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The prevalence of autistic students in schools is continuously increasing. Typically, the social and
sensory differences associated with autism can make the school environment difficult to manage.
Autistic students are more likely to experience mental health difficulties and have poorer
academic outcomes than their neurotypical peers. It is therefore important to listen to autistic
people about their educational experiences and explore ways that the environment could be
changed to reduce anxiety. Chapter one provides further context to the current research including
reference to outcomes for autistic students and the wider state of current autism research.
Ethical and epistemological issues are also considered, reflecting on both strengths and
limitations of the approaches taken. A systematic literature review (Chapter two) has been
conducted to explore the experiences of autistic students in primary school. Twenty-two studies
met the inclusion criteria and have been analysed using thematic synthesis. Four analytical
themes (‘We all have different experiences of school’, ‘Understand and listen to me — | don’t want
to look weird’, ‘Social connection is important — | want to be treated like a human’, and ‘Success
matters but environment is key’) were generated. Overall, students in the review felt that
everybody needs to learn more about autism, as well as providing specific and subtle support
based on individual need. Further implications for practice are discussed. The empirical paper
(Chapter three) explores whether the relationship between school belonging and anxiety in
secondary-aged autistic students is mediated by camouflaging. An anonymous online survey was
completed by 72 autistic students attending mainstream schools in the UK and Ireland. The survey
included questionnaires about school belonging (simple sense of belonging scale), anxiety (ASC-
ASD) and camouflaging traits (CAT-Q). Further, the survey included open-ended questions about
environmental factors related to school belonging and camouflaging. The results found that, as
predicted, camouflaging did mediate the relationship between school belonging and anxiety.
Qualitative content analysis was used to interpret answers to open ended questions, and
categories were created for each question. Overall, it was found that social relationships;
individual factors; the environment and adaptations, and acceptance and understanding,
influence students’ sense of belonging. Implications, limitations, and avenues for future research
are discussed.
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Chapter 1

Chapter 11 Introduction to the Topic

1.1(] cContext of the Research

The prevalence of autism is consistently increasing, and recent research estimated that,
worldwide, approximately one in 100 children are identified as autistic (Zeidan, 2022). This
number differs across and within countries due to variances in procedures and funding, and it is
suspected that the number may be higher (Fletcher-Watson & Happé, 2019; Zeidan, 2022). In the
UK, it is estimated that over 160,000 children in the education system are autistic (Department for

Education [DfE], 2022).

Unfortunately, many autistic children struggle in the school environment. They experience
disproportionate levels of bullying (Cook et al., 2018; Horgan et al., 2022), are at increased risk of
exclusions (Ambitious about Autism, 2018), and have elevated anxiety levels (Hebron &
Humphrey, 2014), which often results in poor academic outcomes (Keen et al., 2016). No doubt
funding cuts have impacted the support that autistic students receive (All Party Parliamentary
group on Autism [APPGA], 2019). However, it has been cited that better understanding from
others would make the biggest difference to their experiences (Mesa & Hamilton, 2022).
According to the ‘double empathy problem’ there is a bi-directional lack of understanding
between autistic and non-autistic people, that can lead to communication breakdowns (Milton,
2012). It is therefore of optimal importance that non-autistic people take steps to develop their

understanding of autism.

Autism awareness has significantly increased in the last decade, and research has found that
99.5% of people in the UK have heard of autism (National Autistic Society, 2015). Despite this, just
16% of 11,000 autistic people completing a government survey felt that the public truly
understood autism (APPGA, 2019). There has been a positive push recently, and celebrities such
as Chris Packham and Christine McGuinness have been pivotal in providing insight into the
experiences of autistic people. Further, the Government’s latest autism strategy includes young
people! for the first time and promises to increase funding to support training for staff; create an
anti-bullying campaign and strengthen pupil participation. My aim for this research is to
contribute to the existing momentum related to autism understanding and advocacy. | aim to
amplify young people’s voices and explore environmental factors that can help to improve their

school experiences.

! Throughout the research the terms children and young people will be used interchangeably
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Another contextual factor relevant to the current research, is the state of autism research
in general, which has been described as “in crisis” (Botha & Cage, 2022, p. 14). There are
competing conceptions of autism in the literature, with some medical models seeing autism as a
disorder to be fixed or cured (Botha & Cage, 2022). Many autistic people have expressed their
concern that research is littered with ableism (Botha & Cage, 2022), which has been defined as “a
system of assigning value to people’s bodies and minds based on societally constructed ideas of
normalcy, productivity, desirability, intelligence, excellence and fitness” (Lewis, 2022). This was
demonstrated when the Spectrum 10K study was postponed due to push-back from the autism
community. | have experience working in a range of schools with autistic pupils, have friends who
identify as autistic, and observe the discourse on Twitter. My experiences have led me to think
that neurodiversity approaches are far more representative of the ontology of autism. Such
approaches define autism as part of the natural variation between humans, and as “combinations
of disability, difference, and identity” (Botha & Cage, 2022, p. 2; den Houting, 2019; Mesa &
Hamilton, 2022;). The ethos of the research is focussed on a social model of disability, aiming to
focus on how the environment can change to accommodate autistic people, rather than trying to

make children less autistic (den Houting, 2019; Botha & Cage, 2022).

In line with this, | was careful about the impact of my language throughout; taking care to
avoid stigmatisation and medicalisation. Further, | used identity-first language (autistic person).
Although there is some disagreement in the literature, this is the preference of many members of

the autistic community (Buijsman et al., 2023; Kenny et al., 2016; Bottema-Beutel et al., 2021).

1.2(] Research Questions and Aims

Chapter two aimed to answer the question ‘what are the experiences of autistic pupils in
primary schools?’. Thematic synthesis (Thomas & Harden, 2008) was chosen as a method to
synthesise qualitative research from children in a range of countries and settings. | chose to only
include papers that included at least one young person’s voice and was shocked at how many
papers this involved rejecting. The process involved creating analytical themes based on my own
unique and subjective lens. The four themes | developed went beyond the original data to create
understanding that can inform policy and procedures. It is worth noting that, originally, | had
planned to explore the experiences of secondary aged pupils (as this would have linked more
closely to Chapter three). However, in the summer prior to submission (and after the ethics board
had approved my empirical study), a paper was released doing just that (Horgan et al., 2022).
Instead of duplicating, | felt it important to amplify the voices of another group of students. The
findings provided further evidence for the importance of relationships, belonging, and

understanding for all autistic children.
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Chapter three explains the results of my empirical research, a mixed-methods study, utilising
an anonymous online survey (completed by secondary aged autistic students attending
mainstream schools). It is well-evidenced that sense of school belonging has been associated with
a range of positive psychological outcomes (Arslan et al., 2020; Benner et al., 2017). Further,
autistic students experience higher levels of anxiety than their peers (Hebron & Humphrey, 2014),
and camouflaging has been linked with anxiety (Cook et al., 2018). In the quantitative aspect of
the research, | hypothesised that camouflaging mediates the relationship between sense of
school belonging and anxiety. Participants completed a range of pre-existing questionnaires
related to the areas of exploration. Most research into camouflaging has focussed on factors
within the individual, for example anxiety (Beck et al., 2020), biological sex (Wood-Downie et al.,
2021) or autistic traits (Cassidy et el., 2020). The current research took an interactionist
perspective; acknowledging that it is highly likely that environmental factors contribute to

camouflaging behaviours.

To supplement these findings, | asked autistic students what helps or hinders their sense of
belonging, and ability to be their true self in school. Results were collated and interpretated using
qualitative content analysis. This part of the research allowed further exploration of how schools
can support students to feel safe to be their true selves, and implications for practice are

discussed.

Together, these studies were conducted to develop understanding around the experiences of
autistic students, and the environmental changes that can help to improve their experiences of

school, sense of school belonging, and well-being.

1.30 Epistemology

Epistemology is the theory of human knowledge and considers what it is possible to know,
and how we make sense of the world (Crotty, 1998). The purpose of research is to create new
knowledge and understanding. Therefore, the two are interlinked, and it is important that
researchers understand the influence of epistemology on their research methodology (Singh &
Walwyn, 2017). Some researchers have argued that a person’s personal epistemology should
guide their research (Crotty, 1998). However, Singh & Walwyn (2017, p. 1) argue that personal
epistemologies are dynamic, and such approaches can lead to research designs that are biased
and “ill-suited to the research problems”. Therefore, in the following chapters, epistemology (and
subsequent methodology) has been guided by the research question rather than my personal

ontological and epistemological beliefs.
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In Chapter two, | was seeking answers about the experiences of primary aged autistic
students. This required a qualitative approach viewed through a constructivist epistemological
lens. This approach welcomes the influence of the researcher, and | was aware that my personal
experiences and subjective viewpoint would influence the way that analytical themes were
constructed. Indeed, a different researcher may yield differing conclusions. | reflect that my
analysis was influenced by my experiences and circumstances. For example, | am not autistic; |
have significant experience working with autistic students in primary schools, and | adopt a social

model of disability.

Conversely, the mixed-methods approach of Chapter three, meant that the research was
developed adopting a critical realist epistemology (Bhaskar, 2008). Critical realists argue that a
real world exists, however, knowledge of this is fallible due to human perceptions and biases
(Guba & Lincoln, 1994). Therefore, in the planning and analysing of this research | took steps to
reflect on my influence and reduce bias. These included: creating a theory-based hypothesis to
test; using existing measures of variables; creating a coding frame and forming categories rather
than interpretative themes. | believe that the approach employed resulted in methodologies
suited to the research questions, and therefore the production of meaningful knowledge in this

context.

1.4(] Ethical Considerations

There were a range of expected, and unexpected, ethical issues to consider during the
research process. Firstly, | am aware that | am not autistic, and took extra care to ensure that the
research was relevant and meaningful to the autistic community (Roche et al., 2021). Gowen et al.
(2019) provided recommendations to ensure that research involving autistic individuals is
important, accessible, transparent, and relevant to them. Following this guidance, and
participatory research guidelines (Fletcher-Watson et al., 2019), | met with a panel of six autistic
children and young people (aged 14-16) while developing the research methods. | was aware of
the possible power dynamic and utilised a range of channels (including anonymously via Padlet)
for them to provide feedback. The panel provided valuable insight and informed updates and
adaptations to the methodology. These included: their preferred language; reimbursement for
their time; providing definitions; layout of questions; phrasing of open-ended questions, and the
information provided in the information sheet. | was so pleased that | had adapted the methods,
as | received emails from parents sharing that their child had valued their time completing the
survey, and it had started helpful conversations.

| chose an online survey to collect data. | hoped that this methodology would create distance

between me (the researcher) and the participants, meaning they could answer more freely
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without fear of judgement (Porter & Ingram, 2021). Additionally, after following guidelines and
consulting with young people, an £8 Amazon voucher was offered as a reimbursement of
participants time (Central University Research Ethics Committee, 2020). Unfortunately, this
methodology, combined with recruiting through social media, caused ethical issues that | had not
considered. The number of bots and illegible participants completing research online for financial
incentives is of increasing concern to the research community (Griffin et al., 2022; Pellicano et al.,
2023). After | noticed a few suspect participants, we adapted our recruitment methods (just
contacting schools, support groups, and known contacts), while we came up with a plan. | took a
range of steps based on Teitcher et al. (2015) to reduce the risk. These included: emphasising the
importance of the research; having a two step-process (first adult survey, then an individual link
to the child survey), and delaying compensation. Data was stringently checked (based on answers
to open-ended questions and time stamps), and participants were emailed if | suspected unusual
activity. The lengths taken, which were important in ensuring the usability of the data, meant that
recruitment was even more difficult, and we did not recruit as many participants as we had

originally hoped for.

1.50] Dissemination Plan

My hope in writing the two research papers is to publish in peer-reviewed journals. For the
literature review | am aiming to submit to ‘Autism’. | have chosen ‘Autism’ because it is an
international journal that prioritises research that is important to the autistic community. Despite
not having an open-access arrangement with Southampton, the journal employs a range of
accessible methods for disseminating research (podcast and video abstracts). | therefore hope
that this will enable me to spread the key messages to staff in schools who can implement
changes. Additionally, pre-publication versions of the accepted manuscript will be made publicly

available.

For the empirical paper | am aiming to submit to the ‘Journal of Autism and Developmental
Disorders’, another international journal focussed on improving the lives of autistic people. The
Journal has an open-access arrangement with Southampton University which means that the
findings will be accessed by relevant professionals, to influence practice and inspire future

research.
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Chapter 2[] “Everybody Needs to Learn More”: A Thematic
Synthesis of the Experiences of Autistic

Students in Primary Schools

2.1(] Introduction

There is not one commonly agreed definition of autism, and conceptions are constantly
changing due to developments in understanding (Botha & Cage, 2022). However, it is typically
agreed that autistic people experience differences in communication and interaction, and that
autism is a spectrum, meaning that it affects all autistic people in different ways (Milton, 2012; Mesa

& Hamilton, 2022).

Of the over 166,000 autistic students in English educational settings, at least 70% attend
mainstream schools, and autism is named as a primary need on nearly 1/3 of Education Health Care
Plans (National Autistic Society, 2021; DfE, 2022). Given the large number of autistic students, it is

important that all schools are well-equipped to support them.

Each autistic child has a unique set of strengths, which may include loyalty, honesty, and
attention to detail (Fletcher-Watson & Happé, 2019). Despite this, the differences associated with
autism (including social communication, sensory processing, and executive functions), can make
navigating the complex school environment challenging (Mesa & Hamilton, 2022; Cunningham,
2022). In a recent survey of over 600 autistic students, only 26% felt happy at school, and just 24%
felt included (National Autistic Society, 2021). Further, autistic children are at high risk of exclusions
(Ambitious about Autism, 2018), poor academic results (Keen et al., 2016) and high levels of distress
(Guldberg et al., 2019). The Government has responded to concerns by releasing a National Autistic
Strategy (DfE, 2021) that, for the first time, includes children and young people. The proposal
promises to provide funding for staff training, improve procedures, and create an anti-bullying
programme. While the strategy is rolled out and evaluated, it is important to find ways to support

autistic pupils to have better school experiences.

Previous research has found that sense of belonging, knowledge of educators, school culture,
flexibility, and available resources are some of the key influences on the experiences and
participation of autistic children in primary schools (Hodges et al., 2020; Reupert et al., 2015;

Ballantyne et al., 2022). While interesting, this research prioritised the voices of teachers and
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parents, rather than including the autistic children. If autistic adults and children are not included in
research, there is a risk that inaccurate experiences and knowledge will be attributed to them,
potentially leading to incorrect support (Milton, 2012). According to the United Nations Convention
of the Rights of the Child (UNCRC, 1989), children have a right to be heard (Article 9) and to engage
in decisions which affect them (Article 12). This means all children should have the opportunity to
share their perspectives about support they receive. Beyond this, autistic individuals are experts of
their own experiences, who hold valuable insights into easy to implement changes that could make a
significant difference to their schooling (Gillespie-Lynch et al., 2017; Davidson, 2010). Rather than
doing education ‘to’ autistic students, they should be recognised as a valued resource to guide

practice (Fayette & Bond, 2018; Sciutto, 2012; Cunningham, 2022).

On a positive note, there has been a recent push to gather autistic voice about school
experiences. However, most research has focussed on secondary aged pupils (Fayette & Bond,
2018). In a recent review, Horgan et al. (2022) used thematic synthesis based on 33 qualitative
papers, internationally, to explore the experiences and perspectives of autistic pupils in mainstream
post-primary (secondary) school. The researchers concluded that secondary school was a challenging
experience for autistic students, that impacted their identity, well-being, and mental health. The
synthesis highlighted a range of environmental influences that contributed to this stress, including

academic demands, sensory environment, transitions, and a complex social environment.

The primary school context is significantly different from secondary school, with different
opportunities and barriers (Jindal-Snape et al., 2020). Although students have perceived that primary
teachers have better autism understanding (National Autistic Society, 2021), the environment
provides a narrower curriculum, and fewer opportunities for building social connections than
secondary (Stack et al., 2020; Jindal-Snape et al., 2020; Hebron, 2018). Given these differences, there
are risks in using secondary school accounts to guide understanding and practice in primary schools
(Cunningham, 2022). Therefore, the current review aims to foreground the voices of primary aged
autistic students in a range of settings, to understand their unique experiences, and the environment

that supports them best.

2.2(] Method

2.2.10] Aims

The aim of this systematic literature review is to synthesise qualitative research that

foregrounds the voices of children and young people to answer the question: What are the
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experiences of autistic pupils during their time at primary school? | kept the scope of the question
wide, including both current and retrospective accounts, to ensure a range of autistic experiences

were captured, and valuable insight was not ignored.

2.2.2[] Synthesis Methodology

The research question was explored through a constructivist lens, recognising that |, as a
researcher, play a unique role in synthesising and interpretating data to construct new knowledge
(Lewis-Beck et al., 2004). | chose the process of thematic synthesis as laid out by Thomas & Harden
(2008), which is consistent with this epistemology, to explore the research question. The iterative
and aggregative methodology allows in-depth analysis of the existing research, as well as going
beyond the data to generate new understandings to inform practice and policy in a transparent way
(Thomas & Harden, 2008; Drisko, 2020; Thorne, et al., 2004). This review was registered on
PROSPERO, in accordance with PRISMA guidelines (PROSPERO CRD42022306156; Page et al., 2021).

2.2.3[] Search and Retrieval of Qualitative Studies

Following an initial scoping search, the supervisory team and | refined the inclusion criteria
(See Table 2.1). There were no conditions placed on the date of publication or location of research.
While it would have been preferable to include papers published in all languages, the scope and
time-limited nature of this research made this challenging, and papers were limited to those
published in English. Furthermore, research has found that excluding non-English studies in

systematic reviews has minimal impact on overall conclusions (Nussbaumer-Streit et al., 2020).
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Table 2.1
Inclusion and Exclusion Criteria

Inclusion

Exclusion

Autistic/identify as autistic
Reflections on primary education
Papers to include at least 1 YP voice
(however this is gathered)
Retrospective accounts of primary
school

Does not mention experiences of
primary school

Participants not autistic
University experiences

Home education/online learning
Pre-school

In English Not based in a school setting
Peer-reviewed/dissertations Interventions

Special school Books

Mainstream school Middle school

Qualitative

Unclear whether reflections relate to

Mixed methods primary or secondary

Aim of the study is to explore factors
that support or hinder primary to
secondary transition

Quantitative
Overview article

2.2.401 Search Terms

The search strategy was constructed in collaboration with the University Information
Specialist (as recommended by Boland et al., 2017). The SPIDER tool (Cooke et al., 2012) aided in the
development of search strategy and terms. Key word search terms were informed by previous work
in the area (Horgan et al., 2022) and were limited to Title or Abstract. Subject headings were used
when this yielded additional results to the key word searching. To ensure the search was sensitive
enough to find available qualitative research, | used a combination of key terms, subject headings,
and broader terms (Booth, 2016; Shaw et al., 2004; McKibbon et al., 2006). Subject headings were

adapted according to database, and the comprehensive search strategy is detailed in Appendix A.

| conducted searches of Psycinfo, ERIC, SCOPUS and CINAHL in September 2022. Grey
literature was searched for using Proquest dissertation and Theses. There are reported weaknesses
in the indexing of qualitative research, and results are not consistently yielded from title and
abstract searching (Pearson et al., 2011; Drisko, 2020). Therefore, to supplement database searching
| hand searched reference lists and asked experts in the field. The initial database search produced

2,759 results, with an additional eight being located through other methods. Using the Preferred

10
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Reporting Items for Systematic Reviews and Meta-Analyses flowchart (PRISMA; Page et al., 2021;

Figure 2.1), 22 studies were deemed eligible for inclusion.

2.2.50 Screening

| adopted a thorough yet pragmatic two-stage review process to screening articles (Boland et
al., 2017). First, articles were screened by title/abstract. To ensure reliability, another member of the
research team screened a random sample (10%) of papers at this stage, and Cohen’s Kappa
indicated strong agreement (k = 0.82; McHugh, 2012). We discussed any papers that we disagreed
with, until we reached consensus. Next, | independently screened the papers at the full text stage.
Throughout the screening process, queries were discussed with the supervisory team until we

reached agreement.

11
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Figure 2.1

Prisma Flowchart of Search Process

12

Identification

Screening

Identification of studies via databases and registers

Identification of studies via other methods

Records identified from
Databases® (n = 2,759):
Psycinfo (n=533)

ERIC (n = 571)

SCOPUS (n = 737)

CIMAHL (n = 267)

Proguest dissertation and theses
global (n = 351)

!

Records screened by title and

abstract

(n=1,845)
Reports sought for retrieval

hJ

Records removed before
Sscreening:
Duplicate records removed
(n=914)

Records identified from:
Citation searching (n =5)
Asking experts in the field (n
=3)

Records excluded after
title/abstract screening
(n=1,778)

(n=67)
!

Reports assessed for eligibility
by reading whole text
(n=66)

v

Reports not retrieved
(n=1)

Included

Studies included in review
(n=22)

v

Reports excluded (N= 47):

Level of schooling is not primary or is
unclear (N = 17)

Dees not include young person voice
about school (N = 11)

Teacher or parent perspectives (N =

About online learning (M = 2)
Parficipants not autistic (N =2)
Cwerview article (N = 1)

Intervention study (N = 1)

Duplicate (N = 1)

COnly focussed on barriers that
facilitate secondary transition (N = 8)

Reports sought for retrieval

(n=28}
!

Reports assessed for eligibility
by reading whole text
(n=7)

b

Reports not retrieved
(n=1)

Fy

v

Reports excluded (N = 4):

Participants not autistic (n=1)
Parent perspectives (N=1)
Does not include young person
voice about school (N=2)
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2.2.60] Quality Assessment

The issue of quality assurance in qualitative synthesis is under debate (Drisko, 2020). While it
is typically expected that studies be excluded based on methodological weakness (Booth et al.,
2022), there is a risk of missing out on valuable insights by excluding papers based on quality
(Pawson, 2006). Thomas & Harden (2008, p. 4), suggest that quality assurance is important to avoid
“drawing unreliable conclusions”. Given the ongoing debate, quality assurance was used to evaluate
the impact of research quality on review findings, rather than to exclude papers (Thomas & Harden,
2008; Long et al., 2020). | chose The Critical Appraisal Skills Programme Qualitative research checklist
(CASP; 2018) because it has been reported as a good measure of transparency, design, and reporting
standards (Long et al., 2020). Generally, the studies included in the synthesis were valuable, included
a clear statement of aims and findings, and used appropriate methodology. It was often unclear
whether papers had not met the CASP criteria, or this information had been omitted due to the
word count of journals. For example, in eight studies there was insufficient information to gauge
whether the relationship between researcher and participant had been adequately considered.
Additionally, it was not clear that data had been sufficiently analysed (n = 6) or that ethical issues

had been considered (n = 6). See Appendix B for full CASP scoring.

2.2.711 Data Extraction

The 22 studies were analysed using the process of thematic synthesis as explained by Thomas
and Harden (2008); a process of three iterative and overlapping stages. All three stages were
primarily conducted by me. This was an immersive process that involved regular reflections with the

supervisory team.

1.0 Line-by-line coding — All data that answered the research question and was under the title of
findings or results were line-by-line coded using NVivo for Windows (Version 12 for
Windows). Data was coded if it represented the direct voice of the young person, through
interviews or adapted methods. Interpretations of young people’s experiences (from other
participants) and observations were not coded. Instances where it was not clear that the
participant is discussing primary school were excluded. Where possible, studies were coded
into pre-existing codes, with new codes being created if necessary. After all papers had been
coded the number of codes was refined to avoid duplication.

2.[1Developing descriptive themes — Initial codes were then grouped into descriptive themes

(See Figure 2.2 for an example of descriptive themes developed from initial codes).

13
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3.[1Generating analytical themes — Analytical themes were generated and interpretated from

the descriptive themes.

Figure 2.2

Stages one and two of Thematic Synthesis: Descriptive Themes Generated from Initial Codes

O I'm often alone

O Experiences of social isolation

O My behaviour means | lose friends

(O Difficulty understanding neurotypical social world
O 1 play alone but I'm fine with that

(O Withdraw if anxious

(O 1 don't get included - rather be on my own

O Friends are important to me

O Enjoyment linked to social interactions
(O Social learning seen positively
(O Place high value on friendship
O Try to make friends
(O | am treated badly by others

(O ‘'they don't want me they want somebody else
O Experiences of bullying
(O Want to be treated like a human

2.2.80J Community Involvement Statement

This piece of research was conducted as part of my Doctorate in Educational Psychology.
Although the research did not include direct involvement from the autism community or policy

group stakeholders, it did prioritise the voices of autistic people.

2.30] Results

2.3.10] Synthesis Overview

A total of 22 studies were included in the review, published between 2012 and 2022. Over half
of the papers were based in the United Kingdom and Republic of Ireland (n = 16), with additional

studies from the USA, Australia, Israel, and Hong Kong. There were 172 participants, however, in two

14
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studies (Wood, 2020; Wood, 2021) the same participants were used to answer different research
guestions. Sixteen studies included the voice of children currently attending and just left primary
school (n = 83), aged 4-11. Six studies included retrospective accounts of participants (n = 89), aged
11-67. It is hard to draw reliable conclusions about gender because five studies did not include this
information. However, it appears that current studies had predominantly male participants (81% of
those that disclosed), whereas retrospective accounts had more females (n = 36), than males (n =
24), and one participant identified as trans feminine. It is not possible to report accurate information
about the ethnicity of participants because only six of 22 studies shared this information. Interviews
were the predominant method of data collection (n = 18), with focus groups under-represented.
Seven studies used adapted methods for the children and young people (e.g., picture sorting, online
assistance and picture board activities). Thematic analysis was used by over half of the studies (n =

12). See Appendix C for full breakdown of methods and participant information.

2.3.2[] Results of Synthesis

Through line-by-line coding | generated 63 codes, which were sorted into 15 descriptive
themes. The descriptive themes were developed into four analytical themes that went “beyond” the
data (Thomas & Harden, 2008, p. 9) to explore the experiences of autistic students during primary
school: ‘We all have different experiences of school’, ‘Understand and listen to me — | don’t want to
look weird’, ‘Social connection is important — | want to be treated like a human’, and ‘Success
matters but environment is key’. These overarching themes, and descriptive sub-themes are shown

in a thematic map (Figure 2.3).

For some included studies a small amount of text was coded, and for others all data was
pertinent. The weight given to each paper within the synthesis reflected the relevance of each
paper; studies that more accurately answered the research question had higher representation
within analytical themes. It has been argued that the overall synthesis is of more importance to the
research question than how many themes were present in each paper (Markland et al., 2022).
Despite this, to keep the process transparent, details of which descriptive themes arose in each

paper are highlighted in Table 2.2.
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Table 2.2

Descriptive Themes Identified in Each Study

Success matters but environment is

key

Social connection is important

Understand and listen to

me

We all have different
experiences of school

JUDWUOJIAUD
Alosuag 'qT

pasn adendue ‘yT

Sujuies) Aw Joy
sadueyd e €T

uJes|
01 U2 We | 'ZT

W 03 suesaw
diyspuaiy 1eym ‘TT

siayoeal
aniuoddns ‘0T

Quoje usl}jo we | ‘g

Alpeq
pajealy we | ‘g

juepodwil
dJe spusal{ /£

Suoum s3uiyy
Op 10U 0P 3\ ‘9

aw 03 Uals||
pue pueisiapun ‘s

aw jou we
| 3 US3S We | *f

aJewlysiu
81 auo s1 jooyas °¢

1| | BUIYION "uny
a( ued [ooydsS ‘¢

s193[qns JuaJaIp
10} 22U4494d T

v

Cunningham (2022)

Holmes (2022)

Zakai-Mashiach (2022)

Hasson et al. (2022)

Yi & Sui (2021)

Wood (2021)

v

Warren et al. (2021)

Brownlow et al. (2021)
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Success matters but environment is

key

Social connection is important

Understand and listen to

me

We all have different
experiences of school
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Success matters but environment is

key

Social connection is important

Understand and listen to

me

We all have different
experiences of school
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Figure 2.3

Thematic map Demonstrating Analytical Themes, the Contributing Descriptive Themes, and
Prominent Links Between Themes

Preference .
e | hold it in
subjects We don't do
\ things wrong
we do them
differently
School can be mm
fun/nothing | ke | experiences
about school pe
“_""‘“-—-__._‘ Make
changes for
me and my
learmning
Friends are
LTgmH[ 1o Iam keen to
learn and
succeed
The right e
I'm often What sensory :snmm
alone friendship environment important
means to me is key

Note. Analytical themes have a darker background and bold
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2.3.30 Analytical Themes
2.3.3.10J We All Have Different Experiences of School

As is to be expected from such a heterogenous sample, autistic people shared a range of
individual experiences of their time at primary school. This was reflected in simple preferences,
such as whether maths (Cunningham, 2022), or science (Moyse & Porter, 205) was their favourite

subject, as well as their feelings towards school.

For some, school was seen positively, and their accounts used terms such as “perfect”
(Hebron & Bond, 2017, p. 563), “fun” (Hebron & Bond, 2017, p. 565; Stack et al., 2020, p. 6) and
“the best” (Croydon et al., 2019, p. 9). Additionally, in O’Leary & Moloney (2020), pre-verbal
children reacted positively to photos of their school during adapted tasks. Often, current school
placement, which included specialised support, was perceived as preferable to previous negative
experiences (Hebron & Bond, 2017; Croydon et al., 2019; Warren et al., 2021). Despite this,
positive experiences were not typical. Some pupils showed apathy towards school, stating that
they had nothing positive to share (Stack et al., 2020; Howard et al., 2019). Others were resentful
of the time they had to spend at school, describing it as “too long” (Hebron et al., 2015, p. 18;
Howard et al., 2019), and the pressure of completing homework caused a high level of stress that

built throughout the week (Cunningham, 2022; Stack et al, 2020).

Many accounts were underscored by acute and extreme difficulties that impacted the well-
being of pupils. Two children shared how they spent a lot of time crying (Moyse & Porter, 2016;
Cunningham, 2022), and others used terms such as “scared” (Cunningham, 2022, p. 8), “worry”
(Stack et al., 2020, p. 7) and “panic mode” (Howard et al., 2019, p.15) to describe their feelings.
Retrospective accounts offered more insight into the detrimental impact of the primary school
environment on the mental health of some autistic young people (Zakai-Mashiach, 2022; Goodall,
2018). For example, in Zakai-Mashiach (2020), Jasmine shared that school had led her to have
suicidal thoughts, and Sapir highlighted that the impact was long-term: “I have scars in my soul
from that time” (Zakai-Mashiach, 2022, p. 6). Although, researchers frequently used the term
‘anxiety’ to describe these emotions and behaviours, children did not typically use this language.
It is possible that time and understanding are needed for the impact to be realised, for example
Sophia, an autistic adult, shared: “I had a lot of anxiety attacks [at] that time, and no one knew

what it was” (Zakai-Mashiach, 2022, p. 6).

Although, the idea that autistic pupils have different experiences of primary school has
been mentioned here, the heterogeneity of experiences is a thread that runs throughout all

remaining themes. Additionally, the negative impact of the social, learning, and sensory
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environment of primary school on the mental health of autistic pupils was consistently present

among accounts and themes.

2.3.3.20J Understand and Listen to me — “l Don’t Want to Look Weird”

Students shared the importance of both peers and staff understanding autism, so that their
behaviour was not perceived as “weird” (Cunningham, 2022, p. 8; Stack et al., 2020). In
Cunningham (2022), participants were able to identify teachers that had taken the time to
understand autism. However, many students felt teachers have a lot to learn: “They just don’t

I/I

know enough at all” (Cunningham, 2022, p. 8; Zakai-Mashiach, 2022). In a retrospective account,
Ella reflected “they [the teachers] could not understand how | could be so smart and so socially
clueless at the same time” (Zakai-Mashiach, 2022, p. 6). Another autistic adult shared a wish that
“they understood my behaviour is not intentional” (Sciutto, 2012, p. 181). Peer understanding
was also highly valued, yet despite some positive accounts (Hebron & Bond, 2017; Holmes, 2022),
the consensus was that “everyone needs to learn more” (Cunningham, 2022, p. 8). There were
examples given when others showed they had understood, demonstrated through actions such as
giving space (Stack et al., 2020), or modifying tasks (Goodall, 2018). This had a positive impact on
well-being. Other young people felt ignored by their peers (Howard et al., 2019) and not

“believed” by school staff which meant they were reluctant to share their difficulties (Stack et al.,

2020, p. 9).

It was common for students to hold in or hide their true feelings (Sciutto; 2012;
Cunningham, 2022; Stack et al., 2020; Yi & Sui, 2021), need for support (Cunningham, 2022;
Moyse & Porter, 2015), and even autistic diagnosis (Brownlow, 2021) during their time at primary
school: “I just muscled through it and acted like | was neurotypical” (Brownlow, 2021, p. 5). In
Gray & Donnelly (2015, p. 21), Elle wrote a poem about her experiences, which included the line
“I am seen, but | am not me”, when further questioned, she stated “I would like to be Elle all the

time” but felt that people did not know her.

Children reported feeling “embarrassed” (Cunningham, 2022, p. 9) to use supportive
strategies or seek help, and one young person feared sharing their emotions may get them into
trouble (Stack et al., 2021). In some cases, adults or school culture had led children to feel
ashamed of their autism, further causing them to hold it in (Brownlow, 2021; Howard et al., 2019;

Yi & Sui, 2021), or mask difficulties (Sciutto, 2012).

Students developed strategies such as getting something from their bag (Cunningham,

2022), looking busy, or copying peers (Moyse & Porter, 2015), to help them get through the day.

22



Chapter 2

These findings highlight the importance of staff understanding, knowing, and being attuned to
their students because pupils have shared that this ‘hiding’ often causes distress (Sciutto, 2012;

Cunningham, 2022; Brownlow, 2021; Zakai-Mashiach, 2022; Moyse & Porter, 2015).

It was rare for pupils to view autism positively, and in some extreme accounts it was seen
as an illness: “this illness is troubling me” (Yi & Sui, 2021, p. 243). When students had been taught
a positive narrative, they could see their strengths “you know more stuff about what you like than
most people” (Howard et al., 2019, p. 13), and autism as a “special thing to have” (Cunningham,
2022, p. 8). Adults reflected that during primary school they did not understand their own autism
and would have liked support in understanding themselves better (Zakai-Mashiach, 2022;
Cunningham, 2022). Some autistic adults, who had therefore had longer to learn about autism,
expressed the wish that those around them would see autism as a difference not a disability

(Sciutto, 2012).

2.3.3.37] Social Connection is Important — | Want to be Treated Like a Human

The importance of social connection was a prevalent theme in the experiences of autistic
students in primary school. Relationships with school staff were shared by many participants as
influential during their primary school years (Stack et al., 2020; Goodall, 2018; Gray & Donnelly,
2015; Hasson et al., 2022; Hebron & Bond, 2017; O’Leary & Moloney, 2020). Supportive
relationships were characterised by trust (Stack et al., 2020), mutual respect (Sciutto, 2012), and
support with problem solving (Stack et al., 2020; Weiss, 2020). Indeed, in Goodall (2018), one
participant reflected that primary school was her happiest placement due to the kindness of her
teacher. Often it was support staff, rather than the teacher, that made the difference (Stack et al.,

2020; Weiss, 2020; Hasson et al., 2022).

Friendship appeared to be one of the most important factors contributing to the enjoyment
young people placed on school (Moyse & Porter, 2015; Wu et al., 2019; Yi & Sui, 2021; Zakai-
Mashiach, 2022; Warren et al., 2021), and children tried hard to form social connections (Zakai-
Mashiach, 2022; Goodall, 2018). The importance of friendship is demonstrated in Weiss (2021),
who details the difficulty Rick had choosing between joining a gifted and talented school or
staying at his current placement where he had finally made a friend. Pupils valued learning about
friendship skills, and in Cunningham (2022), saw social learning interventions as positive. In
several retrospective accounts, adults reflected that they wished that they had experienced

support with the social aspect of school (Weiss, 2021; Sciutto, 2012; Holmes, 2022).
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Many children felt positively about their experience of friendship at primary school. They
valued friendships with people with whom they shared common interests including football
(Hebron et al., 2015), basketball (Croydon et al., 2019), and video games (Howard et al., 2019). In
some instances, they were happy with the way their friendships were, even if these would not be
considered the norm: “one pupil explained that ‘1 don’t have a best friend’ but didn’t see this as a

problem” (Cunningham, 2022, p. 8; Warren et al., 2021).

Despite craving connection, autistic children experienced much of their time alone during
primary school. For pupils in some studies (Moyse & Porter, 2015; Zakai-Mashiach, 2022; Weiss,
2021) solitude was a choice with which they were happy: “Sometimes | am by myself, but | like
this” (Cunningham, 2022, p. 8). However, others felt intentionally isolated by peers, which caused

feelings of loneliness (Goodall, 2018; Holmes, 2022; Potter, 2014; Warren et al., 2021).

Often, playtimes were the most difficult part of school. Indeed, for Scarlett, lessons
provided a distraction from feeling left out (Moyse & Porter, 2015). Children recalled trying but
struggling to understand games (Yi & Sui, 2021), or the unwritten social rules: “I never understood
the children around me, their conversations, or their behaviours” (Zakai-Mashiach, 2022, p. 6;
Howard et al., 2019). Consequently, they reported feeling unwanted “they don’t want me they
want someone else” (Moyse & Porter, 2015, p. 13), and eventually choose to be alone: “they
don’t really like my ideas, so | like working on my own most of the time” (Moyse & Porter, 2015,

p.11).

At times, school practices served to further isolate students, for example asking a child to
complete their work at lunchtime (Goodall, 2018). Other times neurotypical peers interpreted
coping mechanisms negatively; withdrawal was interpreted as rude (Moyse & Porter, 2015; Zakai-
Mashiach, 2022), or emotional outbursts and interests were deemed annoying (Gray & Donnelly,
2015; Warren et al., 2021): “So, | lost a lot of my friends that | had in elementary school just
because of outbursts” (Weiss, 2021, p. 143).

In addition to being isolated, many pupils recalled instances of significant bullying during
their primary school years. Despite wanting to be treated like a person (Holmes, 2022; Goodall,
2018), they had experiences of feeling like a freak, alien, monster (Holmes, 2022), and as if they
had germs (Goodall, 2018). They recalled experiences of teasing (Stack et al., 2020), physical
abuse, (Yi & Sui, 2021), and even sexual assault (Goodall, 2018). Often children felt that they were
being treated badly because they are different, or the stigma of their diagnosis (Stack et al., 2020;
Weiss, 2021; Holmes, 2022). They did not retaliate or tell anybody as they assumed they would be
ignored (Yi & Sui, 2021; Stack et al., 2020).
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2.3.3.47] Success Matters but Environment is key

Pupils demonstrated a motivation to succeed and be challenged in school: “The best part is
learning new stuff every time” (Wu et al., 2019, p. 229). They were often aware of the gaps in
their knowledge (Moyse & Porter, 2015; Croydon et al., 2019) but at the same time discussed the
importance of persevering, and learning from their mistakes (Howard et al., 2019). Some reported
feeling held back by teachers’ perceptions of their abilities and wished they could spend more
time learning in mainstream, where the expectation was higher (Stack et al., 2020; Croydon et al.,
2019; Hebron & Bond, 2017). However, not all participants shared this motivation (Stack et al.,
2020; Howard et al., 2019), demonstrating both individual differences and environmental factors
that can foster or hinder the desire to do well academically.

Pupils valued having access to a broad curriculum (Hebron & Bond, 2017), but had not
always experienced learning that was meaningful to them: “l don’t learn, they don’t teach what |
want to know” (Gray & Donnelly, 2015, p. 21). They shared that they benefited from adaptations
including videos and technology (Howard et al., 2019); hands-on activities (Wu et al., 2019), and
an adapted physical layout (Howard et al., 2019), yet it was important that support was subtle
and did not make them stand out as different (Cunningham, 2022; Hebron & Bond, 2017). Peers
were valued as tools that support with classroom learning and academic success (Howard et al.,
2019; Stack et al., 2020; Wu et al., 2019). In some cases, children had experienced teachers who
allowed them to incorporate their interests in learning, which allowed them to show their

strengths (Howard et al., 2019; Wood, 2021; Wu et al., 2019).

One important contributing factor to students’ experience of primary school was the
language used. Often, participants reported not liking language-based subjects (Stack et al., 2020;
Howard et al., 2019; Cunningham, 2022). More generally, difficulty understanding teacher
instruction or intent caused anxiety (Zakai-Mashiach, 2022; Goodall, 2018; Hasson et al., 2022;

Cunningham, 2022). This was particularly pertinent when language was abstract or social:

The question to answer is, what did you do this summer? And | was terrified... It’s like,
well, the summer is a really big thing. | don’t know what to say... | don’t know what the

expectation is and also what the question means. (Weiss, 2020, p. 133)
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Children in Cunningham (2022) shared that their experience was more positive when they
were provided with specific rules, and clear, concise instructions. Additionally, simple changes,
such as having extra time to formulate a response (Howard et al., 2019; Wu et al., 2019), and
teachers who explain concepts (Brownlow, 2021; Goodall, 2018; Hasson et al., 2022), were greatly

appreciated.

For some pupils the sensory environment of primary school was difficult to manage. In
particular, noises were reported to affect engagement, cause anxiety, and take up a lot of energy
to manage (Croydon et al., 2019; Weiss, 2021; Howard et al., 2019; Sciutto, 2012; Wood, 2020;
Warren et al., 2021). In some cases, this aversion led to further exclusion. For example, in Wood
(2020, p. 118), Michael did not join PE, assembly, or lunch in the hall because “noises make (sic)
my ears bleed”. Pupils found it difficult to engage in learning until their anxiety had subsided
(Howard et al., 2019; Stack et al., 2020), and reported that smaller class sizes (Warren et al.,
2021), being able to take a sensory break without any questions being asked (Stack et al., 2020),
and extra play time (Howard et al., 2019), would help them to manage the sensory environment.
Despite this, it could sometimes feel difficult to use this support. For example, one pupil reflected
about learning breaks: “Sometimes, | don’t want to do it, but | know | need to do it” (Cunningham,

2022, p. 9).

2.47] Discussion

24.10] Summary

The aim of the current review was to answer the question: what are the experiences of
autistic pupils during their time at primary school? The qualitative research in the synthesis
included retrospective and current accounts from children in a range of educational settings
(mainstream, special needs, resource base), and countries (although the majority UK and Ireland).
The synthesis highlights four intermeshing themes, that are pertinent to the experience of autistic
children during the primary school years: we all have different experiences; being understood and

listened to; the role of the environment, and social connections.

Children recalled differing and unique stories of their primary school years. Although there
were some positive accounts, many participants told tales of feeling stressed, sad, and
overwhelmed. While children did not typically use the word ‘anxiety’, retrospective accounts
emphasised the impact the environment had on their mental health later in life, supporting
research that if children are not adequately supported early on, more severe mental health

difficulties can develop (Mesa & Hamilton, 2022).
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Due to societal ignorance, autistic people are at risk of being de-humanised and treated like
non-sentient beings (Botha et al., 2021). Indeed, despite desperately craving connections,
children in the current review experienced social isolation and bullying, which they often
attributed to the stigma of their diagnosis. Understanding from staff, peers and themselves was
often make or break for the experiences of participants. They knew they could be perceived as
“weird” and wanted autism to be viewed as a difference not a disability. When school staff
showed their understanding through small gestures, it had a big impact on the well-being of the
children in the current study. Despite increases in autism awareness, it is well documented that
many teachers are underprepared to recognise and support autistic students, and some teaching
assistants have received no training at all (Ravet, 2018; Whitlock et al., 2020; Gomez-Mari et al.,
2021; Mesa & Hamilton, 2022). This lack of understanding means that children are not getting
appropriate support and can impact teacher motivation, representing the experiences of some

children in the review (APPGA, 2019; Busby et al., 2012).

Most children were motivated to learn and succeed. In contrast to secondary aged students
who found the learning overwhelming (Horgan et al., 2022), children, especially at specialist
primary schools, reported feeling held back academically. They valued being challenged and
accessing meaningful learning. However, environmental influences such as the sensory

environment, and language demands, impacted their engagement.

Children in the current review spent much of their time alone. While this was a choice for
some, for many, isolation came from school practices and rejection from peers. Previous research
has found that autistic children are motivated by friendships (Cook et al., 2018; Myles et al., 2019;
Tierney et al., 2016). Despite this, teachers often incorrectly assume that autistic children want to
be alone (Mesa & Hamilton, 2022), and this can lead to further unwanted seclusion. The use of
social skills teaching has been debated, with some opponents arguing that social skills
programmes demand that autistic people fit into neurotypical moulds (Ai et al., 2022). In the
current research, children shared a wish for a form of social intervention, reflecting the thoughts

of 50% of autistic children in a recent survey (National Autistic Society, 2021).

Recent research has found that camouflaging is not exclusive to autistic females, and
camouflaging behaviours develop over time, starting in childhood (Ross et al., 2023). Due to
missing demographic information, it was difficult to decipher whether there were gender
differences in the current study, however, it does appear that children in primary school do
camouflage, and that this has a detrimental impact on their mental health, and ability to engage

(Halsall et al., 2021, 2020; Beck et al., 2020; Cook et al., 2018).
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Some children, especially those who had specialist adaptations, reported positive
relationships, and support attuned to their needs. However, often children were bullied,
excluded, and stigmatised, which negatively impacted their sense of school belonging, reflecting
what has been found in secondary schools (Horgan et al., 2022; Myles et al., 2019). Belonging is
the fundamental human need to be accepted, respected, and included (Baumeister & Leary, 1995;
Allen et al., 2021), and sense of school belonging has been linked with positive educational and
psychological outcomes (Allen et al., 2018; Arslan, 2021; Arslan et al., 2020). Feeling that they

were not accepted, left children isolated, and often hiding their true self to fit in.

2.4.20 Implications

If children can be supported to develop a sense of belonging in primary school, then this
may prevent “cycles of restricted participation” that continue into adolescence (Hodges et al.,
2020, p. 9). The current research highlights the importance of different schools learning from each
other to support autistic children to feel challenged, understood, and accepted. Participants

shared a range of helpful support that can inform policy and procedure.

Participants wanted both peers and staff to develop their understanding of autism, as well
as to understand more about themselves. In their latest autism strategy, the government have
allocated £600,000 of funding to support training and continuing professional development for
teachers (DfE, 2021). The implementation of this should be closely monitored, and it is important
that teachers experience continued training and support from outside agencies to ensure they
have a range of practical strategies (Van Der Steen et al., 2020; APPGA, 2019). Whole school
approaches that support understanding of neurodiversity (e.g., Learning about Neurodiversity at
School; Alcorn et al., 2021) can help all staff and children to develop their knowledge of autism.
This may help those who have not yet received a diagnosis, to understand that everybody is
different. Additionally, autistic children should be encouraged to explore their autism, and their
individual strengths (Pares Landells, 2016). It is possible that supporting this understanding earlier
in their education, could counteract some of the difficulties with identity experienced at

secondary school (Horgan et al., 2022).

Children valued friendship with peers who had similar interests and could be encouraged to
join clubs or activities based on these (Cook et al., 2018; Mesa & Hamilton, 2022). They shared a
want for support around social skills development. However, it is important that any support
provided is co-constructed, trauma-informed, and neuro-affirming (Ai et al., 2022). Relationships
with trusted adults were valued, and relationships can be utilised to allow talking through of

social situations. It is important that staff believe autistic children (and their parents) if they say
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they have struggled, as feeling that they are not believed led children to hide their need for

support.

Children shared the importance of schools making seemingly small adaptations including
regular breaks, quiet spaces, extra time to answer questions, and technology. It is vital that
support is carefully adapted based on individual need and listening to the child’s voice (Guldberg
et al., 2019). Further, many children were reluctant to access support if it would ‘other’ them, and
general support that benefits all children is preferred (Mesa & Hamilton, 2022). As has been
demonstrated in this review, children can provide meaningful information about their

experiences, and it is up to schools and policy makers to listen.

2.4.37] Strengths, Limitations, and Further Research

The current review is the first focussing on the voice of autistic primary-aged children, and
is of wide scope, including a range of voices, internationally. It provides further evidence of the
importance of listening to unique autistic perspectives to further develop understanding. It should
be noted that the extent to which implications can be implemented relies on the context and
political climate, and limited resources can have a negative impact on attitudes towards autism

(Leornard & Smyth, 2022).

The research included has taken positive steps to amplify the voices of a wide range of
autistic students. Despite this, it is possible that some people have been excluded, especially in
relation to race and gender. In a recent review of autism intervention studies, Steinbrenner et al.
(2022) found that only 25% reported data on ethnicity, and of those that did, the majority were
White. In the current review, just five of 22 studies reported ethnicity information. Additionally,
many studies did not disclose gender or were predominantly male. This is not surprising, given
that that women are typically diagnosed later in life (Gould, 2017). However, it should be noted
that added reflection time may have impacted the retrospective accounts of female participants.
Given the implications of intersectionality, and the interest in gender differences in autism, it is

important that future researchers comprehensively gather demographic information.

Most of the included studies utilised semi-structured interviews, which excluded children
with limited verbal communication (Fayette & Bond, 2018). Research that did use participatory
methods and adapted resources yielded meaningful findings (e.g., Cunningham, 2022; Moyse &
Porter, 2015 & Howard et al., 2019; Warren et al., 2021). Such practices should be continued in

research, as well as shared with schools.
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2.4.47] Conclusion

Previous research has excluded the voices of autistic children about their school
experiences, or primarily focussed on accounts of secondary aged pupils. The current review
explores the school experiences of autistic children in a range of primary school settings. In doing
this, | have identified four themes that are pertinent to the experiences of autistic children, and
steps that can be taken to make their experiences more positive. This research highlights the
importance of everybody developing their understanding of autism, both generally, and
specifically to the children with whom they are working. There were many examples of good
practice, and schools should be encouraged to listen to their young people and work together to
ensure that all autistic children, regardless of setting, are challenged and experience a sense of

school belonging.

30



Chapter 3

Chapter 3( "Do My Friends Only Like the School Me or the True Me?"
Understanding the Relationship Between Sense of School
Belonging, Camouflaging, and Anxiety in Autistic Students
Attending Mainstream Secondary School: A Mixed
Methods Study

3.1.1(] Autism, Anxiety, and Mainstream Schools

Autistic people experience differences with sensory processing and social communication
(Kirby et al., 2022; Milton, 2012). The prevalence of autism is consistently increasing, and recent
government data estimates that nearly 2% of all children in the UK are autistic (DfE, 2022).
Approximately 70% of autistic students in the UK and Ireland attend mainstream schools (DfE,
2022; National Autistic Society, 2021; Department of Health, 2018). It has been argued that
mainstream school provides social and educational benefits that are enabling for some autistic
students (Horgan et al., 2022). Despite this, the environment can prove challenging for autistic
students, and research has found that they experience higher levels of anxiety in school than their
peers (Hebron & Humphrey, 2014; van Steensel et al., 2011; Mesa & Hamilton, 2022), with these
difficulties being linked to negative outcomes, including poorer quality of life (Adams et al., 2019),

classroom performance (den Houting et al., 2020) and school non-attendance (Adams, 2022).

Given the increasing number of autistic students in mainstream schools, it is important to
further explore mechanisms behind their increased anxiety levels, while also acknowledging that
anxiety may not be inherent in autism. The challenges faced by autistic individuals can be
attributed to a mismatch between their unique characteristics and the school environment
(Mandy, 2019; Lai & Baron-Cohen, 2015). Research has identified several factors that contribute
to anxiety experienced by autistic students in school, including uncertainty, social demands,
bullying experiences, and the sensory environment (Horgan et al., 2022; Hebron & Humphrey,

2014; Costley et al., 2021).

3.1.27] Camouflaging

One factor that is prevalent in the literature relevant to the mental health of autistic
people is camouflaging (Cook et al., 2021; Ross et al., 2023). There is no agreed definition of
camouflaging (also referred to as masking and adaptive morphing) and further work is needed to
explore autistic people’s preferred terminology (Lawson, 2020; Cook et al., 2021; Lai et al., 2021).

In the current research, the term ‘camouflaging’ will be used to describe a range of strategies and
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behaviours that autistic people employ to cope in a neurotypical world (Hull et al., 2017; Cook et
al., 2021). Camouflaging can involve hiding or suppressing autistic characteristics (e.g., stimming);
copying the behaviours of others who are deemed socially competent; and developing techniques
to adopt a non-autistic communication style (Hull et al., 2017). For example, an autistic student in
school may use eye-contact despite this feeling unnatural, cover up their need for support in

class, or learn scripts to engage with their peers. It has been consistently found that camouflaging
is more prevalent in females assigned at birth, and camouflaging may be one possible
contributory factor to the late diagnosis of autistic females (McQuaid et al., 2022; Hull et al., 2020;
Halsall et al., 2021). However, it is noteworthy that camouflaging is not an exclusively female

behaviour and has been reported by autistic people of all genders (Ross et al., 2023).

While it could be argued that most people adapt their behaviours to a degree, it has been
found that autistic camouflaging requires a level of effort greater than typical “reputation
management” (Hull et al., 2017, p. 2520; Cage et al., 2022). Indeed, it has been commonly
reported that camouflaging can take a toll on autistic people and their identity, and these
compensatory behaviours have been associated with anxiety, depression, and suicidality in the
adult population (Cook et al., 2021; Hull et al., 2017; Cassidy et al., 2018; Cage & Troxell-Whitman,
2019). Due to the high prevalence rates of anxiety in autistic secondary aged students (Costley et
al., 2021), and inconsistent research findings about camouflaging and general well-
being/depression (Cage & Troxell-Whitman, 2019; Perry et al., 2022), the current study will focus

primarily on anxiety.

Camouflaging behaviours have been found to start in childhood and develop over time
(Ross et al., 2023). Despite most research focussing on adults, there is growing body of evidence
exploring the impact of camouflaging in children and adolescents (Cook et al., 2021; Halsall et al.,
2021). For example, in two qualitative studies, autistic girls have reported that camouflaging
caused them a high level of anxiety within school, especially when they were unsure if it had been
successful (Halsall et al., 2021; Cook et al., 2018). In a study of over 700 autistic children, Ross et
al. (2023) found that camouflaging was positively correlated with internalising symptoms (e.g.,

anxiety and depression), further evidencing this relationship.

Some autistic people always camouflage, however, for many, it is situation dependent
(Hull et al., 2017; Cage & Troxell-Whitman, 2019). Autistic girls have reported that they stop
camouflaging when they return home from school, and camouflaging behaviours may be more
prevalent in mainstream than specialist settings (Cook et al., 2018; Halsall et al., 2021; Tierney et

al., 2016). Given the relationship between camouflaging and anxiety, it is important to look to
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factors related to the mainstream school context that affect whether autistic students of all

genders feel they can ‘take off the mask’; one such concept is school belonging.

3.1.30] Sense of School Belonging

Psychological literature posits belonging as a need of “all humans in all cultures”, that is
key to emotional well-being, and necessary for achieving self-actualisation (Baumeister & Leary,
1995, p. 499; Bowlby, 1969; Maslow, 1968). Indeed, Baumeister and Leary (1995) describe that
humans are innately motivated to find and maintain a feeling of belonging. Schools provide a
unique and multi-systemic opportunity for pupils to experience belonging, and there has been a
wealth of research recognising the importance of belonging in the school context (Arslan et al.,

2020).

There are many conceptions of school belonging (also referred to as school
connectedness, relatedness, and engagement; Craggs & Kelly, 2018). It is a multidimensional
construct related to a student’s affiliation to their school, and includes behavioural and emotional
elements (Allen et al., 2021; Arslan et al., 2020). In one commonly cited definition, Goodenow and
Grady (2010, p. 61) explain that school belonging is the amount that pupils feel “personally
accepted, respected, included, and supported by others”. More recently, in a meta-synthesis of
research into school belonging, Craggs and Kelly (2018; p, 1442) conceptualised school belonging

as “feeling safe to be yourself in and through relationships in the school setting”.

Research has found that sense of school belonging is associated with better well-being
and mental health in both autistic and non-autistic individuals, and that good connectedness to
school can protect against mental health difficulties including anxiety (Shochet et al., 2006; Arslan
et al., 2020; Benner et al., 2017). Belonging is especially important during adolescence, when
priorities and expectations change, and identity is formed (Allen & Kern, 2017). It therefore seems
particularly pertinent that autistic students, who are at elevated risk of anxiety, are supported to

feel a connection to their schools (Hebron & Humphrey, 2014; Hebron, 2018).

It has been found that autistic students in mainstream schools experience lower levels of
school connectedness than their peers (Hebron, 2018; Porter & Ingram, 2021). Friendships,
teacher relationships, and understanding/acceptance have been found to be key for developing a
sense of school belonging (Craggs & Kelly, 2018; Allen et al., 2021; Allen & Kern, 2017). Autistic
students at secondary schools have reported having negative interactions with their teachers, and
the sensory environment and unpredictability can lead them to feel excluded (Horgan et al.,
2022). Further, due to their different communication styles and the stigma of their diagnosis,

autistic students have reported experiencing a high level of bullying and social isolation (Cook et
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al., 2018; Horgan et al., 2022). All these factors are likely to decrease their sense of school

belonging.

There is preliminary evidence that some autistic students who feel a low sense of school
belonging camouflage their difficulties. Research in females at secondary school reflects findings
in the adult population; that camouflaging is used as a means of forming relationships, trying to fit
in, and seeking a sense of belonging, often after previous social rejection (Hull et al., 2017; Tierney
et al., 2016; Halsall et al., 2021; Cook et al., 2018). In a qualitative study exploring sense of
belonging in autistic females in secondary school, Myles et al. (2019) found that autistic students
were motivated to belong, and often adapted their behaviour so that they could experience a
sense of belonging. It seems that if students do not feel safe to be themselves then they may hide
their difficulties in a bid to be accepted and respected, which may increase anxiety. Indeed, in a
survey of 108 secondary aged females with special educational needs, Porter & Ingram (2021, p.
69) found that students felt that perceived lack of belonging meant that they hid their “quirky
bits”, which increased anxiety levels in school. It is important that this relationship is

quantitatively explored including students of all genders, including those outside the binary.

3.1.40] The Current Research

Research has started to explore the relationship between camouflaging, mental health,
and other factors in adult and non-autistic populations. For example, Cassidy et al. (2020) found
that autistic traits predicted camouflaging, and that camouflaging was correlated with
experiences of thwarted belonging, and higher suicidality. In another study, Perry et al. (2022)
explored the relationship between autism-related stigma and well-being in an adult population
and found that the two were associated. They also found that camouflaging was associated with
stigma and well-being, however, did not mediate the relationship. They concluded that future

research should explore more specific aspects of mental health.

As explained above, there is a well-evidenced link between reduced school belonging and
anxiety (Arslan et al., 2020; Benner et al., 2017). Additionally, there is provisional evidence that
autistic students who feel less school belonging may camouflage more (Cook et al., 2018; Myles et
al., 2019), and that camouflaging is associated with increased anxiety (Cassidy et al., 2020; Beck et
al., 2020; Cook et al., 2021). Together, this indicates that a mediation relationship may exist. We
therefore hypothesised that camouflaging mediates the relationship between school belonging

and anxiety. To our knowledge, the current research is the first to explore this relationship.

It is important to understand how the school environment can change to support autistic

students to be their authentic selves and experience a sense of belonging. However, most
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qualitative research in this area has focussed on female students only. Therefore, the current
research also sought to gather student voice about what environmental factors impact their sense

of belonging, and camouflaging behaviours.

3.20] Methods

3.2.1(] Materials and Procedures

A mixed-methods approach was chosen because it can provide greater insight and
knowledge about an area of interest than either methodology alone (Landrum & Garza, 2015).
This is especially relevant because the chosen design allowed us to explore the relationship
between belonging, camouflaging and anxiety, while gaining participant voice about the how and
why (Parra et al., 2018). Further, it is important that research methods reflect the epistemological
stance taken (Braun & Clarke, 2006). The mixed-methods design fits a critical realist perspective
(McEvoy et al., 2006). Critical realists believe that there is a real world that can be observed, but

human experience of this is fallible due to our perceptions and biases (Guba & Lincoln, 1994).

A panel of six autistic young people were consulted to ensure the research was relevant
and accessible. This discussion informed updates to the methodology. These included: their
preferred language; reimbursement for their time; providing definitions; layout of questions;

phrasing of open-ended questions, and the information provided in the information sheet.

Parent/carers completed an online survey and provided informed consent for their child’s
participation. Next, they were sent (via email) an individual link to the survey to be completed by
their child. Surveys used the Qualtrics online survey platform, and parent and child surveys were

linked through a randomised 4-digit code.

3.2.20] Ethical Considerations

Ethical approval was granted by the University Research Committee. Parents gave
informed consent for their children to take part. Children were given an adapted version of the
information sheet, an adapted video, and provided informed assent. It was made clear that
participants could end their involvement at any time (through exiting the survey). De-briefing

information was provided.

3.2.3[] Participants

Participants were recruited from October 2022 to March 2023 via online and offline

snowballing methods. These included, sharing on personal and university social media accounts
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(Facebook and Twitter), emails to local autism support groups (e.g., support, advocacy and social
clubs), emails to school staff and word-of-mouth through personal contacts. Young people who

completed the survey were reimbursed for their time with a shopping voucher.

A priori power calculations predicted that, on the assumption that the effect size for path
a (belonging and camouflaging) will be medium (0.39) and path b (camouflaging and anxiety) will
be medium (0.39), a sample size of 78 would be necessary to detect a mediating effect (Fritz &
MacKinnon, 2007). Due to the limited research base, we were not sure of the strength of the path
between belonging and camouflaging (path a), and therefore explored a more conservative
sample size estimation; on the assumption that the effect size for path a was small (0.26) it was
predicted that a sample of 126 would be necessary to detect a mediating effect (Fritz &

MacKinnon, 2007). We therefore aimed to recruit 126 participants, with a minimum of 78.

The parent/carer survey was completed by 110 people, who gave consent for their
children to take part. Of these, 72 autistic young people completed the survey. Demographic data

is only provided of participants who completed both parts.

Both those with a diagnosis of autism, and those who self-identify as autistic were
recruited. The majority of participants (83%) had a diagnosis of autism. For participants with a
diagnosis of autism, the age of diagnosis ranged from 2 to 15 (M = 10.03, SD = 2.85). There was no
significant difference between participants who were autistic (M =7.92, SD = 1.61), and self-
identifying (M = 7.86, SD = 1.20) on levels of autistic traits, t(70) = 0.12, p = 0.91, with a very small
effect size (d = 0.04; Sawilowsky, 2009). The average score for both groups was above the
recommended cut-off (six) for ‘specialist assessment’, suggesting they are autistic (Allison et al.,
2012). There were no significant differences between the groups on camouflaging (t(70) = -0.96, p
=.34, d =0.3), sense of school belonging (t(70) = 0.58, p = .56, d = 0.18) and anxiety (t(69) = -0.55,
p =.59, d=0.17), further justifying analysing them together.

All young people who took part attended mainstream secondary schools in the UK or
Ireland and were aged between 11-16 (M = 13.37, SD = 1.42). All participants had a reading age of
at least 8, to ensure that they could complete the survey independently. Over half (54%) of the
participants identified as male. Further demographic information is shown in Table 3.1,

demonstrating that the majority of the sample identified as White.
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Demographic Information for Young People who Completed the Survey
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Demographic information Frequency Percentage (%)
Diagnosis of autism?

Yes 60 83.33
Self-identify 12 16.67
If yes, who diagnosed?

Paediatrician 14 23.33
Psychologist 16 26.67
GP 2 3.33
Speech and language therapist 2 3.33
More than one professional 22 36.67
Other 2 3.33
Don’t know 2 3.33
Age

11 6 8.33
12 17 23.61
13 17 23.61
14 12 16.67
15 16 22.22
16 4 5.55
Gender

Male 39 54.17
Female 25 34.72
Non-binary 4 5.55
Other 1 1.39
Prefer not to say 3 4.17
Biological sex at birth

Male 40 55.56
Female 30 41.67
Prefer not to say 2 2.78
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Demographic information Frequency Percentage (%)

Ethnic group

White 59 81.9
English/Welsh/Scottish/Northern

Irish/British

White Irish 5 6.9
White and Asian p 2.8
White and Black Caribbean 2 2.8
Other 3 4.2
Prefer not to say 1

Note. Response percentages are rounded and therefore may not add up to 100

3.4.1 Parent Survey

3.5.1.10J Demographic Questions

Parent/carers were asked to share an approximate percentage of their child’s school
attendance, and whether they had an autism diagnosis or self-identified. If they were diagnosed,

they were asked at what age, and by whom.

3.5.1.2(] Autism Quotient

To gather information and quantify the autistic traits of the young people, parents
answered the Autism Quotient-10 — adolescent version (AQ-10-A; Allison et al., 2012). This
questionnaire is a shortened version of the 50-item Autism Quotient (AQ) and has 10 questions
that are rated on a four-point scale (definitely agree, slightly agree, slightly disagree, definitely
disagree). As in previous research, answers were dichotomised into ‘agree’, and ‘disagree’
(Cassidy et al., 2020; Booth et al., 2013), and scored one if they suggested autistic traits, and zero
if not. Scores could therefore range from zero to 10, with higher scores indicating higher autistic
traits. A score of six or above indicates level of autistic traits that require an autism diagnostic
assessment. Allison et al. (2012) found the AQ-10-A to have high accuracy; positive predictive
value of autism (PPV) = 0.86, specificity = 0.95, and sensitivity = 0.93. The checklist has high

internal consistency (a= 0.89).
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3.5.2[] Young Person Survey

3.5.2.10J Demographic Questions

Participants reported their age, gender, sex assigned at birth, and ethnicity. These

guestions were not compulsory, and there was the option to report ‘prefer not to say’.

3.5.2.2(] Questionnaires

Research has found that middle response options can indicate confusion, ambivalence, or
a non-response, and are inconsistently used (Hernandez et al., 2004; Whiting et al., 2018). To
keep answers consistent, and reduce confusion for participants, all questionnaires used the same

4-item Likert-scale (never, sometimes, often, always).

3.5.2.2.1[1 Adapted CAT-Q

An adapted version of Camouflaging Autistic Traits Questionnaire (CAT-Q; Hull et al.,
2019) was used to measure levels of camouflaging. The original scale is a 25-item measure of self-
reported camouflaging and Hull et al. (2019) found high internal consistency (o = 0.94) and test-
retest validity is (r=0.77). Halsall et al. (2021) adapted the scale for secondary aged pupils,
removing repeated questions. Further, they simplified wording, included cartoons to support
understanding, and used a 4-point scale. Previous research suggests camouflaging behaviours are
different in home and school contexts (Cook et al., 2018; Halsall et al., 2021). | therefore further
adapted Halsall et al’s. (2021) questions so they were limited to the school context e.g., “l try to
be like someone else at school”. The finalised adapted questionnaire had 20 questions, and scores
ranged from one (never) to four (always). Scores could therefore range from 20 to 80, with higher

scores indicating more camouflaging behaviours.

3.5.2.2.2[1 Simple School Belonging Scale

The Simple School Belonging Scale (Whiting et al., 2018) is a 10-item Likert-scale questionnaire
that is used to measure participants sense of school belonging, this item was chosen as it is
specific to school belonging. Whiting et al. (2018), found preliminary evidence of construct validity
(r=0.64) and good internal consistency (a = 0.91). Scores could range from 10 to 40, with a higher

score indicating higher sense of school belonging.

3.5.2.2.3[1 The Anxiety Scale for Children — Autism Spectrum Disorder (ASC-ASD)

The ASC-ASD (Rodgers et al., 2016) is a 24-item self-report questionnaire used with

autistic children and young people aged 8-16. The scale explores four sub-scales of anxiety
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(separation anxiety; uncertainty; performance anxiety, and anxious arousal). Scoring guidelines
suggest scoring from zero (never) to three (always), meaning total scores can range from zero to
72, with higher scores indicating higher levels of anxiety. A total score of 20 or above indicates
significant anxiety levels. Rodgers et al. (2016) found the scale to have excellent internal
consistency (o = 0.94) and one month test-retest reliability (r = 0.82). There is evidence that
anxiety levels are context dependent, with the school environment being particularly anxiety
inducing for autistic students (Adams et al., 2020; Hebron & Humphrey, 2014). We were therefore
particularly interested in the school context, and adapted the scale accordingly, e.g., “In school, |

worry what other people think of me”.

3.5.2.3[] Qualitative Questions

Open-ended questions, that were based on previous research (Porter & Ingram, 2021) and
developed in collaboration with young people, were asked following the CAT-Q and Simple School
Belonging Scale. Participants were provided an open text box where they could write as much as
they liked. See below for questions:

[1[1Do you feel like you can be your true self at school?

olJ If yes, what helps with this?
oll If no, why not?
[1[1Feeling that you belong means feeling safe, accepted, and comfortable. Do you feel like
you belong at school?
ol If yes, what helps with this?

oll If no, why not?

3.5.30J Design and Data Analysis

3.5.3.10J Quantitative Analysis

| exported all anonymised data using SPSS (Version 28). | used correlations to explore
associations between included variables. The PROCESS (Version 4.2) add-on was used to complete
mediation analysis, with the bootstrapping method for 5000 samples. The data met all necessary
assumptions for the model, including no significant outliers, no co-linearity, and normal

distribution.
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3.5.3.2[] Qualitative Analysis

Content analysis was chosen as an approach to systematically describe data, make inferences
about experiences, provide new insights and guide action (Schreier, 2012; Krippendorff, 2019). |
used both inductive and deductive approaches guided by existing frameworks of school belonging
(Craggs & Kelly, 2018), and previous research in the area (Porter & Ingram, 2021; Hull et al., 2017,
Cage & Troxell-Whitman, 2019). Each question was analysed separately. This flexible and
reflective process followed three iterative stages based on Elo & Kyngés (2008). Each stage was
discussed with co-researchers, until we reached consensus.

1.0] Preparation — | read data several times to become immersed. | then identified meaning

units, which are the smallest unit that contains data that answers the research question.

2.0 Organisation — | organised meaning units into codes (labels that accurately describe the

meaning unit) and then grouped codes into categories. Due to the data collection
method, data was not rich in latent meaning. | therefore chose categories, rather than
themes, to be the highest level of abstraction, and adopted a manifest analysis approach
that was guided by, and stayed close to participant data (Erlingsson & Brysiewicz, 2017)

3. Reporting

To check consistency, a second independent researcher independently sorted the meaning
units into existing categories, using the coding frame (See Appendix E; Schreier, 2012; Bengtsson,
2016). Agreement levels were moderate for the belonging questions (k = 0.79, SE = 0.07, p <.001),
and strong for camouflaging questions (k = 0.85, SE = 0.06, p <.001; McHugh, 2012).

3.60] Results

3.6.10] Quantitative Analysis

Due to the nature of the online survey, a small number of participants did not answer all
questions. One participant ended the survey before the ASC-ASD. A further five participants
missed one or two questions. For these participants, in accordance with scoring guidelines, |
prorated the remaining items in the appropriate scale (Rodgers et al., 2016). Two participants had
missing data from the belonging scale and AQ-10, and one from the CAT-Q. Single mean
imputation using SPSS was used to replace missing values (Mirzaei et al., 2022). This did not

change the overall pattern of results.

Average scores for overall measures, and sub-scales of each questionnaire are shown in
Table 3.2. Correlations between variables are shown in Table 3.3. Further analysis of significant

correlations showed that females (biological sex) reported higher levels of anxiety (M =41.75, SD
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=14.39) than males (biological sex; M =33.30, SD = 12.63), t(67) =-2.59, p =.01, d = 0.63.
Additionally, females had a lower mean for school attendance (M = 76.60, SD = 29.18) than males
(M =88.90, SD = 18.87) with equal variances not assumed, this approached significance t(46.64) =
2.01, p=.05,d =0.52).

Table 3.2
Means, Standard Deviations and Range of Scores for Variables in the Study

Mean Range Skewness* Kurtosis*
(SD)

Autism traits 7.91 4-10 -0.61 -0.03
(1.54)

Belonging 20.95 10-35 0.18 -0.41
(5.63)

Camouflaging 46.01 25-66 0.19 -0.45
(9.06)

Anxiety 37.52 7 - 66 -0.14 -0.56

(Overall) (14.312)

Performance 9.30 1-15 -0.10 -0.84

anxiety (3.48)

Anxious arousal  7.51 0-18 0.21 -0.36
(4.35)

Separation 6.62 0-15 0.03 -1.07

anxiety (4.21)

Uncertainty 14.10 3-24 -0.10 -0.76
(5.48)

*Scores between -2 and +2 are generally acceptable in normal distribution (Hair et al., 2010).
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3.6.1.1(] Mediation Analysis

Previous research suggests that age, sex, and autism traits are correlated with

Chapter 3

camouflaging (Cook et al., 2021; Wood-Downie et al., 2021; Ross et al., 2023). Due to this, and

indicative correlations between school attendance, anxiety, and biological sex (See Table 3.3), we

entered the variables (age, sex, autistic traits, and school attendance) as co-variates.

The path between belonging and camouflaging was significant [b =-0.74, t =-3.94, p

<.001], as was the path between camouflaging and anxiety [b =0.64, t =3.98, p < .001]. The

direct effect between belonging and anxiety was significant [b =-0.56, t =-2.10, p =.04], and

there was a significant indirect effect of belonging on anxiety through camouflaging, b =-0.47,

95% BCa Cl [-0.81, -0.11]. The mediation is shown in Figure 3.1.

Table 3.3

Correlations Between Variables Included in the Study

Attendance Diagnosis?  Age Age at Sex AQ- CAT-Q ASC-
(%) diagnosis 10-A ASD
Diagnosis? 0.17
Age -0.17 -0.17
Age at -0.07 N/A 0.27*
diagnosis
Sex -0.25* 0.07 0.05 0.05
AQ-10-A 0.02 -0.01 0.11 0.24 -0.02
CAT-Q -0.10 0.11 0.18 0.11 0.16 0.02
ASC-ASD -0.36** 0.07 0.08 0.12 0.30* 0.09 0.55**
Belonging 0.15 -0.07 -0.09 -0.18 -0.21 -0.22 -0.45** -0.50**

Note. *p < .05, **p < .01 level, two-tailed
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Figure 3.1
Model of Belonging as a Predictor of Anxiety, Mediated by Camouflaging

=-0.74 Camouflaging b =0.64
p <.001 p <.001

School .

Belonging Anxiety

Direct effect, b = -0.56, p = .04

Indirect effect, b = -0.47, 95% BCa ClI [-0.81, -0.10]

Note. The confidence interval for the indirect effect is a BCa bootstrapped Cl based on 5000
samples

3.6.2] Qualitative Analysis
3.6.2.17] Belonging

Twenty-eight participants (38.9%) reported that they did feel safe, accepted and
comfortable at school, and 44 (61.1%) that they did not. From the responses to open-ended
questions five categories were identified (friendship and peer interactions; what | am and what |
do; acceptance and understanding; school environment and structures, and the role of school
staff). Additionally, a small proportion of participants were unsure, or did not answer the
guestion. Table 3.4 shows the frequency of codes in each category. The current research focussed
on the overall experience of autistic students in schools, and therefore we did not conduct
separate analyses based on individual characteristics (e.g., age and gender). It is, however,
noteworthy that participants of all genders, including those outside of the binary, were similarly

represented across categories throughout the questions.
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Table 3.4

Frequency of Codes in Categories Answering Open Ended Questions About Belonging

Questions What helps you to feel Why do you feel like Total
belong? you do not belong?
Codes n=42 n=49 n=91
n % n % n %
Friendship and 12 28.57 14 28.57 26 28.57

peer interactions

Who | am and what 5 11.90 15 30.61 20 21.98
| do
Acceptance and 2 4.76 9 18.37 11 12.09

understanding

School 7 16.67 5 10.20 12 13.19
environment and

structures

Role of school staff 12 28.57 3 6.12 15 16.48
Unsure 4 9.52 3 6.12 7 7.69

Note. n refers to codes, rather than participants, as some participants cited more than one reason
for their answer.

3.6.2.1.11 What helps You to Feel you Belong?

Friendships and interactions with peers, were commonly cited reasons for feeling that
they did belong at school. Indeed, nine participants referred to their friends or friendship group: “I
have friends that would help me”, “I have cool friends”, “my friends are nice and help me fit in”.
Others referred more generally to positive interactions with other students: “I like chatting to

people”.

Students also commonly mentioned the ‘role of school staff’. Nine students referred to

teachers who are “responsible”, “caring”, “kind” and “help me to feel safe”. A teaching assistant

was mentioned by one student, and all staff by another.
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The ‘school environment and structures’ were the next most cited category. Students
spoke about having an inclusion hub that they could access (3). More generally, one student felt

that it was a “safe environment” and others discussed school systems and routines (2).

References to identity and individual actions (who | am and what | do) were mentioned by
five students, with four referring to their aptitude for school learning: “l am mostly very good at
school subjects”. Finally, two students shared that others’ understanding helped them to feel a

sense of belonging to school.

3.6.2.1.2[1 Why do you Feel you Do not Belong?

In contrast to the previous question, ‘who | am and what | do’ was the most mentioned
category for students who did not feel a sense of school belonging. Participants referred to feeling
“different” (4) and finding it harder than other people (2). One participant shared that they do not
“fit in”, another that they did, but only when “l am not being my true self”, leading them to
wonder: “do my friends only like the school me or the true me?”. Some referred to feeling they

belonged elsewhere (2), and one that they “wouldn’t want to belong anyway”.

Next was ‘friendship and peer interactions’; participants referenced “immature” and
“unfriendly” students and feeling “hated”. Additionally, social isolation was mentioned by two
students: “They don’t make an effort to be my friend”, “I often feel left out and ignored”. Bullying

was also mentioned by three students: “loads of kids bully me”, “I get a lot of death threats”.

Thirdly, nine participants cited ‘acceptance and understanding’ from others as negatively
impacting their sense of belonging. Five mentioned a lack of understanding from others, and
three that they were not accepted: “I try so hard to be accepted and people don’t want to know

me”, and the final that “I feel like people are silently judging me”.

Less commonly mentioned was the ‘school environment’ (5). Three participants referred
to not feeling physically safe, two discussed school processes and activities: “I am worried about
all the homework and PE”, and one discussed the “loud noises”. Only three participants
mentioned the ‘role of school staff’ in feeling that they did not belong. Of these, teachers were
perceived as “mean”, and one student wrote “staff don’t care about my needs as long as | get

good grades, even if | try to kill myself they don’t care”.

3.6.2.2(] Camouflaging

Twenty-four participants (33.3%) said that they did feel that they can be their real self at

school, and 48 (66.7%) said that they could not. Four categories were identified (environment,
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support and adaptations; who | am and what | do; acceptance and understanding; my social

relationships). Table 3.5 shows the frequency of codes in each category.

Table 3.5

Frequency of Codes in Categories Answering Open Ended Questions About Camouflaging

Questions What helps youto be  Why do you feel you Total
your real self? cannot be your real self?
Codes n=24 n=>54 n=78
n % n % n %
Who | am and what 6 25 11 20.37 17 21.79
I do
Environment, 6 25 3 5.56 9 11.54

support and
adaptations

My social 8 33.33 2 3.70 10 12.82
relationships

Acceptance and 2 8.33 36 66.67 38 48.72
understanding

Unsure 2 8.33 2 3.70 4 5.13

Note. n refers to codes, rather than participants, as some participants cited more than one reason
for their answer.

3.6.2.2.1[1 What Helps you to be Your True Self?

Eight comments referred to how social relationships supported students to feel that they
could be their true self in school. Most commonly, these were friendships (6): “My friends help
me to be real by making me feel loved”, “I have a good friendship group who are similar”.

Additionally, two students appreciated that all students were friendly.

The ‘environment, support and adaptations’ supported some young people to be their

real self. They referenced staff support (3), and a range of adjustments that helped them
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including: wearing headphones (3), access to a quiet room, an inclusion hub, and using their

iPhone.

Thirdly, there were six comments that referred to ‘who | am and what | do’. Some had a
positive view of who they were: “who | am is cool”, “I like being myself”. For others it was their
skills such as “good communication” that helped them. One participant made an effort to be
themselves through “practising”. Finally, only two comments referred to acceptance and

understanding: “me knowing that most people won’t judge me”.

3.6.2.2.2[1 What Makes it Hard to be Your True Self in School?

A large proportion of comments made (67%) referred to ‘acceptance and understanding’
from others as a reason that they could not be their true self in school. Often, students were
fearful of other people’s reactions to them being their real self, feeling that they will be disliked
(4), perceived as weird (5), and judged (6). Eleven participants mentioned being bullied, or
laughed at (3), if they were to be their real self. For some this was due to observing their peers’
behaviours: “Most people at my school would most likely bully me, just the way life is”, and for
others, a fear that history would repeat itself “l was severely bullied at my last school and know it

will happen again if | don’t mask”.

The next most cited category was ‘who | am and what | do’. Some students felt that who
they are, and their difference meant that they could not be their true self (5): “I feel like myself is
not an okay person to be”. Two found it “too hard” and one that it is “easier to hide my

difficulties”. Difficulties with identity were also cited: “l don’t really know who | am”.

Just three participants referenced ‘environment, support and adaptations’. Two shared
that the environment did not make them feel comfortable, and another that “the teachers have
to concentrate on disciplining naughty children, rather than helping me be confident in who |
am”. There were two mentions about social relationships related to feeling that other people

being unfriendly and they feel they “can’t trust”.

3.7 Discussion

The quantitative aspect of this study aimed to test, for the first time, the hypothesis that
the relationship between sense of school belonging, and anxiety is mediated by camouflaging, in
secondary aged autistic students. As predicted based on previous research, it was found that a
significant mediation relationship did exist, even after accounting for the effects of age, biological
sex, school attendance and autistic traits. This supports qualitative research suggesting low

feelings of school belonging mean that autistic students hide their autistic traits at school, which
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increases feelings of anxiety (Porter & Ingram, 2021; Myles et al., 2019). Additionally, research in
adult populations has found that camouflaging can act as a response to autism related stigma
(Perry et al., 2022). The current research supports this idea, as students who felt excluded
(demonstrated by low scores on belonging) were more likely to camouflage, although this needs
further exploration. The findings reinforce the importance of school belonging as a protective
factor against internalising symptoms (Benner et al., 2017; Arslan et al., 2020) and camouflaging

as detrimental to the mental health of autistic students (Cook et al., 2021; Halsall et al., 2021).

Within the analysis there were further findings of note. For example, in contrast to
previous research, we did not find a significant correlation between autistic traits or biological sex
in camouflaging behaviours (Cook et al., 2021; Cassidy et al., 2020; Wood-Downie et al., 2021). In
the current research, autistic trait measures were completed by parents on behalf of their
children. In contrast, the majority of previous research investigating the association between
autistic traits and camouflaging has been self-reported by autistic adults (Cook et al., 2021), which
may account for the discrepant findings. For example, it is possible that the association between
camouflaging and autistic traits increases with age, which would be a useful avenue for future
research. These results also indicate that adolescent autistic males may camouflage more than
initially postulated (Ross et al., 2023). Perhaps of more importance, these findings suggest that it
is environmental and relational factors rather than within-person factors that influence

camouflaging within the school context.

Despite biological sex not being significantly related to camouflaging, females reported
higher levels of anxiety than males. Whilst research has found that females in neurotypical
populations have higher anxiety levels (Lewinsohn et al., 1998; Copeland et al., 2014), this has not
been consistently found in the autistic population (Ambrose et al., 2020). In the current research,
it is possible that the intersection between being autistic and female in the school environment is
particularly anxiety inducing, impacting school attendance. Further research is needed to explore

this relationship.

In the qualitative aspect of the research, 61% of participants felt that they did not belong
at school, and 66% felt they could not be their real self. Given the importance of both aspects on
mental health, the research aimed to further understand what makes the difference, including
open-ended questions about camouflaging and belonging. As the concepts of belonging, and
camouflaging are related, there was much overlap between answers given to each question,
though there were also distinct aspects to the responses (see results for full breakdown and the
differences observed). Overall, categories related to: individual qualities and actions; school

environment and structures; relationships with others, and acceptance and understanding.
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Previous research has found that male and female participants camouflage for different reasons
(Cage & Troxell-Whitman, 2019). While the current research did not comprehensively explore

this, it appeared that students of all genders were similarly represented in categories.

3.7.1.10 Individual Factors

Personal and individual factors were mentioned by participants in all qualitative questions
and have been found as a key factor associated with belonging (Allen & Kern, 2017). It was often
the young persons’ perception of themselves that meant that they felt that they could or could
not be their true self, and impacted their sense of school belonging. Feeling they could do well
academically was positive, however, when students perceived that staff only cared about their
grades it reduced their feelings of belonging. This supports the idea that schools should provide
an environment that “goes well beyond a singular focus on academic attainment” (Porter &
Ingram, 2021, p. 73). Often students referred to feeling “too different” or that they did not “fit
in”, perhaps indicating that they had internalised stigma and the school’s neurotypical
expectations (Mesa & Hamilton, 2022; Milton, 2012). Further, students shared difficulties
understanding their own identity, possibly impacted by camouflaging (Hull et al., 2017). These

difficulties caused anxiety and questions around the authenticity of their relationships.

3.7.1.2[] Relationships

A key element to supporting sense of belonging was relationships. As has been found in
neurotypical populations, school staff were mentioned to be important in supporting a sense of
school belonging (Allen & Kern, 2017). Students referred to the qualities of their teachers (kind
and responsible), and it was help with staying safe, rather than academic support that was
appreciated. Similarly, for participants of all genders, friendship was seen as a key aspect in what
helps them to feel safe at school, extending work in female autistic populations (Halsall et al.,
2021; Porter & Ingram, 2021; Cook et al., 2018). It was not clear whether the students’ friends
were also neurodivergent, however, there is evidence that feeling connected to the autistic

community is related to higher sense of belonging (Cage et al., 2022).

Social relationships were also key to supporting autistic students to feel that they can be
their real self. Previous research has found that autistic students benefit from friendships that are
based on companionship, and similarity (Cook et al., 2018). This was echoed in the current

research, where students shared that they liked having friends who were similar. According to the
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‘double empathy problem’ breakdowns in communication between autistic and non-autistic
people occur due to differences in social expectations and experiences of the world (Milton,
2012). It is likely that in the current research, participants favoured similar peers, as they had a
shared understanding, and therefore less need to conform, resulting in authentic and positive

communication (Heasman & Gillespie, 2019; Milton, 2012).

While relationships were protective, students also shared that a lack of safe relationships
contributed to reduced feelings of belonging and increased camouflaging, suggesting that social

isolation can act as a risk factor (Porter & Ingram, 2021).

3.7.1.30J The School Environment

As has been found in previous conceptions of school belonging (Craggs & Kelly, 2018) a safe
school environment was important to feeling a sense of belonging. For some, the sensory
environment was overwhelming, and others felt physically threatened by peers (Horgan et al.,
2022). Safety could be found through small changes such as allowing students to wear headphones
or allowing them access to technology. Previous research has suggested that autistic students need
spaces where they can be their authentic self and take off the mask (Cage & Troxell-Whitman,
2019). This was reflected in the current research, where students benefited from having access to

an inclusion unit or ‘hub’ where they felt safe and can be their true self.

3.7.1.4[]1 Acceptance and Understanding

Acceptance and understanding have been found to be key in developing a sense of
belonging (Craggs & Kelly, 2018; Allen & Kern, 2017). A few participants in the current research
shared that they felt understood by others, however, this was rare. Although there is an
increasing public awareness of autism, it is well-evidenced that autistic people still feel
misunderstood, indicating a greater push for education about autism is needed (APPGA, 2019;

Mesa & Hamilton, 2022).

Of particular note, a lack of acceptance and understanding was cited as a reason by over
2/3 of students who felt they could not be their true self at school. Autistic students are
particularly vulnerable to bullying (Cook et al., 2018; Horgan et al., 2022), and participants feared
the responses of their peers when considering whether they needed to camouflage. This supports
research suggesting that camouflaging is a survival strategy, and a response to stigma (Halsall et
al., 2021; Hull et al., 2017; Tierney et al., 2016; Cook et al., 2018). While autistic students know

that camouflaging is exhausting, they are required to weigh up the impact of camouflaging on
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their mental health, with the likelihood of bullying (Cage & Troxell-Whitman, 2019). This perhaps

explains why one participant reported that it is easier to hide their true self.

3.7.2(] Implications

The current research suggests that an effective way to reduce anxiety in autistic students
is to create school environments where they can experience belongingness, and therefore do not

need to camouflage (Cage et al., 2022; Lawson, 2020).

Positive relationships with both staff and peers were important in supporting students to
feel a sense of school belonging. Teachers often report feeling ill-equipped to support autistic
students (Ravet, 2018). The current research suggests that simple steps such as showing kindness,
empathy, and focusing on the person rather than the grades can make a big difference. Many
students shared that they enjoyed having friends with similar interests, and joining clubs based on

this could help to foster a greater sense of school belonging (Mesa & Hamilton, 2022).

In the present study, many participants referred to having access to a ‘hub’ throughout
the day. Hubs appear to offer a break from the sensory and social demands of the mainstream
environment allowing students a space where they can be themselves. The provision of such
spaces by schools to use throughout the days is important, although arguably of more

importance, is a will to make the whole environment feel safer.

The current research clearly demonstrates the importance of acceptance and
understanding from other people in supporting autistic people to feel they can belong and be
their true selves. It is important that schools foster an environment of understanding
neurodiversity as a difference rather than a disability. It has been suggested that assemblies, PSHE
lessons, and events could be utilised to support peer acceptance and understanding, and reduce
bullying (Mesa & Hamilton, 2022). Further, there has been preliminary evidence of the efficacy of
an anti-stigma programme in secondary schools (Ranson & Byrne, 2014). Increasing awareness is
likely to reduce the ‘double empathy problem’, and therefore the internalised stigma that autistic
students experience (Cage et al., 2022; Milton, 2012). Researchers at York St John’s University are
currently working on a project (Autism inclusive mainstream secondary schooling; AIMSS)
developing an intervention to support more inclusive and understanding secondary school
environments (Mesa & Hamilton, 2022), which our findings suggest could be an effective

intervention in reducing camouflaging and, in turn, anxiety.
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3.7.30J Strengths, Limitations, and Future Research

The current research is the first to explore the relationship between sense of school
belonging, camouflaging, and anxiety in autistic students at mainstream schools quantitatively.
Participants of all genders were included, as well as those who self-identify as autistic. Self-
identification is important because some young people may have not received a diagnosis due to
their camouflaging (NASEN, 2016). Additionally, the use of an online survey meant that
participants could share ideas that they may not usually due to their camouflaging (Porter &

Ingram, 2021).

Despite these strengths, there were several limitations to the research. Despite being
almost powered to detect small effect sizes based on a priori power calculations (and observed
effects sizes being medium-to-large), the sample was relatively small. Therefore, replications with
larger samples are needed to further substantiate conclusions. Further, the results are not
generalisable to all of those on the autism spectrum and, given the recruitment strategy, likely
skewed to students who had higher levels of camouflaging, or a more challenging time at school.
There are issues with ethnic diversity in autism research (Streinbrenner et al., 2022), and the
current research predominantly included individuals who identify as White. Participants who had
difficulties with literacy were ineligible to participate in the online survey, which highlights a
limitation in autism research as a whole (Fayette & Bond, 2018). Consequently, the findings of the
study may not be applicable to individuals in this particular group. Further research is needed to

develop more inclusive methods to test the mediation model in more diverse samples.

The current study involved self-report questionnaires via an online survey. Due to the
correlational nature, directionality cannot be inferred, although qualitative accounts do provide
some evidence for the direction discussed. Parents completed the AQ-10, and it is possible that
their responses were skewed by parental autistic traits or expectations (Ross et al., 2023).
Additionally, the CAT-Q measures the intent to camouflaging, rather than level of camouflaging
employed (Cook et al., 2021). It is possible that some students may not have been conscious of
their camouflaging, and discrepancy approaches could be used to further explore the relationship

between actual levels of camouflaging, school belonging and anxiety.

Questionnaires are “imperfect devices” for gathering qualitative data (Porter & Ingram,
2021, p. 73). Despite co-creating questions with autistic students, it is possible that students took
different interpretations of the open-ended questions, and without follow up questions it is
difficult to ensure understanding. Additionally, due to the binary nature of questions, we may
have missed some valuable data. Further, the strong overlap between answers given to

camouflaging and belonging open-ended questions was noted, and perhaps due to unclear
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wording. The correlation analysis demonstrated that, although related, they are two distinct
constructs, and qualitative answers show some uniqueness. It was therefore decided they would
be analysed separately. The current research provides insight into the environmental influences
of belonging and camouflaging, but in order to support interpretations, more research is needed

with an alternative methodology (e.g., semi-structured interviews).

Finally, the scope of the current research was limited due to the measures that were
included. The findings only explain some of the picture, and it is important that future researchers
include variables such as disclosure, membership to autistic community, and perceived stigma
(Perry et al., 2022; Cage et al., 2022; Cage & Troxell-Whitman, 2020). Despite the limitations, the
results provide novel and important findings emphasising the importance of sense of school

belonging for autistic students in schools.

3.7.40] Conclusion

In conclusion, this mixed-method study provides evidence that, for autistic students in
mainstream secondary schools, there is a relationship between sense of school belonging and
anxiety, which is mediated by camouflaging. Autistic students shared that social relationships,
levels of acceptance and understanding from others, safety of the environment, and their view of
self were factors that either helped or hindered their sense of belonging and ability to be their
true self. These findings suggest that is important to develop school cultures that foster
belonging, celebrate neurodiversity, support students to have meaningful friendships, and

provide safe spaces so that students can take off the mask.

54



Appendix Al Search Strategy

Table Al

Comprehensive Search Strategy of Databases Using the SPIDER Tool (Cooke et al., 2012)

Appendix A

Database ERIC Psycinfo CINAHL Proquest Scopus
Dissertation and Theses
Sample Autistic MAINSUBJECT.EXACT(" DE "Autism Spectrum MH "Autistic Disorder"  diskw(Autism) MH "Autistic Disorder"
individuals Autism") Disorders"
OR OR OR

OR

ti(Autis* OR ASD OR
ASC OR Asperger* OR
PDD-NOS OR
“pervasive
developmental
disorder*” or
neurodiver* )

OR

ab( Autis* OR ASD OR
ASC OR Asperger* OR
PDD-NOS OR
“pervasive
developmental
disorder*” or
neurodiver* )

OR

TI ( Autis* OR ASD OR
ASC OR Asperger* OR
PDD-NOS OR
“pervasive
developmental
disorder*” or
neurodiver* )

OR

AB ( Autis* OR ASD OR
ASC OR Asperger* OR
PDD-NOS OR
“pervasive
developmental
disorder*” or
neurodiver® )

TI ( Autis* OR ASD OR
ASC OR Asperger* OR
PDD-NOS OR
“pervasive
developmental
disorder*” or
neurodiver* )

OR

AB ( Autis* OR ASD OR
ASC OR Asperger* OR
PDD-NOS OR
“pervasive
developmental
disorder*” or
neurodiver* )

Tl ( Autis* OR ASD OR ASC
OR Asperger* OR PDD-NOS
OR “pervasive
developmental disorder*”
or neurodiver*)

OR

AB ( Autis* OR ASD OR ASC
OR Asperger* OR PDD-NOS
OR “pervasive
developmental disorder*”
or neurodiver*)

Tl ( Autis* OR ASD OR ASC
OR Asperger* OR PDD-NOS
OR “pervasive
developmental disorder*”
or neurodiver* )

OR

AB ( Autis* OR ASD OR ASC
OR Asperger* OR PDD-NOS
OR “pervasive
developmental disorder*”
or neurodiver*)
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Database ERIC Psycinfo CINAHL Proquest Scopus
Dissertation and Theses
Phenomenon of Primary school ti(school*) Tl School* Tl School* ti(School*) Tl School*
Interest
OR OR OR OR OR
ab(School*) AB School* AB school* ab(School*) AB school*

Design

56

Any time of
qualitative

MAINSUBJECT.EXACT("
Qualitative Research")

OR

ab((qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR
grounded theor* OR
purposive sample OR
hermeneutic* OR
heuristic* OR semiotics
OR lived experience*
OR narrative* OR life
experiences OR cluster
sample OR action
research OR
observational method
OR content analysis OR
thematic analysis OR

DE "Qualitative
Methods" OR DE
"Focus Group" OR DE
"Grounded Theory" OR
DE "Interpretative
Phenomenological
Analysis" OR DE
"Narrative Analysis"
OR DE "Semi-
Structured Interview"
OR DE "Thematic
Analysis"

OR

Tl ( qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR
"grounded theor*" OR
"purposive sample" OR

(MH "Qualitative
Studies+")

OR

(TI ( qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR
"grounded theor*" OR
"purposive sample" OR
hermeneutic* OR
heuristic* OR semiotics
OR "lived experience*"
OR narrative* OR "life
experiences" OR
"cluster sample" OR
"action research" OR
"observational
method" OR "content
analysis" OR "thematic

diskw(qualitative )
OR

Tl ( qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR "grounded
theor*" OR "purposive
sample" OR hermeneutic*
OR heuristic* OR semiotics
OR "lived experience*" OR
narrative* OR "life
experiences" OR "cluster
sample" OR "action
research" OR "observational
method" OR "content
analysis" OR "thematic
analysis" OR "constant
comparative method" OR
"field stud*" OR "theoretical

(MH "Qualitative Studies+")
OR

(TI ( qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR "grounded
theor*" OR "purposive
sample" OR hermeneutic*
OR heuristic* OR semiotics
OR "lived experience*" OR
narrative* OR "life
experiences" OR "cluster
sample" OR "action
research" OR "observational
method" OR "content
analysis" OR "thematic
analysis" OR "constant
comparative method" OR
"field stud*" OR "theoretical
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Database

ERIC

Psycinfo

CINAHL

Proquest
Dissertation and Theses

Scopus

constant comparative
method OR field stud*
OR theoretical sample
OR discourse analysis
OR focus group* OR
ethnological research
OR ethnomethodolog*
ORinterview*)) OR
ti((qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR
grounded theor* OR
purposive sample OR
hermeneutic* OR
heuristic* OR semiotics
OR lived experience*
OR narrative* OR life
experiences OR cluster
sample OR action
research OR
observational method
OR content analysis OR
thematic analysis OR
constant comparative
method OR field stud*
OR theoretical sample
OR discourse analysis
OR focus group* OR
ethnological research

hermeneutic* OR
heuristic* OR semiotics
OR "lived experience*"
OR narrative* OR "life
experiences" OR
"cluster sample" OR
"action research" OR
"observational
method" OR "content
analysis" OR "thematic
analysis" OR "constant
comparative method"
OR "field stud*" OR
"theoretical sample"
OR "discourse analysis"
OR "focus group*" OR
"ethnological research"
OR ethnomethodolog*
OR interview* )

OR

AB ( qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR
"grounded theor*" OR
"purposive sample" OR
hermeneutic* OR
heuristic* OR semiotics
OR "lived experience*"
OR narrative* OR "life

analysis" OR "constant
comparative method"
OR "field stud*" OR
"theoretical sample"
OR "discourse analysis"
OR "focus group*" OR
"ethnological research"
OR ethnomethodolog*
OR interview* )

OR

AB ( qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR
"grounded theor*" OR
"purposive sample" OR
hermeneutic* OR
heuristic* OR semiotics
OR "lived experience*"
OR narrative* OR "life
experiences" OR
"cluster sample" OR
"action research" OR
"observational
method" OR "content
analysis" OR "thematic
analysis" OR "constant
comparative method"
OR "field stud*" OR
"theoretical sample"

sample" OR "discourse
analysis" OR "focus group*"
OR "ethnological research"
OR ethnomethodolog* OR
interview* )

OR

AB ( qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR "grounded
theor*" OR "purposive
sample" OR hermeneutic*
OR heuristic* OR semiotics
OR "lived experience*" OR
narrative* OR "life
experiences" OR "cluster
sample" OR "action
research" OR "observational
method" OR "content
analysis" OR "thematic
analysis" OR "constant
comparative method" OR
"field stud*" OR "theoretical
sample" OR "discourse
analysis" OR "focus group*"
OR "ethnological research"
OR ethnomethodolog* OR
interview* )

sample" OR "discourse
analysis" OR "focus group*"
OR "ethnological research"
OR ethnomethodolog* OR
interview* )

OR

AB ( qualitative OR
ethnograph* OR
phenomenol* OR
ethnonurs* OR "grounded
theor*" OR "purposive
sample" OR hermeneutic*
OR heuristic* OR semiotics
OR "lived experience*" OR
narrative* OR "life
experiences" OR "cluster
sample" OR "action
research" OR "observational
method" OR "content
analysis" OR "thematic
analysis" OR "constant
comparative method" OR
"field stud*" OR "theoretical
sample" OR "discourse
analysis" OR "focus group*"
OR "ethnological research"
OR ethnomethodolog* OR
interview* ))
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Database

ERIC

PsyclInfo

CINAHL

Proquest
Dissertation and Theses

Scopus

Evaluation
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Experiences

OR ethnomethodolog*
OR interview*))

ti(Experience* OR
belie* OR view* OR
voice* OR feeling* OR
attitude* OR
perspective* OR
perception* )

OR

ab(Experience* OR
belie* OR view* OR
voice* OR feeling* OR
attitude* OR
perspective* OR
perception* ) OR

experiences" OR
"cluster sample" OR
"action research" OR
"observational
method" OR "content
analysis" OR "thematic
analysis" OR "constant
comparative method"
OR "field stud*" OR
"theoretical sample"
OR "discourse analysis"
OR "focus group*" OR
"ethnological research"
OR ethnomethodolog*
OR interview* )

Tl ( Experience* OR
belie* OR view* OR
voice* OR feeling* OR
attitude* OR
perspective* OR
perception* )

OR

AB ( Experience* OR
belie* OR view* OR
voice* OR feeling* OR
attitude* OR
perspective* OR
perception* )

OR "discourse analysis"
OR "focus group*" OR
"ethnological research"
OR ethnomethodolog*
OR interview* ))

Tl ( experience* OR
belie* OR view* OR
voice* OR feeling* OR
attitude* OR
perspective* OR
perception* )

OR

AB ( experience®* OR
belie* OR view* OR
voice* OR feeling* OR
attitude* OR
perspective* OR
perception* )

Tl ( experience* OR belie*
OR view* OR voice* OR
feeling* OR attitude* OR
perspective* OR
perception* )

OR

AB ( experience* OR belie*
OR view* OR voice* OR
feeling® OR attitude* OR
perspective* OR
perception* )

Tl ( experience* OR belie*
OR view* OR voice* OR
feeling* OR attitude* OR
perspective* OR
perception* )

OR

AB ( experience* OR belie*
OR view* OR voice* OR
feeling* OR attitude* OR
perspective* OR
perception* )
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Database ERIC Psycinfo CINAHL Proquest Scopus
Dissertation and Theses

Research type Qualitative or See Design See Design See Design See Design See Design
mixed methods

59






Appendix B

Appendix B[] Quality Appraisal

Table B1

Overview of Each Included Study Using CASP Qualitative Appraisal Tool (CASP, 2018)

S —
~ 8 2 S 5 5 2 2
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Q o —= N = = o = <) = © 2 © = _' A =
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® S T 5 = g o 2 8 3 Q © L s < o @ & IS a o
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£ E; 5 a © o c » . - e & = 3 © o o Q = 3 2
c a o = 2 v} S o ~ 7} o o et % 9 - bl
c g @ o3 ls) © o o] Q o P g S ) 8 2 2 3 =1 © =)
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] ~N T = = = & = Q = & r = 5] o T T = a G A
Are the results valid?
Was there a clear Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y

statement of the aims

of the research?

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

appropriate?

Was the research design Y Y Y Y Y Y Y Y Y Y u Y Y Y Y Y Y Y Y Y Y Y
appropriate to address

the aims of the

research?

Was the recruitment Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y
strategy appropriate

to the aims of the

research?

Was the data Y Y Y Y Y Y Y Y Y Y U Y Y Y U Y Y U Y Y Y Y

61



Holmes (2022)

Cunningham (2022)
Zakai-Mashiach (2022)

Hasson et al. (2022)

Vi & Sui (2021)

\Wood (2021)

\Warren et al. (2021)

Brownlow et al. (2021)

Weiss (2021)

OLeary & Moloney (2020)

Wood (2020)

Stack et al. (2020)

Howard et al. (2019)

Wu et al. (2019)

Croydon et al. (2019)

Goodall (2018)

Hebron & Bond (2017)

Hebron et al. (2015)

Moyse & Porter (2015)

Potter (2014)

Gray & Donnelly (2013)

Sciutto et al. (2012)

collected in a way that
addressed the research
issue?

Has the relationship U Y U
between researcher and

participants been

adequately considered?

What are the results?

Have ethical issues been Y Y Y
taken into

consideration?

Was data analysis Y Y Y
sufficiently rigorous?

Is there a clear Y Y Y
statement of findings?

Will the results help

locally?

How valuable is the \Y v Y
research?

Y: Yes; N: No; U: Not Clear; V: Very; S: Somewhat
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Appendix C[] Data Extraction Table

Table C1

Demographic Data, Methodological Information and key Findings of Included Studies

Appendix C

Study Location Participant details Other Educational context Research Study design Findings
participants question/aims
Participant n Age Gender D
ethnicity
Cunningham UK 11 Year4 —year M8 ASC No Mainstream with  Trial Data collection: Themes:
(2022) 7 (year 7 F3 specialist participatory Use of three 1.0J Understand me
Not retrospective resource approach (three  houses (I may be
“This school  specified account) provision houses) approach in tricking you)
is 100% not Gather views of  group and 2.0 Help me to
autistic autistic pupils on  individual semi- understand
friendly!” what they think  structured (myself and
Listening to an autistic interviews others)
the voices of friendly primary 3.0 Hide support
primary- school should be  Analysis: for me (or |
aged autistic Incorporate Thematic won’t use it)
children to children’s views  analysis (Braun
understand into practice & Clark, 2006)
what an
autistic
friendly
primary
school
should be
Holmes USA 6 Retrospectiv. M4 Autis No Range of Examine Data collection:  All participants did not
(2022) Not e F2 m mainstream contributing Semi-structured feel like school was a
specified experiences (in factors and interviews, safe place emotionally.
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims
Participant n Age Gender D
ethnicity
Inclusion, No info class support, barriers to documents They felt socially
autism small class setting inclusion for (IEPs) and excluded by peers,
spectrum, and resource autistic students  artefacts despite wanting to make
student’s base) in public school (journals) friends. They felt like
experiences system. Analysis advocacy and
What do autistic  Phenomenologi  understanding of autism
students see as cal study — is what is needed to
barriers to transcribed, make school a more
inclusion? coded and inclusive place.
analysed
Zakai- Israel 8 Retrospectiv.  F8 Form No Mainstream and To explore first-  Data Collection: Themes:
Mashiach e al ASC specialist hand school Semi-structured  Elementary school —
(2022) Not diagn provisions experiences of interviews “like an alien who
“Iwas likea  specified 19-29 0sis autistic girls in Analysis: landed there”
bird without of general Braun and 1.0 Misunderstandi
wings”: autis education. Clarke (2006) ng and being
Autistic m Thematic misunderstood
women’s analysis 2.[0 Classroom
retrospectiv peers
e
experiences
in general
schools
Hassonetal. UK (inner 1 9 F1 ASC, School staff ~ Mainstream To give autistic Data collection  Themes:
(2022) city ADHD (N=12) children, their Focus groups 1.7 A system
Borough) and Parents and parents and and interviews overwhelmed
Inclusivity in SPD grandparent school staff a Analysis by unmet needs
education s(N=8) voice. Research Reflexive 2.1 The impact on
for autism aimed to explore  thematic quality of life
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims
Participant n Age Gender D
ethnicity

spectrum White Secondary experiences, analysis (Braun 3.[0 Hopes for the
disorders: British (N aged highlight good & Clarke, 2019) future
Experiences =1) students (N practice, and
of support =3) identify areas for
from the improvement in
perspective mainstream
of education.
parent/carer
s, school
teaching
staff and
young
people on
the autism
spectrum
Yi & Sui Hong 10 Grades1-6 No ASC Allistic peers  Mainstream Exploring Data collection Importance of forming
(2021) Kong info (N=10) children’s views  Interviews relationships and

towards autism,  based on providing positive
'His inner- (N=10) and the Vignettes opportunities for this. It
self must be relationships Analysis is important that people
good': An between autistic  Inductive coding gain a better
ethnographi children and and then broken understanding of autism,
c-vignette their allistic into meaningful  and the need to
study of peers. units of text (no  celebrate diversity.
social specific analysis  Some focus on the
interactions method deficits, and trying to
between mentioned) make autistic children
children with 'fitin' so thatitis
autism comfortable for their
spectrum peers

Appendix C
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
disorder and
typically
developing
peers
Warrenetal. UK 5 9-11 M5 ASC School staff ~ Specialist What are the Data collection  Themes:
(2021) (N=6) resource experiences of

Not provision autistic pupilsin  Storyboard 1.0 Structure and
Everyday specified a resourced methodology routine
experiences provisions and semi- 2.[1 Friendship and
of inclusion (including structured peers
in Primary transitions). interviews 3.[] Support and
resourced What are communication
provision: effective Analysis 4.77 Dual identity
The voices of practices for
autistic inclusion, and Method of
pupils and what can be categorisation
their improved? (Taylor-Powell &
teachers Renner, 2003)
Wood (2021) UK 10 4-10 No ASC School staff ~ Mainstream Explore roleand  Data collection = Themes:
Autism, info (N =36) primary functions of Semi-structured 1.0 Repetitive
intense Not Parents (N = intense interests  interviews and activities and
interests and  specified 10) in 10 autistic structured prompting
support in Autistic children. How observations 2.[0 Benefits of
school: From adults (N = did strong Analysis accessing
wasted 10) interests affect Thematic interests
efforts to learning, social analysis (Braun 3.0 Interests and
shared interaction and & Clarke, 2006) support for
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
understandi well-being at and content 4.0 Disadvantage of
ngs school? analysis intense

interests

Brownlow et  Australia 24 Retrospectiv.  No Identi No Range of Explore the Data collection  Themes:
al. (2021) e info fy as educational school Based on 1.0 Avoiding

Not autisti experiences (e.g.,  experiences of personal assumptions
“Just ask specified 16-67 c (did mainstream state, 24 autistic preference — about ability
me”: The not mainstream people (aged 16-  written 2.0 The danger of
importance requir Catholic, 67). Used an submissions and stereotypes,
of respectful e specialist abilities semi-structured stigma and
relationships diagn provision) framework interviews judgements
within osis) focussed on Analysis 3.0 Fostering skills
schools differences not Reflexive of advocacy

deficiencies. thematic
analysis (Braun
& Clarke, 2019)

Weiss USA 12 Retrospectiv. M6 Identi No Inclusion model in  To explore how Data collection  Themes:
(2021)- e F5 fy as school autistic adults In-depth semi- 1.77 School inclusion
dissertation Not 19-55 TF1 autisti describe their structured philosophy

specified c (did experiences interviews 2.0 Special
Adults with not within the Analysis education
ASD requir inclusion model Interpretative supports
perceptions e in schools phenomenologi 3.0 Communication
of inclusion diagn (including cal analysis difficulties
education. osis) academic, social

interactions,
sensory
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims
Participant n Age Gender D
ethnicity
experiences and
transitions).
O’Leary & Ireland 6 3-6 (only No ASC Parents (N = Infant school Discussion of the  Data collection Discussion of the
Moloney coded data info 6) importance of Narrative importance of gathering
(2020) Not from infant gathering voice.  interviews. voice. Co-construction
Understandi  specified school); Co-construction  Visual elicitation between parent
ng the between parent  methods (to experiences and
experiences experiences and  gain YP voice) children.
of young children. Analysis
children on I-Thou and I-It
the autism framework
spectrum as
they
navigate the
Irish early
years’
education
system:
Valuing
voices in
child-
centred
narratives
4.1
Wood (2020) UK 10 4-10 Not ASC School staff ~ Mainstream Explore how Data collection  There is a high level of
clear (N=36) primary autistic children  Interviews, noise in schools that
The wrong Not are accessing the questionnaires may be impacting long-
kind of specified Parents (N = curriculum in and term recall, language
noise: 10) mainstream observations and reading
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
understandi primary schools. development. Despite
ng and Autistic Further Analysis this, schools can be very
valuing the adults (N = evaluation of Thematic negative towards the
communicati 10) how their analysis (Braun noise that autistic young
on of autistic experiences are & Clarke, 2006) people use to
childrenin impacted by the communicate. When
schools support that autistic young people

they receive.

were silent (which could
indicate
enjoyment/calmness)
this was interrupted by
trying to make them
communicate. Young
people were coerced
into norms — we should
set aside the normative
ideals and try harder to
interpret young people
voice.
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
Stack et al. Ireland 6 Year 6 M5 ASC Parents (N = Transferring from  Explore Data collection Perceived fits and misfits
(2020) F1 6) mainstream experiences of Semi-structured  in Primary school

Not primary the school interviews
Studentand  specified environment 1.0 Feelings about
parent before and after  Analysis primary school
perspectives the transitionto  Thematic 2.[1 Peer

of the
transition
from
primary to
secondary
school for
students
with autism
spectrum
disorder

70

secondary
school.
Particular focus
on ‘school fit’.

analysis (Braun
& Clarke, 2006)

relationships
3.[7 Relationships
with staff
4.0] Primary school
curriculum
5.0 School
organisation
6.[1 Accommodatio
ns
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
Howard et UK 9 7-11 M8 ASC Secondary Mainstream Explore the Data collection  Children experienced
al. (2019) F1 (also aged school Semi-structured  anxiety in their school

Not biling  students (N experiences of interviews experiences, and had
The school specified ual) =2) autistic young (computer- small social
experiences people, who live  assisted) environments.
of bilingual in multilingual Analysis Suggests that autistic,
children on families. Interpretative bilingual children should
the autism School phenomenologi  have further support to
spectrum: experiences split  cal analysis explore their identity in
An into 5 domains their classrooms.

interpretativ
e
phenomenol
ogical
analysis

(language use;
socialisation;
accomplishment
; motivation, and
environment)
What can
schools do to
improve the
experience of
this group of
students?

Important to understand
the young person as an
individual, to provide the
correct support and
improve their school
experience
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Study Location Participant details Educational context Research Study design Findings
question/aims

Participant

ethnicity
Wu et al. USA Mainstream Explore the Data collection It is important to
(2019) learning Semi-structured  celebrate and focus on

Hispanic experiences of interviews the strengths of young
Learning (N=1) highly able based on the people, and include their
experiences autistic students. Twice- interests in their
of highly Caucasia Explore which Exceptional learning. The curriculum
able learners n(N=1) strategies can Version should be flexible, and
with ASD: support with Questionnaire school should provide a
Using a meeting their Classroom safe physical and social
success case needs observations, environment
method supplementary
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documents and
artefacts (e.g.,
IEP reports and
photos)

Analysis
Inductive
analysis
(grounded
theory)
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
Croydon et UK 8 8-10 M8 ASC Secondary Satellite Provision  Explore the Data collection  Themes:
al. (2019) (London) aged pupils perceived 1.0 Celebrating the

(N=7) impact of Semi-structured transition to

‘This is what satellite interviews mainstream
we've Banglade Family classrooms for 2.[] The transition
always shi (N = member (N young people Analysis to mainstream
wanted’: 6) =19) (and the adults Thematic has been
Perspectives who support analysis (Braun transformative
on young Black them) & Clarke, 2006)
autistic African
people’s (N=1)
transition
from special  White
school to British
mainstream  (N=1)
satellite
classes.
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims
Participant n Age Gender D
ethnicity
Goodall UK 12 M10 ASC No Mainstream, Flexible Data collection Themes:
(2018) Retrospectiv  F2 alternative participatory Semi-structured  Feelings of dread
Not e education approach interviews, Sensory environment
‘I felt closed  specified provision, study (supported by a diamond and unpredictability
in and like | 11-17 hub children’s ranking Loneliness
couldn’t research activities, draw Bullying
breathe’: A advisory group) and tell Feelings of isolation
qualitative Explore the activities Feeling unsupported
study educational
exploring experiences of Analysis
the 12 autisticyoung Thematic
mainstream people, analysis (Braun
educational exploring how & Clarke, 2006)
experiences the system could
of autistic be improved to
young better support
people other students
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
Hebron & UK 3 Year 5 - M3 ASC, Parent/care  Specialist Explore the Data collection Themes:
Bond (2017) Year 6 SLI rs (N = 16) resource experiences of Series of semi- Macrosystem: Political
Developing Not provision parents and structured philosophy; cultural
mainstream  specified Secondary young people interviews values — diversity
resource aged pupils during the first
provision for (N=16) year of Analysis Exosystem: LA systems;
pupils with attending Thematic school ethos;
autism resource analysis (Braun community; partnership
spectrum provisions & Clarke, 2006) working;
disorder:
Parent and Microsystem:
pupil Mainstream school;
perceptions resource provision

peers; family
Child outcomes

Hebronetal. UK 4 Year1l-vyear M3 ASC, Secondary Mainstream To give voice to Data collection  Themes:
(2015) 6 F1 ADHD  aged pupil qualitative The experience of being

Not , (N=1) studies about Semi-structured  bullied
Vulnerability  specified dyspr vulnerability to interviews Patterns of behaviour
to bullying of axia, Parents and bullying in Relationships with adults
children with learni  teachers autistic young Analysis and peers
autism ng (not clear people. Explore The role of school
spectrum delay  how many) factors that Thematic
conditions in might contribute analysis (Braun
mainstream or mitigate risk & Clarke, 2006)
education: A of being bullied
multi- for autistic
informant young people.
qualitative
exploration.
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
Moyse & UK 3 7-11 F3 ASC Parents (N=  Mainstream Consider the Data collection  Girls often mask their
Porter 3) impact of the Ethnographic need for support in
(2015) Not hidden methods - school, which can
The specified Class curriculum Observations, contribute to
experience teacher and (navigating drawings, underachievement.
of the SENCo of social rules) on sorting activities There appears to be lack
hidden each girl three autistic Semi-structured  of understanding of the
curriculum girls in primary interviews way that autism
for autistic schools. Analysis presents in girls, and
girls at How does Organisational teachers need to be
mainstream hidden framework — aware of this in order to
primary curriculum categories and adequately support
schools impact abilityto  sub-categories
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
Potter UK 1 10 M1 ASC School staff ~ Mainstream Explore Data collection  The young person
(2014) and (N=2) friendship Activity based appeared to show a lot
' didn't used Not LD concepts of 1 strategies, semi- of motivation to have
to have specified Parent (N = young person structured friends, and an
much 1) (aged 10) in interviews with  understanding of what
friends": mainstream key adults, friendship is. Discussion
exploring education using  observations, highlights importance of
the a qualitative diary of any listening to young
friendship case study comments person voice and
concepts about ‘friends’ celebrating strengths
and Analysis
capabilities Grounded
of a boy with theory approach
autism and
severe
learning
disabilities
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D

ethnicity
Gray & Northern 4 4-7 M3 ASC Parents (N=  Mainstream Views and Data collection  Traveller’s experience
Donnelly Ireland F1 4) experiences of Informal bullying due to their
(2013) autistic children  discussions culture. Parents are

Irish and their using a variety helping in understanding
Unheard Traveller parents livingin  of research and interpreting the
Voices: The (N=2) traveller and tools views and behaviours of
Views of non-traveller Analysis their children.
Travellerand Irish (N = communities Unclear It is important to include
Non- 1) Give voice to the voices of young
Traveller autistic young people from 'hard-to-
Mothers and  British (N people about reach' groups, however,
Children =1) the best and this can be challenging.
with ASD worst bits of Travellers chose to stay

school close to their school,
choosing stability over
lifestyle.

Sciuttoetal.  USA 27 Retrospectiv. M4 AS Unspecified  Unspecified Further Data collection: Themes:
(2012) e accounts F19 (N=28) information Online survey
A qualitative ~ White/ ua about the Areas of need
analysis of Caucasio Average age Parents (N = experiences of Analysis:
the school n (88%) 29 59) autistic Thematic Teacher quality that had
experiences individuals in analysis using an  a positive impact
of students Rest of schools (both inductive
with sample parent and method (Braun Strategies or practices
Asperger equal % retrospective & Clarke, 2006)  that had a positive
Syndrome of accounts) impact

America

n Indian,

Asian,

Black/
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Study Location Participant details Other Educational context Research Study design Findings
participants question/aims

Participant n Age Gender D
ethnicity

African
America
n, Latino,
Hawaiian

M: Male; F: Female; TF: trans feminine; U: unspecified; ASC: Autism spectrum condition; AS: Asperger syndrome; SENCO: Special Educational Needs Co-ordinator; LD: Learning difficulties;
SPD; Sensory processing disorder; SLI: Specific language impairment; ADHD: Attention deficit hyperactivity disorder
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Appendix D[] Surveys

Final - Parent consent survey

Participation sheet and consent form for parents/carers of participants of the study

Study Title: Belonging and anxiety in autistic secondary-aged students: Does camouflaging
mediate the relationship?

Researcher(s): Elizabeth Atkinson

University email: E.k.atkinson@soton.ac.uk

Ethics/ERGO no: 70554

You and your child are being invited to take part in the above research study. To help you decide
whether you would like to take part or not, it is important that you understand why the research
is being done and what it will involve. Please read the information below carefully and contact the
researcher (email above) if anything is not clear or you would like more information before you
decide to take part in this research. You may like to discuss it with others but it is up to you to
decide whether or not to take part. If you are happy to participate you will be asked to check the

box below to say you give consent.
What is the research about?

| am a Trainee Educational Psychologist studying for the Doctorate in Educational Psychology at

the University of Southampton.

This research intends to explore the experiences of autistic students (aged 11-16) in mainstream
secondary schools. Research has found that decreased feelings of school belonging have been
linked with increased anxiety. We want to explore this further and see the influence of

camouflaging/masking on this relationship. Camouflaging can be defined as strategies to ‘mask’
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difficulties in social interactions that can be experienced by autistic young people. | also want to
gather information about what helps autistic young people to feel like they belong at school, and

what environmental factors reduce the need for camouflaging.

This study was approved by the Faculty Research Ethics Committee (FREC) at the University of
Southampton (Ethics/ERGO Number: 70554).

Why have me and my child been asked to participate?

You have been asked to participate because you are the parent/carer of a student who is aged
11-16, identifies as autistic and attends a mainstream secondary school. The research is
interested in gaining the unique perspectives of this population of students. For this research we
aim to recruit 126 young people, and their parents. When this number is reached the survey will

close (or March 2023, whichever is soonest).

What will happen to me and my child if | take part?

As a parent/carer, this study involves completing an anonymous questionnaire which should take
approximately 5 minutes of your time. In the questionnaire you will be asked questions about
your child’s attendance at school and information about their diagnosis. You will also be asked to

complete a questionnaire (10 questions) that measures their autistic traits.

If you agree for your child to take part then after completing the survey, you will be automatically
directed to a survey for them to complete. When you are re-directed to the young person survey,
please pass on the device to your young person, and allow them to complete the survey
independently. This survey should take them approximately 20-30 minutes. You will be provided a
random 4 digit number during your survey, please make a note of this, as your child will need to

enter it in their survey. This means that the answers will be linked.

If you are happy to complete this survey, and for your child to take their survey you will need to
tick (check) the box below to show your consent. As this survey is anonymous, the researcher will
not be able to know whether you have participated, or link you or your child to the answers

provided.

What information will be collected?

The questions in the parent survey will relate to: Your child’s school attendance Information
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about your child’s diagnosis A questionnaire about the autistic traits of your child

The questions in the young person survey will relate to: Demographic data (age, sex at

birth, gender, ethnicity) Sense of school belonging Questionnaire about camouflaging
Levels of anxiety Open-ended questions about school belonging and how school could be

improved

Some of the survey questions for the young person contain textboxes where they will be asked to

type in their own answers. Please note that in order for this survey to be anonymous, they should

not include any answers any information from which they could be identified.

Following completion of the survey, young people will have the option to claim an £8 Amazon
voucher to reimburse their time. They will be asked to provide their email address in order to

claim the voucher.

What are the possible benefits of taking part?

If you decide to take part in this study, you will not receive any direct benefits; however, your

participation will contribute to knowledge in this area of research.

As previously mentioned, young people have the option to claim an £8 shopping voucher to
reimburse their time. On completion of the study, they will be re-directed to a new survey where
they will be asked to provide their email address. This information will be stored in a password
protected spreadsheet that only members of the research team will have access to. As this is a

new survey it will not be possible to link the email address with answers provided.

Are there any risks involved?

It is expected that taking part in this study will not cause you or your child any psychological
discomfort and/or distress, however, should you feel uncomfortable you can leave the survey at
any time or contact the following resources for support (the same link and number for Childline

will be provided on your child’s survey):

National Autistic society help and support: https://www.autism.org.uk/what-we-do/help-and-
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support

Samaritans: 116 123

What will happen to the information collected?

All information collected for this study will be anonymous. Data will be stored securely on a
password protected computer and backed up on a secure server. All questionnaire survey data
will be pooled and only compiled into data summaries or summary reports. Answers in text boxes
may be used as quotations in the main body of the write-up, but anonymity will be maintained

and a participant number will be used.

The information collected will be analysed and written up as part of my Thesis for my Doctorate
in Educational Psychology. If appropriate the research may be published online (e.g., the
University of Southampton Educational Psychology research blog), published in a journal and/or

presented at conferences.

Data Protection Privacy Notice
The University of Southampton conducts research to the highest standards of ethics and research
integrity. In accordance with our Research Data Management Policy, data will be held for 10 years

after the study has finished when it will be securely destroyed.

As a publicly-funded organisation, the University has to ensure that it is in the public interest
when we use personally-identifiable information about people who have agreed to take partin
research. This means that when you agree to take part in a research study, we will use
information about you in the ways needed, and for the purposes specified, to conduct and
complete the research project. Under data protection law, ‘Personal data’” means any information
that relates to and is capable of identifying a living individual. The University’s data protection
policy governing the use of personal data by the University can be found on its website

(https://www.southampton.ac.uk/legalservices/what-we-do/data-protection-and-foi.page).

This Participant Information Sheet tells you what data will be collected for this project and
whether this includes any personal data. Please ask the research team if you have any questions

or are unclear what data is being collected about you.
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Our privacy notice for research participants provides more information on how the University of
Southampton collects and uses your personal data when you take part in one of our research
projects and can be found at

http://www.southampton.ac.uk/assets/sharepoint/intranet/ls/Public/Research%20and%20Integri

ty%20Privacy%20Notice/Privacy%20Notice%20for%20Research%20Participants.pdf

Any personal data we collect in this study will be used only for the purposes of carrying out our
research and will be handled according to the University’s policies in line with data protection law.
If any personal data is used from which you can be identified directly, it will not be disclosed to
anyone else without your consent unless the University of Southampton is required by law to

disclose it.

Data protection law requires us to have a valid legal reason (‘lawful basis’) to process and use
your Personal data. The lawful basis for processing personal information in this research study is
for the performance of a task carried out in the public interest. Personal data collected for

research will not be used for any other purpose.

Do me and my child have to take part?
No, it is entirely up to you to decide whether or not to take part. If you decide you want to take

part, you will need to check a box to show you have agreed to take part.

What happens if | change my mind?

You have the right to change your mind and withdraw at any time by exiting the survey. The data

that you provide will be anonymous, therefore, you will not be able to withdraw your data from

the study once your answers have been submitted.

What happens if there is a problem?

Contact me e.k.atkinson@soton.ac.uk and my supervisor, Dr XXX (XXX@soton.ac.uk)

If you are unhappy about any aspect of this study and would like to make a formal complaint,
you can contact the Head of Research Integrity and Governance, University of Southampton, on

the following contact details: Email: rgoinfo@soton.ac.uk, phone: + 44 2380 595058.

Please quote the Ethics/ERGO number above. Please note that by making a complaint you might
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be no longer anonymous.

More information on your rights as a study participant is available via this link:

https://www.southampton.ac.uk/about/governance/participant-information.page

Thank you for reading this information sheet and considering taking part in this research.

Please tick (check) this box to indicate that you have read and understood information on this

form, are aged 18 or over and agree to take part in this survey.

Yes | consent, take me to the study (1)

No | don't consent, | do not wish to participate (2)

You are free to end this survey at any time (just exit the website). The data that you provide will
be anonymous, therefore, you will not be able to withdraw your data from the study once your

answers have been submitted. Please tick (check) this box to indicate that you understand this

statement and wish to continue.

Yes | am happy, take me to the survey (1)

No | am not happy, end the survey (2)
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Please confirm that you are not a robot (by sliding to 2)

Slide to 2 () '

1. Roughly what is the school attendance of your child? Give answers as a percentage (e.g. 1 day a

week is 20%, two a week is 40%, three days a week is 60%, and 4 days a week is 80%)

Does your child have a diagnosis of autism?

Yes (1)

No they are self-identify (2)

What age was your child diagnosed as autistic?
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4. Who diagnosed your child (Please tick all that apply)?

GP (1)

Paediatrician (2)

Psychologist (3)

Speech and Language Therapist (4)

| do not know (5)

Other (6)

If other, please state who
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Please answer the following questions about your child

Definitely agree

(1)

Slightly disagree Definitely disagree

Slightly agree (2) (3) (4)

They notice
patterns in things
all the time (1)

They usually
concentrate more
on the whole
picture, rather
than small details

()

In a social group,
they can easily
keep track of
several different
people's
conversations (3)

If there is an
interruption they
can switch back to

what they were
doing very quickly
(4)

They frequently
find that they don't
know how to keep
a conversation

going (5)

They are good at
social chit chat (6)

When they were
younger they used
to enjoy playing
games that
involved
pretending with
other children (7)

They find it difficult
to imagine what it

would be like to be
someone else (8)

They find social
situations easy (9)

They find it hard to
make new friends
(10)
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The aim of this research was to learn more about the relationship between school belonging and
wellbeing for autistic young people. Your data will help our understanding of how schools can
help autistic people to feel like they belong, and don’t need to hide who they are. Once again
results of this study will not include your name or any other identifying characteristics. The
experiment/research did not use deception. You may have a summary of research findings once
all data has been collected.

If you have any further questions please contact me, Elizabeth Atkinson on my email:

e.k.atkinson@soton.ac.uk

Thank you for your participation in this research.
If you have questions about your rights as a participant in this research, or if you feel that you
have been placed at risk, you may contact the University of Southampton Head of Research

Integrity and Governance (023 8059 5058, rgoinfo@soton.ac.uk).

Please click next to get a 4-digit number to link with your child's survey
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Next you will be asked to give consent for your child to take part. If you say yes then you will be

taken to their survey. Please write down this number and use it for the paired survey:

S{rand://int/1000:9999} S{e://Field/Finished}

Please tick (check) this box to indicate that you have read and understood the information on this
form and agree for your child/young person to take part in the survey. Please pass the device to

your child and allow them to complete the survey independently.

Yes, | consent, take me to the young person survey (1)

No, | do not consent (2)

92



Appendix D

Children and young person consent and
survey

Participation information sheet and consent form for child and young people participants

Study Title: Belonging and anxiety in autistic secondary-aged students: Does camouflaging
mediate the relationship?

Researcher(s): Elizabeth Atkinson

University email: E.k.atkinson@soton.ac.uk

Ethics/ERGO no: 70554
What is the research about?

My name is Lizi. | am training to be an Educational Psychologist, and I’'m completing this piece of

work as part of my training.

| am interested in the experiences of autistic students (like you) in school. Some people have
found that feeling like they don’t belong in school has made them feel worried. | want to look into

this a bit more. | also want to find out what would make school a more inclusive place for you.
This research has been agreed as ethical by my university.
What will happen to me if | take part?

You will be asked to fill in an online survey. Some questions will be rating scales (where check you
check the answer), and others will ask you to write answers in a box (this can be as long or short
as you feel comfortable). It should take around 20 minutes to complete. A lot of young people will
be answering the survey, and | won't ask for your name, so nobody will know which answers are

yours.

Why have | been asked to participate?

93



Appendix D

You have been asked to take part because you are an autistic young person (aged 11-16) who
attends a mainstream school in the UK or the Republic of Ireland. We are interested in hearing
from you, about what can make school better, and we really hope you feel comfortable taking
part. | hope to get answers from around 130 young people, and the survey will close when | do (or

in March 2023), whichever is sooner.

What information will be collected?

The questions you will be asked about include:

[J Information about your age, gender, ethnicity and autism diagnosis
(1] Rating scales about:

o[l Anxiety

ol1 School belonging

ol Camouflaging

Questions about what makes you feel like you do/do not belong at school, and what makes you
feel like you can/cannot be your true self at school In the textboxes you will be asked to
type answers. Make sure you don’t include any names/information about your school, so that we

can keep the survey anonymous.

At the end of the survey, you will be asked if you would like to claim an £8 Amazon voucher for
your time. You do not have to do this if you would not like to. If you would, then you will be re-

directed to a new survey and asked to provide an email address to claim the voucher.

What are the possible benefits of taking part?

We really appreciate you taking the time to complete this survey. To thank you for your time you
will receive an £8 Amazon voucher once you have finished. We also hope that we will be able to
share the results of our survey with lots of teachers and make school a happy place for other

autistic young people.

Are there any risks involved?

We hope that you won’t experience any bad feelings from taking part. If you do, make sure you

talk to a safe adult (such as a parent or teacher). You could also contact:
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National Autistic society help and support: https://www.autism.org.uk/what-we-do/help-and-

support

Childline: 0800 1111

What will happen to the information collected?

Nobody will know whose answer is whose, and | will store information on a password protected
computer. | might quote some of the longer answers in my write up, but | will give a number
instead of a name. Please don’t include any information that means that you could be identified
(name, school, town). If you do include any information that means you could be identified, then |

will screen this out by using asterixis’. For example ‘I went to visit *****’,

The information collected will be analysed and written up to help me to become an educational
psychologist. | hope that | will be able to publish the work on a blog, or in research journals (which
means lots of people can read it and hopefully will help them).

What happens if there is a problem?

If you want to stop, then that is okay, you can finish by closing the web browser. | don’t know

whose answer is whose, so | won’t be able to delete your answers.

If you have any other problems, then tell a trusted adult (such as parent or teacher) and they can

contact me or the university who will be able to help.

Information video Below is a video (about 6 minutes long) which explains a bit more about the

research, and what is said in the information sheet. You can watch this video if you would like

more information, but you do not have to.
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Thank you for reading this information sheet and considering taking part in this research. Please
tick (check) this box to show that you have read and understood information on this form and

agree to take partin the survey

Yes | consent, take me to the study (1)

No | don't consent, | do not want to take part (2)

You are free to end this survey at any time (just exit the website). The data that you provide will
be anonymous, therefore, you will not be able to withdraw your data from the study once your

answers have been submitted.

Yes | understand (1)

No, | don't want to continue (2)

Please confirm that you are not a Robot by sliding to 2

Slide to 2 () '
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Please enter 4-digit ID code that was on your parents survey

Do you have a diagnosis of autism?

Yes (1)

No, I self-identify (2)

| am not autistic (3)

How would you describe your gender?

Male (1)

Female (2)

Non-binary (3)

Other (4)

Prefer not to say (5)

Appendix D
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If other, describe here

How old are you?

11 (1)

12 (2)

13 (3)

14 (4)

15 (5)

16 (6)

What was your biological sex at birth?

Male (1)

Female (2)

Prefer not to say (3)
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What is your ethnic group? Choose one option that best describes your ethnic group or

background

White English/Welsh/Scottish/ Northern Irish/British (4)

Irish (9)

Gypsy or Irish Traveller (10)

White and Black Caribbean (11)

White and Black African (12)

White and Asian (13)

Indian (14)

Pakistani (15)

Bangladeshi (16)

Chinese (17)

African (18)

Caribbean (19)

Arab (20)

Other (21)

Prefer not to say (22)

For each statement below, choose the answer that best fits your social experiences. We know
that you may feel differently in different places, so when answering try to think about your

experiences at school.
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At school, | make eye contact even though it is difficult

Never (1)
Sometimes (2)
Often (3)

Always (4)

At school | try to be like someone else

Never (1)
Sometimes (2)
Often (3)

Always (4)
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At school, | plan what to say to people before | meet them

Never (1)

Sometimes (2)

Often (3)

Always (4)

—_—

Jak me kel
you all cheak.,

At school, | keep conversations going by talking about my special interests

Never (9)

Sometimes (10)

Often (11)

Always (12)

Appendix D
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At school, | try to copy what other people do

Never (4)
Sometimes (5)
Often (6)

Always (7)

19,

| practice facial expressions in the mirror

Never (4)
Sometimes (5)
Often (6)

Always (7)
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| watch people on TV or YouTube and try to copy their behaviours

Never (8)

Sometimes (9)

Often (10)

Always (11)

| try to follow rules or patterns to help get along with people at school

Never (4)

Sometimes (5)

Often (6)

Always (7)
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| Hide certain ways | behave at school

Never (4)

Sometimes (5)

Often (6)

Always (7)

& =3
*=J)

r‘

| Laugh at jokes | don't understand, at school

Never (4)
Sometimes (5)
Often (6)

Always (7)
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| try to learn set responses to help conversations at school

Never (4)
Sometimes (5)
Often (6)

Always (7)

At school, | pretend to feel relaxed even when | feel anxious

Never (4)

Sometimes (5)

Often (6)

Always (7)
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(&

O

| try to copy what other people wear at school

Never (4)
Sometimes (5)
Often (6)

Always (7)

| try to copy the way other people talk at school

Never (4)
Sometimes (5)
Often (6)

Always (7)
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| pretend to be interested in a topic during conversation at school

Never (4)

Sometimes (5)

Often (6)

Always (7)

| try to have the same interests as other people in my class

Never (4)

Sometimes (5)

Often (6)

Always (7)
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| pretend to be busy on your phone so | don't have to talk to people at school

Never (4)
Sometimes (5)

Often (6)

Always (7)

| behave differently at home and school

Never (4)

Sometimes (5)

Often (6)

Always (7)
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| join in with things at school, even when | don't want to

Never (4)

Sometimes (5)

Often (6)

Always (7)

| hide my interests at school

Never (4)

Sometimes (5)

Often (6)

Always (7)
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You will now be asked some questions that have a text box. In these questions you can write as
much or as little as you would like. Don't include information (like your name or school) that

means that you could be identified)

Do you feel like you can be your real self at school?

Yes (1)

No (2)

Why not?

What helps with this?
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What do you think about school? Rate each of these statements based on your experiences.

People here notice when | am good at something

Never (1)
Sometimes (2)
Often (3)

Always (4)

Other students in school take my opinions seriously

Never (1)
Sometimes (2)
Often (3)

Always (4)

People at school are friendly to me

Never (1)
Sometimes (2)
Often (3)

Always (4)

111



Appendix D

I am included in lots of activities at school

Never (1)
Sometimes (2)
Often (3)

Always (4)

Other students here like me the way | am

Never (1)
Sometimes (2)
Often (3)

Always (4)

| like to think of myself as similar to other students at my school

Never (1)
Sometimes (2)
Often (3)

Always (4)
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People at school care if | am absent

Never (1)
Sometimes (2)
Often (3)

Always (4)

| feel like my ideas count at school

Never (1)
Sometimes (2)
Often (3)

Always (4)

| feel like | matter to people at school

Never (1)
Sometimes (2)
Often (3)

Always (4)
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People really listen to me when | am at school

Never (1)

Sometimes (2)

Often (3)

Always (4)
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You will now be asked some questions that have a text box. In these questions you can write as

much or as little as you would like. Don't include information (like your name or school) that

means that you could be identified)

Feeling that you belong means: feeling safe, accepted, and comfortable.

Do you feel like you belong at school?

Yes (1)

No (2)

Why not?

What helps with this?
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Please check the word that shows how often each of these things happen to you. There are no

right, or wrong answers. Think about how you feel at school.
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Never (1) Sometimes (2)

All of a sudden |
feel really scared
for no reason at all
at school (1)

I'm concerned
about what other
people think about

me at school (2)

My heart suddenly
starts to beat too
quickly for no
reason at school (3)

| feel scared when |
have to take a test
in case | make a
mistake (4)

| worry people will
bump into me or
touch me in busy
or crowded
environments at
school (5)

I am afraid of being
in crowded places
in case |l am
separated from my
family (6)

I'm scared that |
will do badly at
school work (7)

| suddenly feel like |

can't breathe when
there is no reason
for this at school

(8)

| am afraid of new
things, or new
people or new
places (9)

| am afraid of
entering a
classroom full of
people (10)

| worry when | got
to school because |
don't like to be
away from my
family (11)
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When | have a
problem at school |
feel shaky (12)

| suddenly start to

tremble or shake at

school when there

is no reason for this
(14)

When | don't know
what will happen
at school, | can't do
things (15)

| am concerned
when | think | have
done poorly at
something at
school (16)

| always need to be
prepared before
things happen at
school (17)

| feel afraid | will
make a fool of
myself in front of
people at school
(18)

| am scared about
being away from
my parents when |
am at school (19)

When I'm at
school, | worry that
something awful
will happen to
someone in my
family (20)

| feel scared at
school because |
like to be close to
my parents/family
(21)

| get worried about

being in places that

are too loud, or too

bright or too busy
at school (22)

| suddenly become
dizzy or faint at
school when there
is no reason for this
(23)
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I am concerned if |
don't know what
will happen at
school, for example
if my timetable
changes (24)

| am scared that
something bad will
happen to me at
school (25)

THANK YOU FOR TAKING PART!

Researcher(s): Elizabeth Atkinson

University email: E.k.atkinson@soton.ac.uk
Debriefing Statement (written) (Version 1, 27/5/22)
ERGO ID: 70554

The aim of this research was to learn more about the relationship between school belonging and
wellbeing for autistic young people. Your data will help our understanding of how schools can
help autistic people to feel like they belong, and don’t need to hide who they are. Once again
results of this study will not include your name or any other identifying characteristics. The
experiment/research did not use deception. You may have a summary of research findings once
all data has been collected.

If you have any further questions please ask your parent/carer to contact me, Elizabeth Atkinson

on my email: e.k.atkinson@soton.ac.uk

Thank you for your participation in this research.

If you have questions about your rights as a participant in this research, or if you feel that you
have been placed at risk, you may contact the University of Southampton Head of Research

Integrity and Governance (023 8059 5058, rgoinfo@soton.ac.uk).
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We hope that you did not experience any bad feelings from taking part. If you did, make sure you

talk to a safe adult (such as a parent or teacher). You could also contact:

National Autistic society help and support: https://www.autism.org.uk/what-we-do/help-and-

support

Childline: 0800 1111

Debrief Video

Would you like to be re-imbursed for your time with a £8 amazon voucher?

Yes (1)

No (2)
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Appendix E[] Coding Frame for Qualitative Content

Analysis

Being “True” Self in School

Category

Description

Examples

Who am | and what
do |l do

This is individual factors within the child,
and their perception of themself. Any
actions that they individually take, or
skills that they have that help/hinder

“My good communication”

“| feel so different and | don’t
want anybody to see that”

The environment
support and
adaptations

The impact of the environment on them
and their feelings. Any support from
adults or adaptations that are/are not in
place.

“Being part of a smaller
inclusion hub for some of the
dayll

“l don’t feel nice or relaxed
when | am there”

My social
relationships

Discussions of specific friendships, or
social interactions with peers.

“My friends are very friendly
and have similar interests to

”

me

4

“| feel like | can’t trust others”

Acceptance and
understanding

Whether they feel that peers will accept
and understand them. Predicted or
feared actions/reactions from others if
they were to be their real self

“Me knowing that people
won’t judge me”

“Because people would judge
me or mock me or bully me”
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Feeling Safe, Accepted, and Comfortable in School

they belong. Any actions that
they individually take, or skills
that they have that help/hinder

Category Description Examples

This is individual factors within | “l am mostly very good at school subjects”
Who am | and the child, and their perception
what do | do of themselves, and whether “| cannot help but this is too large a step for

me, but there are others who are perfectly
fine”

Friendship and

peer interactions

Discussions of specific
friendships, positive and
negative interactions with
other students.

“Many of the students at my school are
friendly”

“People don’t want to know me, | feel left out
and ignored”

Acceptance and
understanding

Whether other people accept
and understand their autism,
and who they are/the support
they need

“There are people who understand me”

“l don’t feel accepted in school... yet”

The school
environment and
systems

The impact of the sensory
environment, and school
activities. School systems,
structures and adaptations that
are putin place

“The school has nice systems”

“Sometimes | struggle with conventional
school activities”

Role of school
staff

Perceptions about the role of
school staff, and their
characteristics/actions taken.

“Teachers also like me and help me lot helping
me to feel safe”

“Teacher are mean”
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Glossary of Terms

Glossary of Terms

See Definitions and Abbreviations.
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