieter there and there was a sofa to sit on. | still couldn't stop crying though
so she gave me a notebook to write down what had huppsnsd because |
couldn't s.psuk.

| asked the LSA to walk me down to my grﬂndud whao was pl'clting me up so

ihsy could sxpluin what had huppened. | still couldn't speuk without crying.

When | got home my parents tried to joka with me to cheer me up and make
£, Me feel better. My throat was sore from all the crying and my voice wasn't

ﬂ%@ttar until the next duy when it had healed.
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UNTHOUGHTFUL THURSDAY

TEACHER VIEW

e just enough for one cup of tea, Althe

after -:1|| b I pl bing drink at En—-u |rn-‘= she justifi

and therefore the planet
cup, Imoge s rapp rsin
o has a habit of suddenly
. Helen wonder a moment
t|'|rr_‘u-;;|‘: and then starts to construe
acher with mysterious powe

ce by telling he self s

oom. ||-n-\:;|=-r| i

inative flights of fancy.

| Thurs { last 1 med
¢ rh fair rly quiet ¢ ds ¢ r|'|r|:5 that
will make he ] " Imoge into her p t and brings out a cer-—-cd bar
nibble.
p but wonder if getting a diagnosis was actually helpful for her.

s until that happened.”
he i ng it to get out of le '._' Or get attention?"
difficult to tell. ¥ takk t: -|I'II'IE‘E about getting her a time-out

nl have a m nt.”

r wrapper and places it in the bin, the bell far the end of break

" Helen takes a deep breath, Hings the staff

_CII'rII:L:lI'_

l.'JUESTI(.'INS

1. What might the impact be of getting a diagnosis for an autistic person?

2. What do the teachers get right in this story and what do they get wrong? What should th
teachers have done to better support Maggie?

5. What's the problem with assuming?

4. if you were Maggie in this situation, how would you have felt?

5. What would you have done in that situation?

o

3 Copmonnt smala pswslveng it diie s et ano o) 3@ [ZZaCC

w\ksrn cqw%
o
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Appendix M Tutor Presentation

Slide 1:

UMNIVERSITY DF

Southampton

L g

Autism Awareness

Week at

:‘3 !-i'n"“ ~§.\'
Fizzace
pow B
Slide 2:
| ,fb: Souﬂ§$$ﬁﬁgn

* A few years ago, a group known as FIZZACC, which was made up of six
autistic girls and a researcher, made some resources to raise awareness of
autistic qirls' experiences in schools.

* Recently,a team of students at [JfjTeam Autism) have been considering
how these resources could be shared, delivered and evaluated with your
5[h00|.

2 W@
i) £ it Hlthough e resocrces were mad fo raise awareness of aulisfic girs ' experiences the feam wish fo Aiphlght that fhe
[zza. i3 1 experinnce of boys s stillvery important, and that many of the stralepies discussed will be hepfl for of autistic
9 ';g é& intistialy, repardlless of gendér
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Slide 3:

9
@r F422:{;‘;

Southampton

tutor group sessions, as part of an ‘Autism Awareness Week'

* The team have planned for these resources and activities to form part of Inur

*  The team hope that these resources and activities will make a difference over
time and help to create an autism friendly school environment.

Slide 4:

¥ W

Fizzacc

P

K T

Tutor session 1

Tutor session 2

Tutor session 4

Introductory
presentation and
FIZZACC
video

Masking artwork
competition

h

True and false
questionnaire

"X

Having watched the
FIZZACC video, please
complete the
questionnaire and then
discuss the anawers og
a tutor group.

Story narrative
and questions

LS

Please choose one of
the story narratives to
réad as o tutor group
and then discuss the
questions at the end.

‘Autism Charter’
ideas

i

s

Piease collat

ideas for meﬂ
Autism Chartér. We
will then read through
these statements and
choose between 5 and

10 to include.

\\_—_—_

M
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Slide 5:

N\ . Southampton
@ Jutor Session ]

(2]
@
g
g
H
3
3
g
]

‘MASKING' ARTWORK
COMPETITION

Create a piece of artwork to portray the
experience of masking (hiding one’s true self).

You can use any techniques/tools/resources you

wish tol
—
N\
N\
! The winner will receive 5 achievement points,
hitps://wwwyoutube com/watchu-F2nvhAttoAUSembeds referring euri-httpsT3A e:n::;irﬁ:uf:,e::;esov.u:s:;?::r:u::"x

L2 2Facorns-soton.orq uk 22 &source ve_path=MaVANDIsMjgZNjY

Slide 6:

UNIVERSITY OF

Southampton

Tutor Session 7

Qu1. Allautstic people avoid eye contact. Tve | False
Qu2.Allautistic people are really good at Maths. Trve | False
Qu 3. Masking means hiding your traits e | False
Qu . Some autistc people like bright lights. Trve | False

False

False

Fako |

Fizzacc
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Slide 7:

UNIVERSITY OF

Southampton

Tutor Session 3

P

Bsolthampton

#mp¥  SRizzacc

Slide 8:

| &, UNIVERSITY OF

Southampton

{v Tutor Session 4

-
F Southamet

Please think about some statements that could be included

in .‘Autism Charter’

This will include a list of statements/actions that staff and
students can follow to create a more autism friendly

community and environment. v
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Appendix N Interview Schedule

Interview Schedule

e What was it that made you want to be part of this research team?

e (Can you describe what your school experience was like before joining ‘team
autism'?

e How would you describe your experience of being part of ‘team autism'?
(Rating)

e What were the highlights of being part of ‘team autism'? (Rating)

e |[s there anything that you would change about the ‘team autism’
experience? (Rating)

e Were there any parts of the sessions that made you feel more comfortable
or less comfortable?

e How did you find working with the other students in ‘team autism'?

e What were your initial thoughts about the FIZZACC resources? (Ranking)

e How would you describe your experience of adapting or editing the
FIZZACC resources?

e What are your thoughts on the tutor group activities? Did your tutors share
them as you expected? Would you change anything about the tutor group
activities?

e How would you describe the response to the tutor group activities from
your friends and other students across the school?

e How would you describe the response to the tutor group activities from
your teachers and staff members?

e Has being part of ‘team autism’ made a difference to your school
experience? Can you tell me about that?

e What were the most/least effective parts of the tutor group activities and
resources?

e |s there anything you would change about the tutor group activities and
resources?

e What other topics would you like to see covered in the resources? What
other topics are important to you?

e What have you learnt from this experience?

e How would you like the future of ‘team autism' to look?

e How would you like the work of ‘team autism' to continue?
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Appendix O Debriefing Forms

0.1 Debriefing Form for Students

g Participant

pupils, staff, and other adults could work together to develop

@Sgﬂvfﬁsgmpton
debriefing sheet

Eizzacc

Why did we do this study?

We conducted this study to explore how a team of autistic

and share Fizzacc resources/activities across a school, to
raise awareness of autistic girls’ experiences. We also aimed
to gather the views of pupils across the school, to discover
what they thought about the resources and what they learnt
from them.

Confidentiality

Pretend name:

At the start of the study, you made up a pretend name. We
will use this pretend name and not your real name when we
write up the details of this study.

If you were in a group interview, we ask everyone not to talk
about other things that people have said.

Study results
If you would like to see the final report when it is completed,
please let us know, or ask you parents/guardians to contact
us by using the contact information on the form we gave
them.
"5UPP° RT~ Further support
If taking part in this study has caused you any discomfort or
upset, the following organisations may be able to support
you:
Thank L F"" https://www.mind.org.uk/for-young-people/#youngperson
taking part! - https://www.autism.org.uk/what-we-do/help-and-support

</

The University of Southampton Research Ethics Committee has granted ethical approval
for this research study.
Version: 1.0
|~

ﬂ) ERGO number: 92436 Date: 15.03.2024
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0.2 Debriefing Form for Parents/Carers

", University of
: @Southum pton|

Debriefing Form — Parent Version

Study Title: A partidpatony study explaring the implemertstion process and dissemination of materzk aimed at
raising awareness of autstic grls’ experances in mainstrzam secondary schoals.

ERGO number: 32432
Researcher: Lzura Salman

Researcher's supervisors: Dr Hanna Kovenof - Assodats Professor of Developmental Feychology and the Deguty
Head-Education, Schoal of Feychology

Dr Henny Wood-Downie - Educational Psychology Academic and Professional Tutor

Frofessor Sarah Farsons - Professor of Autism and Inclusion, Southampton Education School

University email(s}: Laura Salmon(f23g1 4@soton ac.uk), Or Hanna Koushoff (hkowshofffiscton ac uk), Or Henry
Wood-Downie (henry.y ton.zcuk), Professor Sarah Parsons (s).personsfscton acuk).

Version and date: Version 1.0, 15.02.2024

Thank you for consenting to your child taking part in our research project. Your child's contribution
is very valuable and greatly appredated.

Purpose of the study

The aim of this research was to explore how an implementation team, made up of autistic pupiks. =%, and other
chasan adults, coud werk togsther to further develop and implement Fizzacs acthities and resources, @imed at raiging
awareress of autistic girs’ expenences of school. It was hopee that this study would uncover some of the suocesses,
challengss, and futures directions of warking in an implemeantation team and negotiating how co-created resources
could be disseminsted within schoals. This study also aimed to gather the views of pupils in the wider schoal. to
discover how the resources and actvities were received, and whether/how the resources raizsd swareness of
nEurooiversity.

It = =xpected that this ressarch will develop our understanding of what contributes to & suocessful partidpatony
ressarch approach, in terms of implementing a co-constructed interention.

Confidentiality

Fesults of this study will nat incude your child's name or any other identifying characteristics. Instead. your dhild's
chosan peeudonym will be referrad to.

If this study imeoheed a focus group, your child's confidentiality cannct be guarantesd. We kindly ask 2l partidpants to
respect the privacy of ather partidipants and nat to disclass what was said and by whom during the discussion.

Study results

If you would like to receive & cogy of the final report when it is completed, please let us know by using the contact
details provided on this form.
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Further support

If taking part in this study has caused your child discomfort or distress, the following organisations can be contacted
for support:

- e mind ong.
*  hitps: /Ao autiom org ukfwhat-we-do/helg-and-supgort

Further reading

i you would like to leam more about this area of research, you can refer to the fallowing resources:

*  Fletcher-Watson, 5. Adams, |, Broox, K., Charman, T., Crare, L, Cusack, |, Legksm, 5. Milkan, 0., Parr 1 R,
& Pellicana, E (2019). Making the future together Shaping autism research through meaningful
pariicipation. Aufism, 23(4), 943-053. https:/idoicrg/10.1177/1362361 318786721

®  ‘gbster, A, & Foberts. | (2022). Implementing the schocl-wide autsm compstency model to improve
outcomes for students on the sutiem spectrum: A multiple case study of three schocls. .f?..*gv??a!:}::-'ral'_'}:.\;l.'na-"
af inchusive Enestion, Z6(8), T96~E14. https;//dri org/1 0.1 080/1 360311620201 735540

Further information

If you have any concems or questions about this study, please contact Lsura at [ja3g1 4@=oton.ac uk who will do her
Sest to help.

If you remain unhappy or waould lilke to make a formal complzint, please contact the Head of Research Integrity and
Governance, |niversity of Southamgton, by emading: rgoinfofiscton.ac uk, or @lling: + 44 2380 325058, Flezse
guote the Ethics/ERE0 number which can be found at the top of this form. Please note that if you parficipated in an
anorymaus sureey. by making a complaint, you might be na longer ananymous.

Thank you again for your child’s participation in this research.
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0.3 Debriefing Form for Adults

| University of

] &/Southampton|

Debriefing Form — Adult Version
Study Title: & participatory study exploring the implementstion process and dissemination of matersls aimed at
raizing awsreness of autsic grls’ experences ‘1 mainstream secondsry schoals.
ERGO number 32432

Researcher: Laura Salman

Researcher's supervisors: Or Harna Kovenof - Assodats Professor of Developmantal Feychology and the Deputy
Hezad-Education, Schoal of Peychology
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Thank you for taking part in our research project. Your contribution is very valuable and greatly
appreciated.

Purpose of the study

The aim of this research was to explare how an implementstion team, made up of sutistic pupils, school staff, and
ather chosen adults, could work together to further develop and implement Fizzaos acthvities and rescurces, simed at
raising awsreness of autistic gils’ experiences of school. |t was hoped that this study would uncover some of the
sucnesses, challenges, and futures directions of working in an implementation te=m and negotisting how co-crestes
resources could be disseminated within schools. This study slso aimed to gather the views of pupils in the wider
schoal, to disoover haw the resources and activities were received. anc whether/how the resources raised awarsness
of neurcdiversity.

It = expected that this research will develop our understanding of what contributes to & successful partidpatory
research approach, in terms of implementing & co-constructed intervention.

Confidentiality

Fesults of this study will not include your name or any other identifying characterstics. Instead, your chosen
psaudarmymm will be referred to.

If this study imahsed & focus group, your confidentiality cannot be gusrantesd. We kindly ask you to respect the privacy
aof other participants and not o disclose what was =aid and by whom during the discussion.

Study results

If you wiould like to recehve a cogy of the final report when it is completed, please let us know by using the contact
detzils provided on this form.
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Further support

If taking part in this study has caused you disoomfort or distress. you can contact the following organisations for
support

- Pewvrar educationsy ong.uk/aet-help/help-far.
*  hitps:/fveaner mind org.uk/irformation-supporthelplines

Further reading

If you would like to leam more sbout this area of reseanch, you can refer fo the following resources:

*  Fletcher-Watson, 5., Adams, |, Broox, K., Charman, T, Crare, L, Cusack, |, Lesksm, 5. Milton, T, Parr LR
& Pelficano, B (2015). Makng the future together Shaping autism research through meaningful
participation. Aufism. Z3(4), 343-853. httgs//doicrg/10.1177/136236131 8786721

*  ‘\abster, A, & Foberts, J. (2022). Implementing the schocl-wide autsm competency model to improve
outcomeas for shudents on the autism spectrum: A multiple case study of three schodls. dntemational Jouma’
of inclusie Sdvcation, Z6(8), T9E~B14. https.//doiorg/1 0.1080/13603116.2020.1 735540

Further informaticn

If you have any concerrs or questians about this study, please cantact Laura at 3391 4@=aton acuk who will do her
sest to help.

if you remain unhappy or would like to make a formal complzint, please contact the Head of Research Integrity and
Governance, |niversity of Southampton, by emafing: mgoinfoflscton sc uk, or clling: + 44 2380 5850538, Flease
quete the Ethics/ERG0 number which can be fourd ak the top of this form. Please note $hat if you participsted in an
anomymous survay, by making 3 complaint, you might be no longer anonymous.

Thank you again for your participation in this research.
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Appendix P Phase 1-Data Familiarisation

P.1 Excerpt of Interview Transcript

Interview Transcript

Redacted to protect the privacy of study participant.
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Redacted to protect the privacy of study participant.
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Redacted to protect the privacy of study participant.
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P.2 Example annotations

Example annotations from transcript

Redacted to protect the privacy of study participant.
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P.3 Example Participant Memo

Redacted to protect the privacy of study participant.

153



Appendices

Redacted to protect the privacy of study participant.
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Appendix Q Phase 2 - Initial Coding

Q.1 NVIVO Initial Coding Extract

NVIVO$: File Home Import Create Explore Share  Modules s 28 - & x
Thesis.nvp B- BE - Frai g - (=)~
Clipboard Item Organize Case File Workspace
Classification  Classification -~
# Quick Access Phase 2 - Initial Coding ‘ Search Project v
T @® Name ~= Files Reference Created on Created b  Modified on Modifiedb @ =
Phase 1 - Familiarisation
O Acceptance 1 1 10/04/202510:0 LS 10/04/202510:0 LS
Phase 2- Initial Coding O Advertisting 1 2 09/04/2025 1255 LS 09/04/2025 16:4 LS
FipEs8- i EeS O Annual awareness events 1 2 09/04/2025 200 LIS 09/04/2025 200 US
Phase 4 - Refining The... O Anxieties around teasing 1 3 09/04/2025 10:4 LIS 09/04/202511:1 LS
Phase 5 - Defining and... O Anxieties have eased 2 4 09/04/202510:5 LIS 09/04/202512:5  UUS
Phase 6 - Writing (O Appealing to students' interests 1 1 08/04/202509:4 LS 08/04/2025 09:4  US
Sentiment O Askautistic students 1 1 09/04/202511:4 LIS 09/04/2025 11:4 S
Relationships O Autism as a disability 1 1 09/04/2025 200 LS 09/04/2025 200 LS
Relationship Types O Autism unrecognised 2 3 09/04/2025 12:1 LIS 09/04/202517:0 LIS
(@) Becoming established 1 1 10/04/202513:3  LJS 10/04/2025 13:3  US
€ Cases O Being a role model 1 4 10/04/2025 11:1 LS 10/04/2025 13:4 LIS
& Notes O Being my autistic self 1 1 09/04/202510:3 LS 09/04/202510:3 LS
& DTS O Being myself 2 4 09/04/2025 102 UUS 10/04/2025 102 Us
Phase 1 - Familiarisation O Being proactive 1 1 10/04/2025 13:4 LIS 10/04/2025 13:4 LIS
fit of i i 1 08/04/2025 09:3 08/04/2025 09:3
Phase 3 - Initial Themes O Benefit of answering questions 1 /04/. us /04/ us
O Benefit of autistic label 1 2 09/04/2025 12:2  LJS 09/04/2025 16:3  LJS
Phase 4 - Refining Themes §
O Benefit of ground rules 2 4 08/04/2025 0922 LS 09/04/202517:3 LS
Ph: 5 - Definil d Na...
e O Benefit of sharing artwork 1 1 08/04/202509:4 LS 08/04/202509:4 LS .
Framework Matrices
A LS 185 ltems
Q.2 Codebook
Name Description
THEME:
.

A 'normal' school
experience

Autism as a disability

Autism recognised

Autism unrecognised

Perception of autism as a disability.

Others did not recognise that they were autistic.

Autistic label and self- Increased personal understanding since knowing they are

awareness
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autistic/having an autistic label.

Differing views on a 'normal' school experience (1. normal means not
receiving out of the ordinary support as opposed to 2. students
needing support to have a normal school day).

Others now recognise that they are autistic, which has led to support
and behaviour change.



Appendices

Name

Description

Being 'normal'

Challenging
assumptions

Desire for others to
know about autistic

identity

Desire for
understanding

Identification as
autistic

Mocking

Negative perception of
autism

Neurodivergence as a
difference

Perception of disability

Positive autistic
identity

Describing neurotypical identity/experiences as 'normal’.

Challenging some assumptions/stereotypes around autism.

Wanting others within school to know that they are autistic.

Wanting other people to understand their experiences/difficulties.

The participant identifies as an autistic individual/part of the autistic

community.

Other students would make unkind comments about autism, but these
comments were made discretely so were not picked up by teachers.

Belief that others view autism in a negative light.

Reflecting on autistic strengths and areas of need. Recognising that

autism is a difference rather than a disability.

Defines disability as limiting what an individual can do, suggesting that
everyone is disabled.

Describing autistic identity in a positive light.

THEME: A SENSE OF
TOGETHERNESS

Building positive
connections

Comfort of a familiar
face

Desire for continuation
of team members

Enjoyment of working
with new peers

Interacting with
students across the
school

Building connections/friendships with students.

Benefit of having a familiar face within the team.

Wanting the same team members to continue with the project in the

future.

Enjoyment of collaborating with new peers in Team Autism.

Positive experience of interacting with students across the school.
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Name Description
Not blaming others Not blaming others for going off on a tangent.
Positive relationship Positive relationship formed with lead researcher.

with lead researcher

Positive relationships Describing teachers/relationships with teaching staff in a positive light.
with teaching staff

Relationships Relationships with others (staff, students, group members) has
promoting authenticity = enabled the participant to be their authentic self.

Sense of belonging Feeling part of a group.

Spending time with Benefit of spending time with friends within Team Autism.
friends

Teamwork Working collaboratively as a team.

[ [
THEME: EMPOWERING,

INFLUENCING, AND
ADVOCATING

[
SUBTHEME: NURTURING

OTHERS

Being arole Being a role model or a 'guiding figure' to others.
model

Desire for others Wanting other participants to have the opportunity to share their

to have a voice ideas/have a voice.

Empathy Empathy for autistic students who struggle at school.
Helping others Desire to help others across the school.

Positivity about Positivity about autistic peers facing less judgement.
the treatment of

others

Respect Important to respect other people's preferences.

Thinking of others  Thinking of others wants and needs and wanting them to feel
comfortable.

Trying to be Trying to be inclusive of students with different needs.
inclusive

[
SUBTHEME: FEELING

EMPOWERED
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Name

Description

Ask autistic
students

Being proactive

Courage to
express opinions

Feeling
empowered

Feeling included

Feeling involved

Feeling powerless

(before)

Feeling seen

Fighting for a
cause

Fulfilling long-
term wants

Importance of
feedback

Leadership role

Making change

Opportunity for
role reversal

Positive
experience of
being an
interviewer

Positive
experience of
editing

Previous
experience of
public speaking

Ask autistic people what they need, rather than assuming.

Important to be proactive to make a real difference.

Students expressed their thoughts about the FIZZACC resources while
respecting the views and perceptions of others.

Feeling as if students really can facilitate change.

Personal feeling of being included in decision-making.

Feeling involved during the editing process.

Sense that sharing ideas was pointless (before Team Autism) as they
were not taken seriously.

Feeling like their experience is recognised and validated.

Wanting to be part of the team to fight for a cause.

Being part of the group has enabled them to feel that they are doing

something that they have wanted for a long time.

Gathering feedback is a vital part of making effective change/improving
practice.

Positive feelings associated with taking a leadership role.

Feeling of making change by being part of Team Autism.

Being involved in the editing provided an opportunity for role-reversal.

Enjoyment of being an interviewer.

Positive feelings/response to being involved in resource editing.

Previous experience of public speaking made elements of Team
Autism easier (i.e., speaking in the staff briefing).
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Name Description
Research Not realising that children/young people could be involved in research
assumptions too/would want to be.
Sharing voice The project has provided the opportunity/space to share their voice

with others (i.e., ideas, passions, experience of autism).

Unique Taking part in something out of the ordinary.
experience
Worthwhile Feeling that the efforts made within Team Autism were worthwhile.

I I
SUBTHEME: FRUITFUL

SYSTEMS

Benefit of ground Ground rules increased participant comfort and group productivity.

rules
Benefit of visual Positive reflection on visual systems and the suggestion for these to be
systems embedded into classes.
Breaking down Benefit of breaking down tasks into small chunks to reduce
tasks worries/burden of responsibility.
Desire for Desire for greater flexibility to expand on views when interviewing the
interview school SENCo.
flexibility
Going off topic Difficulties associated with team members going off topic/on a
tangent.
Self- Feeling self-conscious about raising a hand in class.
consciousness
|
THEME: CULTIVATING
CONTENTMENT
|
SUBTHEME: JOY
| |
Desire for Desire for team sessions to be longer.
additional team
time
Having fun Having fun during team sessions.
Overall positive Positive sentiment of being part of the group.
experience
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Name

Description

Positive
experience of
activities

Use of positive adjectives to describe resources/activities completed
as a group.

SUBTHEME: STANDING TALL

Desire to be best
version of self

Doing something
admirable

Feeling proud

Increased

confidence

Positive response
from peers

Positive sense of
self

Positive team
identification

Recognising
personal efforts

Self-belief

Self-deprecating

Stepping out of

comfort zone

Working to
strengths

Wanting to be the best version of themselves/try their best.

Feeling that they are doing something worthy/admirable.

Sense of pride in self and working with the team who have helped to

bring about change/support others.

Taking part in Team Autism has helped to boost self-confidence.

Positive response from peers about being part of the team.

Participating in Team Autism has helped them to form a positive view

of themselves.

Positively identifying as a member of Team Autism.

Recognising the hard work and effort they have put into being part of

the group/helping others.

Development of self-belief since being part of Team Autism.

Using humour to make light of his perception around his cognitive
development.

Confidence grew after stepping out of his comfort zone.

Team activities worked to members' strengths and allowed them to
demonstrate these (i.e., creativity).

SUBTHEME: TRANQUILITY

Anxieties around
teasing

Anxieties have
eased

Expressed anxieties around peers teasing or making negative
comments relating to autism or their development.

Anxieties have eased since being part of Team Autism.
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Name

Description

Being myself

Calming effect of
group

Difficulty
regulating
emotions

Experiencing
difficulties or

struggles

Feeling stressed
(before)

Lack of support

Masking
experience

Negative
experience of

school

Ongoing feelings
of anxiety

Positive view of
school

Sense of shame

Feeling that they can be their true/authentic selves.

Being part of the group helps to create a sense of calm/reduce
anxieties.

Difficulty understanding and controlling emotions (before).

Broad references to difficulties or struggles.

Describing situations/experiences of feeling stressed.

Support from school staff was inadequate (before Team Autism).

Describing personal experience of masking.

Describing a negative experience of school (before Team Autism).

Continuing to feel a sense of anxiety.

Positive experience/view of school (after Team Autism).

Feeling ashamed of being autistic due to the perception of others.

I I
THEME: CONDITIONS FOR

GROWTH

[ I
SUBTHEME: STAGNANT OR

TRANSFORMATIVE
INSIGHTS
| |

Awareness The FIZZACC resources provide information to others about how to
facilitating support their autistic peers.
support
Changing Feeling that attitudes have changed since the work of Team Autism.
attitudes
Changing Positive change in peers' language choices since Autism Awareness
behaviour week.
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Name Description
Developing Students can gain knowledge from the FIZZACC resources.
knowledge
Developing own Developing own awareness of autistic experiences (e.g., the extent of
awareness and masking).

understanding

Developing Students had the opportunity to develop an in-depth insight into an
understanding experience associated with autism.

Increased Other students have been questioning the support of autistic students
acceptance less.

Increased Students across the school have increased awareness of autism and
awareness the experience of autistic students.

Limited impact No/limited change since Autism Awareness week.

Long-term impact Feeling that they had made a long-term impact/facilitated long-term

change.
Personal benefit Participating in this research has been helpful for the participants
(help) themselves.
Unhelpful Raised awareness of autism has led to some unhelpful assumptions
assumptions around students being autistic.
[ I
SUBTHEME: NEED FOR
VITALITY
| |
Appealing to The artwork competition was particularly effective as it appealed to
students' students' interests in drawing.

interests

Facilitation notas The Autism Awareness week activities were not facilitated by tutors as
expected expected.

Feeling Feeling disappointed by student response to tutor activities.
disappointed

Feeling proud of Feeling proud of students across the wider school for their

others engagement in the activities.

Feelings are When people express their feelings, this can make others feel similarly.
contagious

Good delivery of The tutors delivered the resources well, which enabled information to
resources be shared/students to engage with the activities.
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Name Description
Lack of student Peers were not particularly invested/motivated/engaged in the tutor
buy-in sessions and/or interviews.

Limited feedback Limited feedback from students during student interviews.

Mixed response to Some students were enthusiastic and engaged, while others were not.
the resources and This in part depended on the activity.

activities

Need for staff Need staff enthusiasm to promote student engagement/buy-in.
enthusiasm

Need for tutor Need for tutor monitoring of activities to promote engagement.
monitoring

Negative attitudes Perception that students across the wider school had a negative
of student attitude towards being interviewed.
interviewees

Personal Neurotypical students don't appear to care as much about 'the cause'
relevance as neurodivergent students.
Positive Peers were engaged and focussed on the Team Autism activities within

engagement from  tutor groups.
wider school

Positive staff Tutors responded positively to the resources/tutor activities.

response to

resources

Wrong audience Some students were interviewed who did not take part in the tutor
activities.

Wrong motive Perception that students joined the interviews for the wrong reasons

(to miss lessons).

[ [
SUBTHEME: SEEDS OF

THOUGHT

| |
Need for clear Clear definitions need to be provided before students participate in
definitions activities.
Need for Need to prepare students for autism awareness week to build
preparation anticipation and get people talking.
Need for quality Better for tutors to facilitate some of the activities properly rather than
rather than trying to rush through all of them.
quantity
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Name

Description

Order of activities

Publicising

Suggestion of
extrinsic rewards

Suggestion of
group activities

Suggestion of
purposive

sampling

Suggestions of
school events

Time

The order of activities needs to be carefully considered so that
students have the knowledge to actively engage with them.

Suggestion of how to publicise the team autism activities.

Suggesting the use of extrinsic rewards to promote student buy-in.

It would have been preferable to do particular activities as a group.

It would have been helpful for students to choose peers to interview
(knowing that they had taken part in the activities) to gain more in-
depth answers.

Suggestion of events that could be facilitated to increase student buy-
in.

Need for and benefit of being given ample time to complete the
activities.

I I
THEME: EVOLVING OVER

TIME

[
SUBTHEME: BRANCHING

ouT

Communication
aids

Suggestion to raise awareness of different communication aids in
future Team Autism work.

Description of
autistic
experiences

Describing the experience of a shutdown.

Desire for autism
in the curriculum

Desire for autism to be embedded into and across the curriculum,
rather than a stand-alone topic.

Desire for
resources to grow

Desire for future Team Autism members to develop the resources, so
that they can evolve and grow.

Importance of
space

Highlighting the importance of providing autistic students with space if
they need it.

Meltdowns as a
future priority

Raising awareness of meltdowns should be a future priority of the
team.

Opening up
participation

Suggestion to open up the team to new students from across the
school for them to experience what Team Autism is like.
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Name

Description

Shutdowns as a
future priority

Using different
stories

Raising awareness of shutdowns should be a future priority of the
team.

Suggestion of using different stories in the future to raise awareness of
different autistic experiences.

SUBTHEME: BECOMING

ROOTED

Annual awareness

days

Becoming
established

Charters as a
future priority

Desire for long-
term impact

Desire for team
autism to

continue

Future
consistency

Hopeful

Desire for Autism Awareness Week to be an annual event to raise the
profile.

The group will become more established/better known across the
school.

Suggestion of completing the charters and making these visible as a
future priority of the team.

Important that the impact extends beyond Autism Awareness week
and that things are enacted/change continues to be made over time.

Expressing a desire for Team Autism members to continue to meet and

work together in the future.

The group timings and setting will become more consistent over time.

Feeling hopeful about the future of Team Autism.

OTHER

Desire for more digital

work

Positive mindset

Positive sense of
surprise

Desire to incorporate more digital elements into Team Autism
sessions.

Reflection on happiness.

Feeling a positive sense of surprise at seeing the FIZZACC resources
within tutor sessions.
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Appendix R Phase 3 - Initial Themes

R.1 Example Memo

Refining codes:

e Reading through each code and the associated quotes, | noticed some overlap, so
began refining code names and descriptions.

e | started to group individual codes together based on shared meaning, creating
numerous themes.

e Some of these themes did not feel like themes in their own right, so | explored how
some of these might fit together (e.g., safe space)

e Having grouped these, | created the following themes:

Theme 1: The autistic narrative

1a. Autistic Identity Encompassed codes referring to their autistic
identity, including how they identified
themselves, references to autism labels,
recognition of autism, and what this

recognition/lack of recognition brings.

1b. Deficit, Stigma, and Judgement Encompassed codes that refer to stigma,
negative stereotypes, negative attitudes of

others towards autism.

1c. Gaining Insights Quite a large sub-theme. Included references
to the FIZZACC resources and Autism
Awareness Week and what this brought in
terms of the autism narrative within
school/conceptualisations of autism. Not
sure whether this fits quite right within this
theme (some wonders around what the
insights have/have not led to, and what
factors might have contributed to this — need

to explore further).

1d. Normal Includes some codes which refer to
‘normality’. This includes referring to

neurotypical people as ‘normal’. Interesting
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narratives re ‘normality’. One participant
refers to school being ‘normal’ before
because they didn’t experience any support
out of the ordinary. Another participant talks
about autistic students needing support to

have a ‘normal day’.

Notes:

- Subthemes a, b, and d involve codes which | have generated with regards to language
use/choice and what such language might reflect.
-l experimented with the ‘being myself’ code. Considered whether this was part of

autistic identity or whether this linked to feeling safe to be their authentic self.

Theme 2: Belonging, connecting, and

feeling safe

Selection of codes linked to belonging Accumulation of several codes linked to
building connections, friendships, and

teamwork.

2a. Safe Space Encompassed codes relating to
difficulties/struggles/anxieties and how the
group has provided a safe space to be
themselves. Some wonders regarding whether
this theme is the best fit/ whether this might fit

with sense of self/wellbeing.

2b. Systems Encompassed codes relating to systems
which have promoted participants’ sense of
psychological safety. Again, some wonders
regarding whether this theme is the best fit/
whether this might fit with sense of

self/wellbeing.
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Notes:

- Considering whether belonging and connecting should be a theme in its own

right/whether | am trying to squeeze ‘feeling safe’ into this theme. However,

relationships do contribute to feeling safe. Continue to consider...

Theme 3: Empowerment and voice

Selection of codes linked to empowerment

and voice

Accumulation of references relating to sharing
their voices, making decisions, being heard,

taking leadership roles etc.

3a. Helping others

This seems to be coming through as a core
motivator for participants involvementin the
group (wanting to provide a voice for

others/advocate).

Notes:

- Content with this theme. Feel that it encompasses shared meaning regarding

empowerment and voice and is sufficiently unique to other themes at the present

time.

Theme 4: Motivation and investment

4a. Staff attitudes and enthusiasm

Includes a selection of codes relating to
staff’s facilitation of Autism Awareness week
(which appeared to have impacted student

buy-in).

4b. Student buy-in

Encompasses mixed responses to Autism
Awareness week (some participants reflected
on positive engagement, whereas others
reflected on disengagement), and the

participants’ views/feelings relating to this.
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4c. Logistics

Includes a small selection of codes relating to
what was needed to make the roll-out
successful. Not sure if this completely fits into

‘motivation and investment’.

4d. Suggestions

Selection of references to suggestions to
promote staff and student engagement/buy-

in.

Notes:

- Quite content with 4a, b, and d (not 100% satisfied with the fit of 4c).

- Wondering about how this theme aligns with the ‘gaining insights’ subtheme currently

within ‘The autistic narrative’ theme. The ‘motivation and investment’ theme seems to

in part explain the success/lack of success of the Autism Awareness week activities.

Theme 5: Sense of self and wellbeing

Selection of codes linked to sense of self and

Includes references to increased confidence,

wellbeing. pride, and positive experiences of being part
of the group. Also, some references to anxiety
(some wonders about how these fit with
stigma within ‘The autism narrative’ theme.
Notes:

- Consider some sub-themes within this overarching theme.

Theme 6: Starting point leading to growth

Selection of codes linked to the future of
‘Team Autism’ and Autism awareness with the

school.

It evolved to include a sub-theme on ‘depth’
highlighting the importance of depth over

breadth and the need for sufficient time.
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Notes:

This theme initially included ‘gaining insight’ to explore the change that has happened

so far and consider change for the future. This seemed like too large a theme (and

actually more like a topic/an answer to an interview question).

Feel that this theme still needs tweaking/refining.

Other

Positive relationships with teaching
staff (before)

Code representing a short quote - ‘the
teachers are lovely’ (not particularly
adding meaning to any of the above
themes).
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AppendixS Phase 4 - Refining Themes

S.1 Example Memo

Refining themes:

e Read through each code (and quote) w

belonged in this theme.
making.

| refined the themes as outlined below:

ithin each theme to ascertain whether | felt they

Experimented with moving/re-grouping some sub-themes and developing my meaning

Continued the iterative process of refining codes.

Theme 1: The-attisticnarrative

Conceptualisation of autism

1a. Autistic ldentity

Kept the majority of codes within this sub-
theme. Removed ‘being myself’ to ‘Sense of
self’ theme. Added participant response to
FIZZACC resources (felt that it was helpful to
reflect on these responses with regard to their

autistic identity).

1b. Deficit, Stigma, and Judgement

Kept this sub-theme as is.

e mirineimsict

Moved this sub-theme to an alternative theme
(felt that it was broader than the
conceptualization of autism/contained
unique elements that | would like to reflect

upon).

FaNormat

1c. Normality

Kept the majority of codes within this sub-

theme.

Notes:

perceive others to view autism.

Refined this theme to focus on the ‘conceptualisation of autism’, including how

participants identify, how they view autism (and neurodiversity), and how they
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Preferred the title ‘conceptualisation of autism’ over ‘narrative’ — narrative didn’t sit

comfortably with me (concerned that this implied autism was a story).

Theme 2: Betonging,connecting;-and
feeting safe Belonging and connecting

Selection of codes linked to belonging

Kept the majority of codes (some code

refinement).

2a-Safe Space Incorporated into ‘Sense of self and wellbeing’
subthemes.

2b-Systems Incorporated into ‘Sense of self and
wellbeing’.

Notes:

Kept this theme solely focussing on belonging and connections to maintain its

uniqueness.

Theme 3: Empowerment and voice

Selection of codes linked to empowerment

and voice

Kept the majority of codes (some code

refinement).

3a. Helping others

Kept the majority of codes (some code

refinement).

Notes:

No significant changes to this theme.
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Theme 4: Sense of self and wellbeing

Created distinct sub-themes.

4a. Enjoyment

Encompasses references to enjoyment, fun,
and a positive experience of being part of the

team.

4b. Pride

Encompasses references to pride (relating to

self and others).

4c. Self confidence

Encompasses references to sense of self-

confidence/self-worth

4d. Wellbeing

Encompasses references to difficulties
experienced (and the toll on emotional
wellbeing), as well as the influence of being

part of the team on wellbeing.

4e. Systems Encompasses references to systems that
have helped (or would help) to promote a
sense of self and wellbeing.

Notes:

- Considerable change to this theme (now increased structure).

- Incorporated ‘being myself’ into this theme (related to feelings and wellbeing)

- Incorporated ‘systems’ (these promoted participant comfort)

- Consider combining some of the sub-themes?

Fheme4:-Motivation-andinvestment Theme

5: Catalysts for change

5a. Stagnant or transformative insights

Incorporated and refined the ‘gaining insights’

sub-theme into this theme. This sub-theme
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represents that sharing insights into autistic
experience through the resources and
activities led to some transformative change
from some (i.e., attitude change, increased
understanding), but was stagnant for others
(i.e., led to no change).

Refined several codes (broader codes relating
to awareness, understanding, knowledge etc.,
rather than the impact of each individual

resource).

5b. Attitudes, enthusiasm, and buy-in

Incorporated staff and student responses into

one sub-theme (felt these were interlinked).

5c. Logistics

Kept the majority of codes.

5d. Suggestions

Kept the same.

Notes:

- Changed the title to ‘catalysts for change’ to incorporate the factors that influenced

whether change occurred (i.e., insights, motivation, logistics), alongside suggestions

for change.

- 6-Starti tteadingt "

Evolution

Created distinct sub-themes.

Codes embedded into two sub-themes

outlined below.

6a. Future of the resources

Encompasses references to suggestions of
how resources could be used/could evolve in

the future.
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6b. Future of the team

Encompasses references to suggestions of

how the team might continue into the future.

Notes:

- Generated two sub-themes to create structure (dividing the two elements of the

project: the resource rollout, and the team processes).

Other

1. Positive relationships with teaching
staff (before)

2. Positive mindset

3. Positive sense of surprise

Code representing a short quote - ‘the
teachers are lovely’ (not particularly adding
meaning to any of the above themes).

Code suggesting that it’s better to be happy
than sad (not ‘fitting in’ particularly well with
any of the above themes.

Code suggesting that the participant was
surprised when he saw the resources in the
tutor booklets (not “fitting’ in particularly well
with any of the above themes).
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AppendixT Phase 5-Defining and Naming

T.1 Example Memo

e Oak tree metaphor to hook the themes onto

- Resonated with me and my themes

- Aligned with my membership to ACORNS

- Used metaphors within Team Autism sessions (e.g., the human body for ground rules)

- Feltthis would be more meaningful, accessible and memorable (particularly when
sharing with the students/school community)

e QOaktreeinthe context of the forest

- Representing the influence of society and culture on the participants construction of
their experiences

- Represents the wider influences on my interpretations

THEME: Conceptualisation of autism

This theme encompasses the way in which the participants spoke about autism, and my
subsequent interpretations of how they conceptualise autism. This involves language about
their autistic identity (both in terms of neurodivergence and as a disability), their desire for

others to recognise them as autistic, and their perceptions of others’ views of autism.

THEME: A sense of togetherness

This theme represents the meaningfulness of connections and relationships. This
encompasses pre-existing friendships, as well as the development of connections and
friendships over time, and the comfort and enjoyment this brought to the team. This also
encompasses the participants’ sense of belonging, and their positive reflections on spending
time with others who they perceived to be similar to themselves, and who understood their
experiences. These connections fostered a team ethos, with participants working together to
make decisions, respecting the views and preferences of others. The participants expressed
their desire for continuation of these connections and for members to remain part of the

group in the long term.

THEME: Empowering, influencing, and advocating

Subthemes: Feeling empowered, nurturing others, fruitful systems

This theme encompasses the participants’ reflections on sharing their voice, expressing their
opinions, and feeling heard. The participants shared their experiences of being involved in

decision-making, facilitating change, and taking on leadership roles, fostering their sense of
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empowerment. This theme also represents participants’ desire and positive feelings towards
helping others and advocating for them. The systems in place that enabled the participants to

do so throughout the research process are also included within this theme.

THEME: Cultivating contentment

Subthemes: Joy, tranquillity, standing tall

This theme represents the positive impact that the research process had on participants’
emotional wellbeing. This includes their reflections on their enjoyment of being part of the
research process, the safe space that Team Autism provided, and he pride and confidence

they developed through their participation.

THEME: Conditions for growth

Subthemes: Stagnant or transformative insights, need for vitality, seeds of thought

This theme encompasses participants’ reflections on the difference (or lack of) they felt that
Team Autism made in terms of changing attitudes, promoting understanding, and facilitating
behaviour change. A fundamental contributor to such growth appeared to be the motivation,
attitudes, and receptiveness of members of the school community (including staff and

students). Participants’ ‘seeds of thoughts’ are also included in this theme, which represent

their ideas and suggestions to promote buy-in and facilitate long-term change.

THEME: Evolving over time

Subthemes: Becoming rooted, branching out

This theme represents participants’ hopes for how Team Autism and autism awareness will
evolve over time. This includes Team Autism becoming ‘rooted’ within the school, developing
a presence and becoming established. This also includes raising awareness of a wider range

of autistic experiences (breadth) in a comprehensive manner (depth).
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