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Abstract

Many autistic pupils experience difficulties associated with a mis-match
between the explicit features of autism and the physical and psychosocial
environment of secondary school, which leave them particularly vulnerable to a
range of negative mental health outcomes, and which can create barriers to their
academic success (Charman et al., 2011; Morewood, Humphrey and Symes, 2011).
This situation is understood to be compounded by a lack of teacher training and
understanding of autism in general, and of its specific impact on individual pupil’'s
learning styles and support needs (Falkmer, Parsons and Granlund, 2012; Reed,
Osborne and Waddington, 2012; Hebron and Humphrey, 2014). This project sought
to investigate (1) the extent to which existing descriptions of autism were reflected
in the general school experiences of a cohort of autistic pupils, and (2) the impact of
a new pupil-to-teacher communication system, designed by the author, on the
classroom experiences and psychological well-being of these pupils.

Situated within the paradigm of pragmatism, a mixed methods approach to
this research project was adopted. Twenty-one autistic pupils shared their
experiences of school during semi-structured interviews, whilst their teachers’
experiences of teaching them were elicited via online surveys. Thematic analysis,
using a specifically designed coding manual, was used to investigate the capacity of
the diagnostic criteria descriptors and definitions of autism, and selected cognitive
autism theories, to explain both the general school experiences described by autistic
pupils, and the specific areas of difficulty they prioritised for additional support and/or
teacher practice change. The efficacy of a new register-based pupil-to-teacher
communication system (FAMe™), was evaluated using pre- and post-system
implementation interviews and pupil self-report scales. The design of this project
positioned participating pupils as experts in their own experiences, whilst the
FAMe™ System enabled their voices to influence matters that affected them. The
methods used, to facilitate engagement with and collect data from autistic pupils,
have the potential to be considered a ‘model example’ for carrying out future
research in this field.

Analysis evidenced the limited capacity of the diagnostic criteria and autism
theory to inform understanding of the pupils’ collective experiences. Positive impact
of the FAMe™ System on pupils’ classroom experiences and psychological well-
being was demonstrated. Teachers reported improved confidence post-FAMe™ in
their ability to teach autistic pupils, and to meet their pupils' self-reported classroom
and/or learning support needs. Improved educational outcomes were also reported.

Findings contribute knowledge to the under-researched area of autistic pupils’
lived experience. The apparent failure of current diagnostic criteria descriptors and
definitions of autism to adequately reflect pupils’ experiences led to the development
of a new bio-psychosocial definition of autism. This has since been adopted by
colleagues teaching students of autism (Beardon, 2017b) and by those engaged in
independent autism research. If the demonstrated positive effect of FAMe™ System
use, on teacher’s autism-related practice and on pupil educational outcomes, is
replicable in other schools, the impact of its continued implementation, for autistic
individuals and wider society, could be significant.
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Glossary

Acronym/

Initialism Full Name/Term

APPGA All Party Parliamentary Group on  Autism
A cross-party group of MPs and Members of the House
of Lords who work together to push autism up the agenda
in Parliament.

AaA Ambitious about Autism
National UK charity for children and young people with
autism. They provide services, raise awareness and
understanding, and campaign for change.

APA American Psychiatric  Association
Organisation of psychiatrists working together to ‘ensure
humane care and effective treatment for all persons with
mental illness, including substance use disorders’
(https://lwww.psychiatry.org/about-apa/vision-mission-
values-goals)

AET Autism Education Trust
A partnership between Ambitious about Autism, the
Autism Alliance and the National Autistic Society (NAS).
It is funded and supported by the Department for
Education (DfE) and hosted on behalf of the partnership
by the NAS. Its purpose is to improve the education of
children and young people with autism

ASPECT Autism Spectrum Australia

Australia’s largest service provider for people on the
autism spectrum. Their specialised, evidence informed
schools program is the largest in the world. They share
evidence-informed Aspect practice and applied research
nationwide.
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Acronym/

Initialism Full Name/Term

BERA British Educational Research Association
BERA aims to inform the development of policy and
practice by promoting the best quality evidence produced
by educational research.

BYI-II Beck Youth Inventory - Second Edition
Battery of five self-report scales used to evaluate
children's and adolescents’ emotional and social well-
being.

BYI-A Beck Youth Inventory - Anxiety Scale
One of the five BYI-1I self-report scales, used to evaluate
children's and adolescents' anxiety levels.

BYI-D Beck Youth Inventory - Depression Scale
One of the five BYI-1I self-report scales, used to evaluate
children's and adolescents' depression levels.

CC Central Coherence
The operation involved in processing information by
extracting the overall meaning or gist. The theory of Weak
Central Coherence is one of the three main cognitive
theories which attempt to explain the underlying
mechanisms behind the behavioural presentation of
autism

CUP Community -University Partnership for the study of

children, youth and families

A collaboration among the University of Alberta,
community agencies, and organizations in and around
Edmonton and across Alberta. CUP are committed to
improving the development of children, youth, families
and communities by creating or mobilising evidence-
based knowledge that impacts programs and policies.
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Acronym/
Initialism

Full Name/Term

DCSF

Department for Children, Schools and Families

A department of the UK government, between 2007 and
2010, responsible for issues affecting people in England
up to the age of 19, including child protection and
education.

DfE

Department for Education

A department of the UK government responsible for
children's services and education, including higher and
further education policy, apprenticeships and wider skills
in England. They work to provide children's services and
education that ensure opportunity is equal for all, no
matter what their background or family circumstances.
Predecessor. Department for Children, Schools and
Families.

DoH

Department of Health

A department of the UK government, responsible for
government policy on health and adult social care matters
in England.

DfES

Department for Education and Skills

A department of the UK government, between 2001 and
2007, responsible for the education system as well as
children’s services in England.

DSM

Diagnostic and Statistical Manual of Mental
Disorders

An american volume that defines and classifies mental
disorders in order to improve diagnoses, treatment, and
research. Used by some UK diagnosticians to identify
whether an individual is autistic. Contains the most
recently updated medical definition of Autism.
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Acronym/
Initialism

Full Name/Term

EADSEN

European Agency for the Development of Special
Needs Education

An independent organisation that acts as a platform for
collaboration for the ministries of education in its member
countries. Work focuses on improving all learners’
achievement at all levels of inclusive lifelong learning.
This enhances learners’ life chances and opportunities for
actively participating in society.

EF

Executive Functioning

Executive functioning skills are abilities involved in
preparing and engaging in complex organised behaviour.
Executive (Dys)Functioning theory is one of the three
main cognitive theories which attempt to explain the
underlying mechanisms behind the behavioural
presentation of autism.

EHCP

Education , Health and Care Plan

A statutory document for children and young people aged
up to 25 who need more support than is available through
special educational needs support. EHC plans identify
educational, health and social needs and set out the
additional support to meet those needs.

Predecessor: Statement of Special Educational Needs.

FAMe™

Facts About Me

A newly developed computerised system designed to
convey pupil-specific information to teachers through the
lesson register.

GEO

Government Equalities Office

Part of the Department for Education. The GEO has lead
responsibility for gender equality within the UK
government, together with a responsibility to provide
advice on all other forms of equality (including age, race,
sexual orientation and disability) to other UK government
departments.
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Acronym/
Initialism

Full Name/Term

HMT

Her Majesty’s Treasury

The UK government’'s economic and finance ministry,
maintaining control over public spending, setting the
direction of the UK’s economic policy.

ICD

International  Classifications of Mental and
Behavioural Disorder: Clinical Descriptions and
Diagnostic Guidelines

World Health Organisation produced. Provides clinical
descriptions, diagnostic guidelines, and codes for all
mental and  behavioural disorders commonly
encountered in clinical psychiatry. Used by some UK
diagnosticians to identify whether an individual is autistic.

MALS

Myself as A Learner Scale

A self-report scale focusing directly on school pupils’
perceptions of their learning abilities. Suitable for use with
children between the ages of 9-16 years.

NASEN

National associatio n for Special Educational Needs

A membership charity organisation supporting education
professionals by providing resources and training to help
meet and identify needs of individuals with special or
additional learning needs.

NASUWT

National Association of Schoolmasters and Union of
Women Teachers

A trade union representing the interests of teachers,
including headteachers, throughout the United Kingdom.

NAO

National Audit Office

Scrutinises public spending for Parliament. It helps
Parliament hold government to account and improve
public services.
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Acronym/

Initialism Full Name/Term

NAP National Autism Project
A new initiative which aims to provide authoritative
recommendations on autism research and practice which
have demonstrable effectiveness in benefiting autistic
people and their communities.

NAS National Autistic Society
A UK charity for autistic people and their families. The
NAS provide information, support and services, and
‘campaign for a world that works for autistic people’.

OfSTED Office for Standards in Education, Ch ildren’s
Services and Skills
Inspect and regulate services that care for children and
young people, and services providing education and skills
for learners of all ages.

POST Parliamentary Office of Science and Technology
The UK Parliament's in-house source of ‘independent,
balanced and accessible analysis’ of public policy issues
related to science and technology.

QoL Quality of Life
A term referring to the general well-being of individuals
and societies. It includes physical and psycho-social
health, family, education, employment, wealth, religious
beliefs, finance and the environment.

SEN Special Educational Needs (term used pre-2015)

Learning problems or disabilities that make it harder for a
child to learn than most children of the same age
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Acronym/
Initialism

Full Name/Term

SEND

Special Educational Needs and Disabilities  (term used
post-2015)

A significantly greater difficulty in learning than the
majority of same-age children and/or a disability which
prevents or hinders the use of educational facilities of a
kind generally provided for others of the same age in
mainstream schools or mainstream post-16 institutions.

Predecessor SEN

SENCO/SENDCO

Special educational Needs Co -ordinator (term used
pre-2015)/ Special educational Needs and Disabilities
Co-ordinator (term used post-2015)

Responsible for the day-to-day operation of the school's
SEND policy. All mainstream schools must appoint a
teacher to be their SENDCO. The SENDCO will co-
ordinate additional support for pupils with SEND and
liaise with their parents, teachers and other professionals
who are involved with them.

SENCOP/SENDCOP

Special Educational Needs Code of Practice (term
used pre-2015)/ Special Educational Needs and
Disabilities Code of Practice ( term used post-2015)

A statutory code which contains:

Details of legal requirements that must be followed
without exception

Statutory guidance that must be followed by law unless
there’s a good reason not to.

The SENDCOP explains the duties of local authorities,
health bodies, schools and colleges to provide for those
with special educational needs.

SIMS

School Information Management System

A student information system, i.e. a school management
information system, currently developed by Capita. It is
the most widely used system of its kind in UK schools.
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Acronym/
Initialism

Full Name/Term

TA

Teaching Assistant

An individual who assists a teacher with instructional
responsibilities and pupil support.

ToM

Theory of Mind

Theory of mind refers to an individual’s ability to attribute
mental states to themselves and to others. Theory of
Mind theory is one of the three main cognitive theories
which attempt to explain the underlying mechanisms
behind the behavioural presentation of autism

UN

United Nations

A global organisation that brings together its member
states to confront common challenges, manage shared
responsibilities and exercise collective action in an
enduring quest for a peaceful, inclusive and sustainably
developing world, in conformity with the principles of
justice and international law.

UNCRC

United Nations Convention on the Rights of the Child

54 articles that cover all aspects of a child's life and set
out the civil, political, economic, social and cultural rights
that all children everywhere are entitled to.

UNESCO

United Nations Educational, Scientific and Cultural
Organisation

Encourages international peace and universal respect for
human rights by promoting collaboration among nations.
Its mission is to contribute to the building of peace, the
eradication of poverty, sustainable development and
intercultural dialogue.

WHO

World He alth Organisation

A specialised agency of the United Nations that is
concerned with international public health.
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A Note about Terminology

Use of language is important because it represents underlying values
(Shakespeare, 2014). Terminology use in the field of autism studies has been a
contested area for decades (Brown, 2011a; 2011b; Kenny et al., 2016; Milton, 2012).
As will be discussed in detall in the Literature Review Chapter of this thesis, negative
and pejorative medical model language (Leatherland and Chown, 2015) still
pervades autism criteria description and definitions (see for example, American
Psychiatric Association (APA) 2013; World Health Organisation (WHO), 2011),
whilst a move towards social model thinking and attitudes (Barnes, 2012; Oliver,
2004; Goodley 2014; Shakespeare, 2014) is reflected in some of the alternatives,
e.g. the National Autistic Society (NAS) (2018). Changes to the diagnostic labelling
system (DSM-5, 2013) have seen ‘Autism Spectrum Disorder’ (ASD) and ‘autism’
become the umbrella labels used to refer to all people considered to be on the
autistic spectrum. As | do not conceptualise autistic persons as ‘disordered’
(Leatherland and Beardon, 2016; Leatherland and Chown, 2015), | use
autistic/autism throughout this thesis to describe individuals identified as being on
the autism spectrum, including the pupils who participated in this research, most of
whom received a diagnosis of ‘Asperger Syndrome’ (DSM-4, 2000) prior to the

revised edition of the criteria (DSM-5, 2013).

As with the diagnostic label itself, there is no single way of describing autism
that is universally accepted. It is recognised that individual preferences vary widely,

depending on a number of factors, including a person’s relationship with/connection
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to autism (Kenny et al., 2016), and the discipline/model of disability to which they
subscribe (Leatherland and Chown, 2015; Leatherland and Beardon, 2016). An NAS
survey (Kenny et al., 2016), explored the preferred terminology of ‘individuals on the
autism spectrum’ when referring to themselves and/or being referred to. The majority
endorsed the use of identity-first, rather than person-first, language, which is also
my personal preference; i.e. if asked, | would refer to myself as an autistic individual,
as | believe that autism is an essential part of who | am. | therefore use ‘autistic’
individual/pupil/population, throughout this thesis, rather than the person-first ‘pupil
with autism’. Pupils and their parents were made aware of my choice of terminology,
and thus how they would be described, prior to consenting to participate, through
the recruitment materials designed for the project. The non-autistic population is
referred to as ‘non-autistic’ although | recognise that, outside of the autistic

population, a wide range of neurodiversity also exists (Armstrong, 2010).
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Chapter One: Introduction



This project is fundamentally concerned with attending to the experiences and
perspectives of autistic pupils and responding to their individual and collective voice.
Doing so is a matter of human dignity (Milton et al., 2014), and thus an essential
requirement of researchers in the field of autism (Bolic-Baric et al., 2016; Milton, Mills
and Pellicano, 2014; Parsons et al., 2009; 2014; Simpson et al., 2007), as well as
being a condition of both national and international legislation and policy (e.g.
Department for Education and Skills (DfES), 2002; 2004a; 2007; United Nations

Educational Scientific and Cultural Organisation (UNESCO), 2006).

The FAMe™ Project investigations had two overarching goals: (1) to establish
the applicability of current autism diagnostic criteria and descriptors, and mainstream
cognitive autism theory, to autistic pupils’ experiences of school and thus determine
whether supplementary information might benefit practitioners working with and/or
seeking a comprehensive understanding of this group of learners, and (2) through
engagement with autistic pupils, to identify good autism-related teaching practice
and autism friendly learning environments. Through the subsequent dissemination
of this information to school staff, via a newly developed system, the overall ambition
was to facilitate positive impact on the educational experiences and outcomes of

autistic pupils.

Pupil and teacher information was provided, both pre- and post-system
implementation, via: semi-structured interviews (pupils); self-report measures

(pupils); and online surveys (teachers and Special Educational Needs and
2



Disabilities Coordinators (SENDCOs)). A combination of thematic coding and
statistical analysis were used to generate qualitative and quantitative findings which
were used to answer research questions relating to: the capacity of autism diagnostic
criteria and theory to explain autism; autistic pupils’ experiences of school and their
ability to identify and articulate teaching practices and support strategies that would
be of benefit to them in the classroom; teachers’ understanding of, and confidence
in their ability to meet, autistic pupils’ individual support requirements; and the
efficacy of the newly designed system to change teaching practice in-line with
participating pupils’ self-identified classroom/learning needs, and thus impact

positively on autistic pupils’ educational outcomes.

Background infor mation - why this research?

Autistic pupils account for a quarter of all pupils with a statement of special
educational need (SEN) or an Education, Health and Care Plan (EHCP) (Department
for Education (DfE), 2015) in the United Kingdom (UK). They are considered to be
more vulnerable than their non-autistic peers to a wide range of negative outcomes
(Burgess and Gutstein, 2007; House of Commons Education and Skills Committee,
2006; Parliamentary Office of Science and Technology (Postnote), 2008) and their
successful inclusion in mainstream education has been described as a unique
challenge for teachers (Gibbons and Goins, 2008; Jones et al., 2008; Macbeath et

al., 2006 et al., 2002; Robertson, Chamberlain and Kasari, 2003).



A range of factors are thought to contribute to the relatively high levels of poor
psychological health outcomes and academic underachievement in the autistic pupil
population (e.g. Ashburner et al., 2010; Barnes and Harrison, 2017; Bolic-Baric et
al., 2016; Hebron and Humphrey, 2014; Keen et al., 2016; Parsons and Granlund,
2012; Ravet, 2011). These include a mismatch between the explicit features of
autism, e.g. having: a different (from the non-autistic majority) social communication
and interaction style (e.g. Knight et al., 2009; Osborne and Reed, 2011; Sprotson et
al., 2017); a preference for sameness (e.g. Humphrey and Lewis, 2008; Myles and
Simpson, 1998); difficulty switching attention (e.g. Gibbons and Goins, 2008); a
tendency to perseverate (e.g. Jacobsen, 2005); and experiencing a hypo- or hyper-
reactive response to sensory input (Ashburner et al.,, 2008; Bogdashina, 2016;
Murray et al., 2005), and the typical physical and psychosocial environment of
school, including the expectation to conform to a set of normative rules (Fleury et al.,

2014; Mandy et al., 2016).

Compounding these issues is an insufficiency of autism-specific teacher
training (Jones, 2006; NAS, 2016a; 2018a), and therefore in teacher knowledge,
about how best to facilitate the successful inclusion of autistic pupils in mainstream
classrooms (Emam and Farrell, 2009; Witmer and Ferreri, 2014; Sprotson et al.,
2017), and a lack of teacher recognition and/or understanding of how autism impacts
on the learning style and support needs of individual autistic pupils (Bevan-Brown,
2010; Charman et al., 2011; Falkmer, Parsons and Granlund, 2012; Hebron and

Humphrey, 2014; Reed, Osborne and Waddington, 2012).



Non-autistic individuals, which will include the majority of teachers, who work
with autistic populations, often rely on the application and/or interpretation of
diagnostic descriptors (currently defined in psychiatric manuals) which form the basis
of most online material relating to autism (Leatherland and Chown, 2015), and
autism theories, which hypothesise the underlying mechanisms of autistic
behaviours (Chown, 2017), to both make sense of the behavioural presentations
they observe, and to design, select and implement particular ‘autism’
strategies/educational interventions (Jones, 2006; Sarrett, 2012). The accuracy of
available autism descriptors and theories, and their capacity to facilitate
understanding of autism and autistic experience, is therefore of paramount
importance. However, their applicability to autistic school experiences remains
ambiguous and contentious (Parsons et al., 2009). If autism descriptors and theory
fail to adequately reflect and explain autistic experience, educational interventions
and teaching practices constructed around them will inevitably fail to meet the

spectrum of autistic pupils’ school-related support needs.

To better understand the potential significance of this issue, the school
experiences of a group of autistic pupils were explored. The aim was to ascertain
the extent to which the autism diagnostic criteria definition and descriptors (American
Psychiatric Association (APA), 2013; World Health Organisation (WHO), 2010), and
‘mainstream’ cognitive autism theories (Rajendran and Mitchell, 2007, p.247), can
support non-autistic understanding of autism, sometimes described as the
understanding of autism from the outside in (Williams, 1996). This aim is reflected in

the first two research questions (see page 10).
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Maintaining the focus on autistic pupils’ school experiences, but with the aim
of establishing whether it is possible to effect positive change on pupil outcomes
through informing teachers of individual pupil’'s classroom support needs, a
concurrent and related inquiry, originating from my personal experience, was also

undertaken as part of this research project.

As the mother of five autistic children!, | had witnessed many of the
challenges involved in facilitating the successful educational inclusion of autistic
pupils, and of the negative consequences, comprehensively documented throughout
autism education research literature, that frequently result when this success is not
achieved (e.g. Ashburner et al., 2008; 2010; Barnes and Harrison, 2017; Bolic-Baric
et al., 2016; Fleury et al., 2014; Hebron and Humphrey, 2014; Keen et al., 2016;
Mandy et al., 2016; Parsons and Granlund, 2012; Ravet, 2011). For example,
teachers’ misunderstanding of support needs and lack of autism knowledge (Bevan-
Brown, 2010; Falkmer, Parsons and Granlund, 2012; Hebron and Humphrey, 2014;
Reed, Osborne and Waddington, 2012); inappropriate sensory environments
(Ashburner et al., 2008; Bogdashina, 2016; Murray, Lesser and Lawson, 2005); and
scarce resources (Bolic-Baric et al., 2016; ladarola et al., 2015), had all contributed
negatively to my children’s time at school and autism literature evidenced that their

experiences were far from exceptional (Barnard et al., 2000; Charman et al., 2011).

L All five of my children have received a clinical diagnosis of autism - identified as Asperger
Syndrome as diagnosed prior to DSM-5 (2013).
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Also documented in autism education literature is that teachers are not
oblivious to the gaps in their autism-knowledge, nor of the negative impact this has,
both on their own confidence and ability to teach autistic pupils, and on the pupils
themselves (Ambitious about Autism (AaA), 2017; NAS, 2016a; National Association
of Schoolmasters and Union of Women Teachers (NASUWT) 2013). Teachers have
repeatedly requested more accurate information about the needs of their autistic
learners (e.g. Miller, 2002; Wilkinson and Twist, 2010) and it has been recommended
that future research focus on the development of methods to convey such
information to them in a manner that is both accessible and useful (Cooper et al.,
2015; Parsons et al., 2013; Weisz et al., 2005), in order that they can improve their

evidence-based practice (Elsabbagh et al., 2014; Waltz, 2007).

| became aware of this specific issue during a conversation at parents’
evening, in which a secondary school teacher apologised to my daughter for having
criticised behaviours directly associated with her autistic learning and
communication style. It was evident that, in her school, difficulties for teachers
existed both in identifying which of their pupils were autistic (Frith, 2003; Myles and
Simpson, 2002), and in retrieving and remembering pupil-specific information about
each pupil’s classroom and/or learning support needs (Sprotson et al., 2017; Wood
and Gadow, 2010). A demonstration of the system in place to supposedly enable

teachers to access my daughter's ‘Pupil Passport’? (Morewood, 2014; National

2 A pupil passport is a short document detailing pupil-specific information. In the participating
schools this document was also known as a ‘Pupil Snapshot’
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Association for Special Educational Needs (UK) (NASEN), 2014), demonstrated that

it was both difficult and time-consuming to navigate.

Discussion of this issue, with colleagues, teacher friends, and my secondary-
age autistic children, led me to conceive an easy-access notification system,
designed to alert teachers to the presence of autistic pupils in their classrooms, with
the facility to communicate to them, directly through the lesson register, concise
information about the learning/classroom support needs of their individual autistic
pupils. Collaboration with Sheffield City Council's IT department led to the
development of ‘Facts About Me’ (FAMe™), from a concept into a new system ready

to be introduced into local secondary schools.

Rather than relying on categorical descriptors of autism, and thus assuming
the presence of a set of characteristics that may or may not be experienced as
problematic by an individual pupil (Sarrett, 2012), the FAMe™ System was
purposefully designed to reflect the heterogeneity of the autistic pupil population
(Attwood, 2008; Beardon, 2012; Fleury et al., 2014; Rosqvist, 2012). It thus meets
the researcher-recommended criteria for future investigation (Cooper et al., 2015;
Parsons et al., 2013; Weisz et al., 2005), i.e. it is designed to provide a method to

convey pupil-specific information to teachers in an accessible and useful manner.

Reflected in research questions three and four (see page 12) the second aim
of this research project was to establish the FAMe™ System’s potential, as a

mechanism to effect pupil-recommended change in teachers’ autism-related
8



practice, and to understand the impact of any such change on autistic pupils’ school
experiences and outcomes. It was therefore necessary to ascertain (1) whether by
improving teachers’ access to information, written by individual autistic pupils and
outlining their unmet classroom support needs (termed ‘FAMe™ Statements’), use
of the FAMe™ System changed teachers’ practice in line with the individual support
requests of their autistic pupils, and (2) whether any such change in the
classroom/learning support offered, had the expected positive impact on

participating autistic pupils’ psychological and academic outcomes.

Significance of the study

This research seeks to establish whether gaps exist, in the ability of current
descriptors, definitions and/or theory to explain autism. The identification of
explanatory deficiencies in these are likely to have implications for the quality of
services provided by practitioners in education and elsewhere, who rely on autism
descriptors and theories to conceptualise and understand the autistic
individuals/populations they work with (Jones, 2006). This first element of this study
has the potential to: determine what supplementary information, to that currently
contained within the criteria descriptors, is required to fill existing gaps in the
knowledge on which educational interventions are based (Charman et al., 2011;
Parsons et al., 2009; Sarrett, 2012); identify which, if any, autism theories are best
placed to explain autism and thus direct the focus of future autism theory promotion

and development; and establish whether an alternative definition of autism, to those



based on diagnostic descriptors alone, would be beneficial to those seeking to

understand autism.

Previous research focusing on the inclusion experiences of autistic pupils and
the support they receive at school has predominantly involved survey studies of
parents’ perceptions of their children’s education (Limbers, Heffer and Varni, 2009;
NAS, 2010; Starr and Foy, 2012) which do not provide specific insight from the
autistic individual's perspective (Milton, 2014; Milton, et al., 2014; Preece and
Jordan, 2010). There exists only a limited body of qualitative research which
specifically captures the views of autistic young people (Preece and Jordan, 2010;
Bolte, 2014) and very little evidence is available about their educational experiences
(Church et al., 2000), particularly in adolescence (Jang et al., 2014; Magiati et al.,
2014). This study therefore has the potential to contribute new knowledge about how
autistic pupils experience education in the current UK mainstream secondary

system.

Despite increased efforts to improve teachers’ autism knowledge and
practice, and thus autistic pupils’ inclusion experience (e.g. Autism Education Trust
(AET), 2011, 2017; Department for Children, Schools and Families (DCSF), 2009),
educational and psychosocial outcomes for this group of pupils are still generally
reported to be poor (Autism Spectrum Australia (Aspect), 2012; Fleury et al., 2014;
Howlin and Moss, 2012; Keen et al., 2016; Levy and Perry, 2011). The most recently
released data relating to educational exclusion rates, reports that levels within the

autistic population are more than twice the average for all pupils within state funded
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schools in England (DfE, 2017), and that 60% of permanent exclusions involve

secondary school pupils in the 12-14 years age group (DfE, 2015).

The ongoing cost of unsuccessful inclusion, to the autistic pupils (and thus,
indirectly to their families, friends and carers), in terms of poor psychosocial health
outcomes and diminished life/employment opportunities, and to wider society, in
terms of lost potential and the increased need for financial support through the
welfare system, is extensive (All Party Parliamentary Group on Autism (APPGA),
2015; National Autism Project (NAP), 2018). Any new system, such as FAMe™, that
might improve the current situation, by facilitating the more successful educational
inclusion of autistic pupils (Bolic-Baric et al., 2016; Emam and Farrell, 2009; Lindsay
et al., 2013; Ravet, 2011; Reed et al., 2012), has the potential to achieve significant

widespread positive impact, and is worthy of investigation.

Methodology and Methods

Situated within the pragmatist paradigm at the level of ‘shared beliefs’
(Denscombe, 2008, p.277; Morgan, 2007, p.74), where, with a focus on ‘desired
ends’ (Johnson and Onwuegbuzie, 2004, p.16), methods are chosen in terms of their
practical value for dealing with a specific research problem (Hall, 2013; Morgan,
2007), a mixed methods approach to data collection and analysis was employed

throughout this research.
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To investigate the capacity of the autism diagnostic criteria and cognitive
autism theory, both individually and in synthesis, to explain/aid understanding of
autistic school experiences, deductive thematic analysis (Boyatzis, 1998; Crabtree
and Miller, 1999; Elo and Kyngas, 2008) of pupils’ pre-FAMe™ interview transcripts
was undertaken, using Nvivo113 software (gsrinternational, 2017) and following the
rules outlined in a coding manual developed specifically for this project (Appendix 1).

This investigation was designed to answer the following research questions:

1. Are the explicit and implicit features of autism, specified in the diagnostic
criteria of autism and autism literature, reflected in autistic pupils’ descriptions

of their lived experiences of school and, if so, to what extent?

2. To what extent can the school experiences of the autistic pupils participating

in the FAMe™ Project be explained using cognitive autism theory?

The percentage distribution of references to experiences of school which
could be attributed to explicit and implicit features of autism (i.e. the pupils being
autistic), or potentially explained by one or more of the cognitive autism theories
selected, were calculated to establish the salience of these criteria/theory related
factors to autistic school experiences. Pupils’ school-related behaviours and/or

experiences for which no explanation could be located, in either criteria or theory,

8 NVivo is designed to support qualitative and mixed-methods researchers to organise, analyse and
find insights in unstructured, or qualitative data (gsrinternational, 2017).
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were then inductively explored to highlight common themes and individual

differences.

The extent of theory overlap, i.e. the ability of more than one autism theory to
explain the same behaviour or experience, was also explored, and each theory was
considered in relation to Rajendran and Mitchell’'s (2007) universality, uniqueness
and specificity criteria (explained in detail in the Literature Review chapter), deemed
necessary for good autism theory (ibid, p. 224). The aim of this inquiry was to
understand which, if any, of the individual theories, chosen for investigation either
because of their historical position as a ‘mainstream’ autism theory (ibid, p.247), or
because of their more recent development and as yet unknown/under-researched
status (Baron-Cohen, 2009; Murray et al., 2005), is best positioned to
aid/supplement current understanding of autistic behaviour and/or lived school

experience.

Understanding the potential value of the FAMe™ System as a mechanism of
change, involved pre- and post-system engagement with the participating autistic
pupils to explore and understand their: lived school-experiences; perceptions of
desired (pre-FAMe™) and actual (post-FAMe ™) teacher practice/behaviour change;
and to evidence any change in their self-reported well-being and engagement with
learning over the course of the project. In addition, teachers from the three
participating schools took part in pre- and post-FAMe™ surveys, providing
information about: their experiences of teaching autistic pupils; their level of autism-

specific training and knowledge; their confidence in their ability to meet individual



pupils’ needs; and the perceived (pre-FAMe™) and actual (post-FAMe ™) benefits of
using the FAMe™ System, including any changes to the support they offered
pupils/their practice in relation to teaching autistic pupils following system
implementation. This inquiry was designed to answer the following research

guestions:

3. When engaging autistic pupils in research focusing on their experiences of

school:

a) What can be learned about autism/autistic pupils’ school support

needs from their descriptions of their school experiences?

b) Are autistic pupils able to identify and communicate examples of
positive and/or negative classroom experiences and, if so, how can

these be used to inform teaching practice?

4. When information about individual autistic pupils is made easily accessible

to their teachers:

a) In what way does teacher behaviour/practice towards individual

autistic pupils change?

b) What impact is there on autistic pupils’ educational experiences and

quality of life related outcomes?



Issues faced and limitations of this research

During the course of this project several problematic issues arose.
Methodologically | began with a commitment to participatory inclusive research
(Chown et al., 2017), understanding this to be an essential requirement if | were to
make claims to ‘ethical and epistemological integrity’ (Milton, 2014, p.794; Milton et
al., 2014). However, although the pupils involved were positioned as the true experts
in their own experiences (Milton, 2014; Waltz, 2006), and their voices attended to
during the project, there were a number of factors that precluded genuine
participatory practice (Jivraj et al., 2014). These are discussed in detail in Chapter

Three.

Disagreement between researchers about what constitutes an example of a
criteria related behaviour or experience is possible because there are no behaviours
that are exclusive to autistic individuals, i.e. no behaviour can be labelled *autistic
behaviour’ (Beardon, 2012; 2017a), although there are those that are more often
seen within the autistic population. Thus, what some researchers might consider
evidence of an explicit feature of autism, others might believe to be a ‘typical
behaviour/experience irrespective of an individual's neurology. In addition,
explanations provided by autism theory are open to subjective interpretation. These
issues were highlighted during the validation of coding process described in the
Findings Chapter. In order to address this, and increase the reliability and future
replication of findings, a manual containing strict criteria/rules to be applied

throughout the coding process was developed (Appendix 1). This includes an

15



instruction to assume that all behaviours and/or experiences described by autistic
pupils, that can possibly be associated with their being autistic, or has a potential
explanation in one or more autism theory, be coded to the appropriate criteria and

theory related node/s.

The generalisability of findings of any investigation involving autistic
individuals is necessarily constrained by the heterogeneity of the sample population
(e.g. Attwood, 2008; Beardon, 2012; Fleury et al., 2014; Rosqvist, 2012). In addition,
it was accepted that the relatively small number of participants involved in this project
would mean that the potential implications of any positive findings, at a group level,
would be indicative but must not be over-stated. What would be possible to achieve
however, was the identification of any positive impact on pupils at an individual level,
which, if it existed, could potentially be replicated by introducing the FAMe™ System
more widely thus benefitting other autistic individuals. In other words, the evaluative
strand of this project was designed to establish an indication of the FAMe™ System’s
potential to effect positive change on autistic individuals’ experiences of school and

thus determine whether a larger-scale investigation/roll-out of the system is justified.

FAMe™ was designed specifically to address the needs of autistic pupils
attending mainstream schools, who are understood to be a particularly vulnerable
population (Charman et al.,, 2011; House of Commons Education and Skills
Committee, 2006; Morewood, Humphrey and Symes, 2011), and with whom | feel a
personal affiliation. | recognise that there are other autistic pupil populations who

have been excluded from this thesis, and about whose needs | am not well educated.
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In addition, the methods designed for this project do not provide for pupils who are
unable or unwilling, for whatever reason, to identify and/or communicate their
classroom support needs, and thus the utility of the FAMe™ System itself is limited
in this respect. However, although some of the pupils I met could not continue to be
involved in the research and/or had their data removed because it was not possible
to establish their informed consent, all of those | engaged with were able to identify
aspects of teachers’ classroom behaviour that they found stressful and/or unhelpful
and provide information about changes to teaching practice they felt would benefit
them. Thus, all of the original 22 pupils generated information which was entered
into the FAMe™ System and communicated to their teachers. Despite the
heterogeneity of the autistic population, there is no reason to believe that this
particular group of pupils differ from autistic pupils in other mainstream schools in

relation to their ability to do this.

Thesis Overview

Throughout this thesis, two inter-related and concurrent investigations are
documented. These explored (1) how well a group of autistic pupils’ experiences of
mainstream secondary school were reflected and or explained in autism diagnostic
criteria descriptors and definitions, and by cognitive autism theory, and (2) the pupils’
ability to identify and prioritise specific classroom difficulties and/or barriers to
learning, and to advocate for the teacher practice change that they believed would
benefit them. The impact of having this information communicated to their teachers

was then investigated. The two concurrent investigations, which shared a qualitative
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data source (i.e. pupils’ pre-FAMe™ interview transcripts), are presented separately

in each chapter for ease of reading.

The Literature Review Chapter provides a detailed overview of current
understanding of the issues being investigated, and a rationale for the specific foci
of each line of inquiry pursued in this project. It begins with a presentation of the
current definitions of/criteria for diagnosing autism and a critical review of literature
relating to cognitive autism theory. This is followed by a discussion of policy and
practice pertaining to the current UK education system, and of research literature
which documents the particular challenges faced by mainstreamed autistic pupils
and their teachers. Limitations of existing research are highlighted and the potential
of this study to contribute to the current research to practice gap (Charman et al.,
2011; Kasari and Smith, 2013; Parsons et al., 2009; Sarrett, 2012), including the
introduction of new methods to elicit and use autistic pupil voice to guide

individualised teaching practice, are discussed.

In the Methodology, Methods and Ethics Chapter the different versions of the
pragmatist paradigm are presented and an explanation for my situating this project
at the level of ‘shared beliefs’ (Morgan, 2007, p.74) is provided. My research
positionality and assumptions are outlined, and | provide justification for making use
of the methods and method combinations that worked best in relation to the research
goals (Goles and Hirschheim, 1999). Ethical considerations and the steps taken, to
ensure that the methods used in this research were justifiable and sound (BERA,

2011) and that my responsibility as an autism researcher engaged in educational



research was prioritised (BERA, 2011; Hampton and Fletcher-Watson, 2016), are
highlighted and addressed. The FAMe™ System concept, design and development
are documented, and the methods used to recruit pupil and teacher participants

detailed.

This section is followed by a description of the strategies and materials used
to facilitate pupil and teacher participation and to accommodate pupils’ preferred
communication styles during interview. Information about the selection and
administration of pupil self-report measures is provided. The chapter concludes with
a description of the data analysis methods used to explore and understand the
interview, self-report and survey material generated by pupils and teachers over the

course of this project.

Due to the limited sample size, and qualitative nature of much of the data, the
majority of the findings presented in the Findings Chapter are descriptive
statistics/frequency figures. Findings are presented at an individual, between-group
and whole sample level, in order to preserve the heterogeneity of the participant
population data whilst ascertaining whether findings could be used to inform
understanding of this pupil group as a whole. Whole pupil-group, pre- and post-
FAMe™ System implementation quantitative self-report data was suitable for
numerical analysis and are presented with reference to their statistical significance.
Pupils’ experiences of participating in the project were ascertained during the post-

FAMe™ interviews and are also reported in this chapter. Teacher survey responses

19



are reported as frequency data with summaries of their written responses provided

for context.

The Discussion chapter considers the findings of both inter-related
investigations relating to the capacity of autism descriptors and theory to explain
autism and the impact of FAMe™ System use on autistic pupils and their teachers.
The potential benefits of continued FAMe™ System implementation to future autism
policy and practice and the justification for continuing with further research in this
area are also considered. Potential implications of both discrete and synthesised
findings are discussed with specific reference to each of the four research questions.
A new holistic definition of autism which, as a response to pupils’ descriptions of their
lived-experiences, moves away from medical model language and focus on deficit
to include autistic strengths and skills, and to recognise the impact upon autistic
individuals of their social and physical environment, is proposed. Feedback from
pupils about the methodological process and my experience of this are considered,

as are the limitations of this research and possible directions for future study.

This thesis concludes with a summary of the areas in which this research has
made a contribution to knowledge in the field of autism and education studies. It is
suggested that, as all of the participating pupils were able to identify, and articulate
areas of unmet classroom support need and/or desired teacher change, in future
autistic pupils should be encouraged and enabled to participate in evaluating their
own educational environments. It is suggested that the methods and materials

developed here could be used to facilitate this, and to engage with autistic pupils in



future education research. The project itself is considered in terms of its potential as

an ‘exemplar’ of a research model (Morgan, 2007, p. 53) for future autism studies.

Chapter Summary

This chapter has provided the background to this research project and
positioned the study in its context. It has acknowledged some of the main issues that
arose and detailed how these were accepted and/or resolved. The next chapter
outlines the autism diagnostic criteria and presents a critical synopsis of the cognitive
autism theories selected for investigation. This is followed by a review of the literature
relating to the educational inclusion of mainstreamed autistic pupils in the UK,
including the difficulties faced, both by the pupils and by the teachers challenged to

include them.
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Chapter Two: Literature Review
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Overview

This literature review is presented as a series of smaller reviews, or sections,
examining literature pertaining to the four research questions. It begins with a
discussion of the diagnostic criteria and existing clinical and non-clinical definitions
of autism, through which autism is currently conceptualised and understood. This is
followed by a review of the dominant cognitive autism theories, which hypothesise
the underlying neurological mechanisms of autism in an attempt to explain its
behavioural presentation. Other theories of autism, such as those hypothesising its
genetic and biological determinants (Dawson, 2013; Newschaffer et al., 2007), are
not included, as they do not contribute to the understanding of how it is to be autistic,
or facilitate the development of strategies and/or interventions that have the potential
to reduce barriers to success and/or enhance positive outcomes for autistic people
(Chown, 2017; Milton and Bracher, 2013; Ne’eman, 2011; Pellicano et al., 2014),

which is the focus of this thesis.

The purpose of the first section is to provide a rationale for the subsequent
inquiry, in which the narrative accounts of autistic pupils describing their experiences
of school were explored for evidence of the influence/impact of explicit and implicit
features of autism (i.e. those specified in the diagnostic criteria and its exemplars),
and in order to establish whether potential explanation for these experiences could
be located in existing cognitive autism theory. This analysis is important because
how autism is conceptualised and understood by practitioners, working with autistic

individuals in any setting, has the potential to effect positive or negative impact on
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the autistic individual and those who live with and/or support them (Brewin et al.,
2008; Leatherland and Chown, 2015; Starr and Foy, 2012). Identification of gaps, in
the capacity of the diagnostic criteria and/or existing cognitive theory, to enable
understanding of autism and autistic need has implications for: future theory
development; the provision of additional information to supplement that provided in
the diagnostic manuals, on which many educational interventions are based (Sarrett,

2012); and the promotion of alternative definitions of autism.

This section is followed by a review of research literature concerned with the
inclusion of autistic pupils in mainstream education settings and includes
consideration of: the challenges faced by both the pupils and their teachers;
limitations of existing research; and suggested future directions for methodologies
and the development of interventions. This review informed the development of the
FAMe™ System, the methods of data collection, and the decision to involve teachers

in this project from the outset.

Defining Autism

Throughout this section the medical terms inherent in clinical/diagnostic
definitions, which serve to perpetuate the notion that autism is necessarily a negative

identity (Leatherland and Chown, 2015), are highlighted in the following way ‘italics’.
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I. Diagnostic Criteria and Clinical Definitions of Autism

Autism Spectrum ‘Disorder’ (ASD), is the diagnostic label, attached to a
medical diagnosis, defined by criteria set out in the Diagnostic and Statistical Manual
of ‘Mental Disorders’ - Fifth edition (DSM-5, (APA), 2013), and the International
Classifications of ‘Mental and Behavioural Disorder’: Clinical Descriptions and

Diagnostic Guidelines - Tenth Revision (ICD-10, (WHO), 1994, last updated 2010).

In the revised DSM-5 (2013) criteria 4 the number of separate diagnostic
labels in DSM-IV-TR (2000), i.e.: Autistic ‘Disorder’ (Autism); Asperger’s ‘Disorder’
(AS); High Functioning Autism (HFA); and Pervasive Developmental ‘Disorder’ Not
Otherwise Specified (PDD-NOS), were reduced to one umbrella term, Autism
Spectrum ‘Disorder’. In addition, diagnostic distinctions, in the form of severity levels
(1, 2 or 3) have been created to reflect the amount of support an individual is deemed
to need, as a result of their challenges with social communication, restricted interests

and repetitive behaviours (APA, 2013; Reynolds and Kamphaus, 2013).

Based on the triad of behavioural ‘impairments’ (Wing and Gould, 1979), the
DSM-5 defines Autism Spectrum Disorder as: ‘Persistent ‘deficits’ in social

communication and social interaction across multiple contexts’, in addition to,

4 The DSM-5 (2013) and the ICD-10 (1994, last updated 2010) are both used by diagnosticians in
the UK (NAS, 2017b). As the DSM-5 contains the most recently updated diagnostic criteria, which
the ICD-10 is expected to adopt in its next revision in 2018 (NAS, 2017b,
http://www.autism.org.uk/about/diagnosis/criteria-changes.aspx), all references | make to diagnostic
criteria are to the DSM-5 unless the ICD-10 is explicitly specified.
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‘restricted and repetitive patterns of behaviours, activities or interests’, present since
early childhood, to the extent that they currently ‘limit and ‘impair’ everyday
functioning’. These ‘disturbances’ are not better explained by intellectual disability or
global developmental delay (APA, 2013). The ICD-10 also defines autism according
to Wing and Gould’s triad of ‘impairments’ (1979), and describes it as: “Abnormal or
impaired’ development’ which is evident before the age of 3 years in at least one of
the following areas: receptive or expressive language as used in social
communication; the development of selective social attachments or of reciprocal

social interaction; and functional or symbolic play (WHO, 2010).

Diagnosticians must identify evidence of ‘symptoms’ of ‘qualitative abnormalities/

deficits’, in the following areas:

X social-emotional reciprocity

X nonverbal communicative behaviours used for social interaction

x developing, maintaining, and understanding relationships

X stereotyped or repetitive motor movements, use of objects, or speech

X insistence on sameness, inflexible adherence to routines, or ritualised
patterns of verbal or nonverbal behaviour

x highly restricted, fixated interests that are abnormal in intensity or focus

X hyper- or hypo-reactivity to sensory input or unusual interests in sensory
aspects of the environment

(DSM-5, 2013)

Various groupings of these ‘symptoms’ must be present in specified minimum

numbers for a definitive diagnosis of autism to be given.
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The re-inclusion of sensory perceptual and/or processing differences within
the updated DSM-5 criteria, following their omission from the DSM-IV-TR (2000),
has been welcomed (Chown, 2017; Mandy et al., 2016; NAS, 2017b), as these are
widely understood to be salient features of the autistic experience (Ashburner et al.,

2013; Bogdashina, 2016; NAS, 2017b; Ozsivadjian et al., 2012).

In addition to the explicit criteria, the diagnostic manuals list some implicit
features of autism which are referred to as, ‘a range of other nonspecific problems’.
These include: fears and phobias; sleeping and eating disturbances; temper
tantrums; and aggression and self-injury (APA, 2013; WHO, 2010). Unlike the explicit
features of autism, these problems [sic] do not have to be present for an autism

diagnosis to be made.

According to the DSM-5, an individual must ‘currently’ be significantly limited
and ‘impaired’, in order to be identified as autistic, whilst the level of support deemed
necessary, to manage their autistic ‘challenges’, will determine their autism severity

label (Happé, 2011; Mehling and Tassé, 2016).

Criteria Concerns

There is a lack of acknowledgment within the DSM-5 criteria of several implicit
features of autism understood to have a profound negative impact on the lives of

autistic individuals (Ashburner et al., 2010; Gibson and Kendall, 2010; Humphrey
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and Lewis, 2008; Osborne and Reed, 2011). For example, masking behaviours
(Beardon, 2014; 2017a), also referred to as camouflaging (Attwood, 2008; Gould

and Ashton-Smith, 2011), are frequently associated with autism (Hull et al., 2017).

Masking has been described as effortful, and can create high levels of stress,
anxiety and exhaustion (Gould and Ashton-Smith, 2011; Lai et al., 2015; Robinson
et al., 2013) which contribute to negative well-being amongst autistic individuals
(Holliday-Willey 2014; Hull et al., 2017). It is also suggested that engaging in
masking behaviours is challenging to an autistic individual’s identity (Bargiela et al.,
2016) and sense of self (Beardon, 2017a; Hull et al., 2017). However, although the
phenomenon of masking is acknowledged in the DSM-5, this is only in relation to the
difficulties it can create for clinicians during the diagnostic process. It is not specified
as an implicit feature of autism, and its potential impact on autistic individuals is not
referred to. Other implicit features of autism frequently reported in autism literature,
such as social anxiety (Carpenter, 2013; Freeth et al., 2013; Gadow et al, 2005;
Preece, 2002) and general anxiety (Magiati et al., 2016; Wood and Gadow, 2010;

Gibbons and Goins, 2008) are also absent from the diagnostic manuals.

My position is that the emphasis in the DSM-5 on the need for ‘current’
evidence of ‘impairment’ to be identified at the point of diagnosis, can serve to limit
the efficacy of the diagnostic process and has the potential to result in autistic
individuals being refused appropriate identification. Such experiences are frequently
described in autism literature, with reports of autistic individuals receiving relatively

late diagnoses (i.e. after early childhood) at times of significant life-transition
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(Beardon, 2017a; Wylie, 2014), when their self-developed coping strategies are no
longer sufficient to mask their underlying autistic neurology (Attwood, 2008; Hull et
al., 2017). As autism is a life-long developmental disability (NAS, 2017a), these
individuals will have always been autistic and they and their families might have
benefitted from earlier identification, through potential access to appropriate support
services and information, had the criteria not stipulated the requirement for evidence

of current ‘impairment’.

| have experienced this issue when providing support to an autistic individual
going through the diagnostic process. In this case the environment and support in
the months leading up to assessment had been such that the individual’s ‘current’
level of ‘impairment’ (i.e. the behavioural presentation of their autistic neurology) was
not considered sufficiently significant to warrant a diagnosis. Although it was
accepted that he had many ‘autistic traits’, he appeared to be managing his
difficulties successfully at the time of the assessment and was therefore deemed not
to be autistic. Within six months, following transition from junior to secondary school,
this individual's autistic presentation was so altered that the same clinician agreed a
diagnosis of autism was in fact appropriate. As autism is known to be present from
birth (Baron-Cohen, 2008; Happé and Frith, 1996; NAS, 2017a), this individual could
not have become autistic between assessments. However, at the time of the first
assessment he was refused diagnosis because he did not present as ‘currently’

significantly ‘impaired’.
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Concerns have also been raised regarding the addition of utilising autism
severity levels to create diagnostic distinctions between individuals (e.g. Wietlauf et
al., 2014). These were developed in order to, ‘better capture the spectrum nature of
the ‘disorder’ and the inter-individual variations that differ less in quality than in
guantity’ (Ozonoff, 2012, p.1093). It is suggested that focusing on the support
required emphasises a ‘disability in context’ (social) rather than the ‘disability in
person’ (medical) model (Mehling and Tassé, 2016, p.2001), and provides more
practical information for service providers regarding improving adaptive functioning

and overall quality of life.

Whilst | do not contest that this shift in focus from medical to social model
thinking is a positive move, unless the notion of autism severity level is well
understood and articulated, this new way of classifying autism risks support-
professionals, family members and autistic individuals themselves making
assumptions about the likely level of functioning or disability they will experience
across situations and the life-span. For example, giving an individual a label of
‘Severity Level 1’ at the point of diagnosis, does not take into account the often
profound impact a change in environment can have on autistic experience (Beardon,
2017a), and/or the ability of an autistic individual to manage independently or to
require support, at different times of their life, or even on the same day, depending
on their circumstances (Attwood, 2008; NAS, 2017b). This is referred to in what
Beardon describes as the ‘Golden Equation’, which states that ‘Autism +
Environment = Outcome’ (Beardon, 2017a, p.11). This concept is illustrated perfectly

in this text message, recently received from my fifteen-year-old autistic daughter:
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Sometimes | feel | am so well looked after in terms of my needs that |

only remember that | am autistic when | am in a difficult situation...if |

go into town | am so anxious about things and incapable of knowing

what is expected...that’'s when | remember. | shine out as autistic then.

| don’t know what to do and | freeze with anxiety. It's like | lose the

ability to speak...
An individual’'s access to support services therefore needs to remain sufficiently
flexible to accommodate such changing levels of need and should not be determined,

as it potentially will be, by the severity label given at the point of diagnosis.

That the criteria for identifying autism is included in manuals of ‘psychiatric
disorders’ at all is a point of contention, as autism is not a mental ill-health condition
(Chown, 2017; Chown and Leatherland, 2018). Whilst intellectual disabilities and
mental health difficulties are frequently diagnosed in autistic individuals (NAS,

2017b) these occur concurrently, and autism in itself is neither.

The psychiatric manual definitions, presented as deficit-focused check lists of
‘impairments’, serve to perpetuate the ‘myth’ that autism is a singularly negative
entity (Beardon, 2012) and risk denying those so diagnosed the benefit of a positive
self-identity (Chown and Leatherland, 2018). In addition, the diagnostic criteria make
no reference to how social and physical environments impact on the degree of
disablement experienced by autistic individuals, or their capacity to flourish, which
maintains the ‘individual as problem’ thinking so many in the neurodiversity
movement are trying to shift (e.g. Beardon, 2017a; 2008a; 2007; Chown, 2017;

Milton, 2014; O’Dell et al., 2015).
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Regardless of the potential short-comings in the way the diagnostic criteria
for autism are used in identification and classification, it remains the case that it is
with reference to these prescribed definitions, and the explicit criteria set out in the
DSM-5 and ICD-10, that a diagnosis of autism is currently made in the UK (referred
to therein as Autism Spectrum ‘Disorder’ or ASD). All the pupils participating in the

FAMe™ Project had received this clinical diagnosis.

il Non-Clinical Definitions of Autism

As autism is currently a medical diagnosis, all definitions of autism are
necessarily based on its diagnostic criteria (DSM-5 and ICD-10) and refer to
qualitative differences in particular areas of functioning relating to social
communication and repetitive or ritualised behaviours (Wing and Gould, 1979).
Variation exists however in the terminology adopted by the authors of non-clinical
definitions of autism, which reflect distinct models of disability (Barnes, 2012;
Mertens, 2010; Oliver, 1996) and typically denote the ontological position of the
presenting author/s or organisation (Leatherland and Chown, 2015), which, in the
case of the medical and social models, represent mutually exclusive dichotomies of

attitude and thought (Goodley, 2014; Grue, 2009).

For example, the medical model terminology used by some researchers (e.g.
Falkmer et al., 2012; Singh and Elsabbagh, 2014; Troyb et al., 2014), who refer to
autistic ‘symptoms’, places emphasis on internal factors (‘impairments’), and locates

them as the cause of any difficulties encountered (Goodley, 1998; Samaha, 2007;
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Snyder and Mitchell, 2006). Such language is rejected, in favour of ‘autistic
difference’, in definitions provided by those who do not subscribe to the pathologising
of autism (O’Dell et al., 2015), and who instead emphasise the external (social)
factors which act to disable individuals. This distinction between ‘impairment’ (i.e.
individual) and disability (i.e. socially created difficulties imposed upon the individual)
lies at the heart of the social model of disability (Barnes, 2012; Shakespeare, 2014;

Solomon, 2014).

A third model, the bio-psychosocial model (Bickenbach, 2011), provides an
alternative for people, such as myself, for whom the social model denial of
‘impairment’ (Oliver, 2004) renders it too exclusive but who still choose to reject the
medical model representation of autism as an individual defect (Mertens, 2010). This
IS not to say that | condone the use of the term ‘impairment’, but rather | consider it
possible for some degree of disablement to exist, as a result of an autistic individual's
neurological functioning, regardless of any environmental adaptations made to
reduce negative effects. The bio-psychosocial model employs an interactionist view
of disability (Goodley, 2011; Bickenbach, 2011) to approach it holistically
(Shakespeare, 2014), acknowledging biological, psychological, and social
disabling/disadvantaging effects (Chown and Beardon, 2017). Through this model it
is possible to recognise that autistic individuals sometimes continue to be disabled
despite the provision of enabling environments (Leatherland and Chown, 2015). This

position is incompatible with strict social model thinking (Oliver, 2004).
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Non-clinical definitions of autism which reflect social or bio-psychosocial
model affiliation and thinking (e.g. Beardon, 2017a; Chown, 2017; NAS, 2017b)
typically acknowledge the preference of many autistic individuals to be referred to
using identity-first language (Kenny et al., 2016). For example, the leading UK autism
charity, whose website is the only one of the eight most commonly identified in an
online search for ‘What is autism?’, that does not use medical model terminology

(Leatherland and Chown, 2015) define autism thus:

Autism is a lifelong, developmental disability that affects how a person
communicates with and relates to other people, and how they
experience the world around them...Autistic people see, hear, and feel
the world differently to other people. If you are autistic, you are autistic
for life; autism is not an illness or disease and cannot be ‘cured'. Often
people feel being autistic is a fundamental aspect of their
identity...Autism is a spectrum condition. All autistic people share
certain difficulties but being autistic will affect them in different ways.
Some autistic people also have learning disabilities, mental health
issues or other conditions, meaning people need different levels of
support
(NAS, 2017b).

This definition avoids the intrinsically negative, pejorative language, inherent in the
medical definitions of autism (Leatherland and Chown, 2015). However, this, like the
clinical definitions on which it is based, still makes no reference to the potential
impact of environmental factors, and the significance these can have on the
disablement of autistic individuals (Beardon, 2017a). It is my belief that this absence
of recognition of the potential for different physical and social environments, to cause,

increase, or lessen the difficulties experienced by autistic individuals and therefore
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to impact on the behavioural presentation of their autistic neurology, can serve to
disable non-autistic individuals’ ability to understand, and thus successfully support

(if that is their role) members of the autistic population.

Also missing from the NAS (2017b) description of autism is any reference to
the existence of positive attributes and skills in autism, echoing the ‘deficit-based

nature of its medical definition.

With this in mind, the first research question:

Are the explicit and implicit features of autism, specified in the diagnostic criteria
of autism and autism literature, reflected in autistic pupils’ descriptions of their

lived experiences of school and, if so, to what extent?

was proposed, in order to identify the extent to which understanding autism, through
its diagnostic definition and clinical descriptors, might enable (or not) members of
the non-autistic population to make sense of the behaviours and experiences of
autistic individuals - in this case secondary school pupils taught in mainstream
settings. | determined to explore how well knowledge of the criteria, by which pupils
have been diagnosed, might inform understanding of their lived experiences of
school and the support they feel they require to enable them to be happy and/or
successful in the classroom. Conversely, | was interested to establish whether any

salient school experiences were left unexplained as this would evidence the potential
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benefit that an alternative definition, which purports to capture a wider spectrum of

autistic experience, might offer those seeking to understand autism.

Autism Theory

The following section provides a brief overview of cognitive autism theories
and the rationale for my exploring their explanatory potential in relation to autistic
pupils’ experiences of school. Cognitive autism theory, or the ‘psychology of autism’
(Baron-Cohen, 2008, p.51), attempts to reduce the diverse presentation of autism
down to one or two underlying mental processes in order to mediate between the
neurobiological and behavioural levels of description (Baron-Cohen, 2009a) and
enable the development of interventions designed to overcome the areas of

supposed ‘deficit’ (Rajendran and Mitchell, 2007).

Autism has been described variously by theorists as a condition associated
with: a heterogeneity of possible ‘neurological abnormality’ (Bishop, 1993, p.279); a
complex collection of ‘cognitive deficits’ (Baron-Cohen and Swettenham, 1997,
p.20); a ‘disorder with no clear boundaries’ (Green et al., 2002, p.666); and ‘a
collection of symptoms...leading to the same basic characteristics’ (Rajendran and
Mitchell, 2007, p.245). Whilst | oppose the use of such medical terminology in
relation to autism and favour the non-pejorative ‘autism spectrum’ to describe the
diversity of the autistic presentation, these descriptions serve to highlight the

difficulty researchers face when attempting to evidence hypotheses about which
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mental processes (Baron-Cohen, 2009a) underlie the heterogeneous entity that is

autism (Rajendran and Mitchell, 2007).

Autism theory is important because of its potential capacity to contribute to a
better understanding of the ways in which autistic individuals, ‘process information
and understand the world around them...and why certain behaviours are more
evident in autism than in the non-autistic population’ (Beardon, 2015, cited in Chown,
2017, p.8). Improved understanding of these areas should facilitate the development
of more effective interventions and/or better-quality support for autistic individuals
(Chown, 2017) which has the potential to enhance their ‘life chances’ (Pellicano et
al., 2014, p.766). This has been highlighted as a research priority by the autistic

population (ibid).

In order for any theory to be considered an ‘autism theory’ it must be
universally applicable to the entire autistic population (Baron-Cohen, 2008; Chown,
2017; Rajendran and Mitchell, 2007), i.e. it should explain features common to ‘all
individuals on the spectrum, not just some of them’ (Baron-Cohen, 2008, p.51). In
addition, it is suggested that ‘good’ autism theory (Chown, 2017, p.16) should also
be: ‘unique’ to autism (Rajendran and Mitchell, 2007, p.224), i.e. provide explanation
for features that are only seen within the autistic population; and ‘domain-specific’
(ibid, p.224), i.e. provide explanation for the features of autism which implicates one
particular underlying factor, rather than a combination of different factors. Baron-

Cohen (2007) also states that an autism theory must explain ‘all autistic traits’ (p.51),
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I.e. meet the specificity criteria, Rajendran and Mitchell, (2007), although his own

influential theories do not do so (Baron-Cohen, 2008).

Unlike Rajendran and Mitchell, Chown (2017) considers that an accurate
description of, ‘some aspect or aspects of autism’ (p.19) is sufficient, but suggests
that, in order to be considered ‘good’ or ‘useful’, autism theory must reflect the
‘uniqueness’ of the autistic individual (p.19), i.e. it must be able to account for the
difference in the presentation and experience of autism between individuals affected
by the same factors. This concept of uniqueness ‘within-autism’ differs from the
uniqueness ‘to autism’ criteria for ‘good’ autism theory defined by Rajendran and

Mitchell (2007, p.224).

However, none of the current cognitive autism theories, with the possible
exception of Monotropism (see p.52), offer explanation for the heterogeneity
observed in the autistic population (Attwood, 2008; Beardon, 2012), or the potential
cognitive and environmental mechanisms that might serve to protect some autistic
individuals whilst others are significantly affected. Neither do they explain how the
same individual’s autistic presentation can be altered at different life stages and in
different situations (Beardon, 2017a). In this respect it is possible that no current
theory will meet Chown’s (2017) uniqueness within-autism criteria for good autism
theory and that a synthesis of theory might be needed (Chown, 2017), as proposed
by Pellicano (2010a), who suggests that the adoption of a multiple-deficits model,

in which it is accepted that there exist several core underlying atypicalities which
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together cause autism, would provide a more realistic position and an explanation

for the heterogeneity of the autistic population.

My own criteria for judging the usefulness of existing autism theory is
concerned with its capacity to enable non-autistic individuals to develop a better
understanding of autism, and/or enable autistic individuals to better understand
themselves (e.g. Chown and Beardon, 2017; Chown, 2017), through the
identification of, and explanation of how, the cognitive mechanisms which underlie
presenting behaviours impact the way the world is experienced and interpreted by
autistic people, both individually and as a population. Whether any of the current
‘mainstream’ autism theories (Rajendran and Mitchell, 2007, p.247) achieve this, in

relation to this research project, is the subject of the second research question:

To what extent can the school experiences of the autistic pupils participating in

the FAMe™ Project be explained by existing cognitive autism theory?

I.  The three main cognitive autism theories

Three cognitive theories have dominated psychological research into autism
since the 1980s (Chown and Beardon, 2017; Chown, 2017; Milton, 2014; Rajendran
and Mitchell, 2007). These are: Theory of Mind (ToM) theory (Baron-Cohen, Leslie
and Frith, 1985); Executive (Dys)Functioning (EF) theory (Ozonoff, Pennington and
Rogers, 1991); and (weak) Central Coherence (CC) theory (Frith, 1989, 2003; Frith

and Happé, 1994; Happé, 1999). Each of these theories reflects an attempt to
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explain autism through the identification of specific ‘deficits’ in the cognitive
mechanisms thought to be responsible for social interaction, communication and

behaviour in typically developing [sic] (Rajendran and Mitchell, 2007) individuals.

Evidence of the explanatory power of these theories has been sought through
an array of experimental research spanning three decades (e.g. Apperly, Samson,
and Humphreys, 2005; Baron-Cohen 1989;1995; Booth et al., 2003; Charman and
Swettenham, 2001; Frith, Happé and Siddons, 1994; Happé and Frith, 2006; Ozonoff
and McEvoy, 1994, Pellicano et al., 2006), with mixed and often conflicting findings
(Rajendran and Mitchell, 2007), which have resulted in all three theories being
changed and/or more clearly specified, by its original authors (Chown, 2017,
Rajendran and Mitchell, 2007) and to new theories being proposed to extend and/or

subsume them (e.g. Baron-Cohen, 2002; 2007; Murray et al., 2005).

Whilst it is generally accepted that the cognitive functions involved in theory
of mind, executive functioning, and central coherence play a major role in autism
(Attwood, 1998; Baron-Cohen, 2008; Chown, 2017; Milton, 2012), it is no longer
proposed that ‘impairment’ in any one of these areas of functioning can explain
autism in its entirety (Chown and Beardon, 2017; Chown, 2017; Pellicano, 2010a;
2010b; Rajendran and Mitchell, 2007). In combination, however, the explanatory
power of these three ‘mainstream’ theories appears to increase (Rajendran and
Mitchell, 2007, p.247) and they remain the framework(s) of choice for many
researchers and clinicians (ibid). The following is a brief introduction to, and critique

of the evidence base for Theory of Mind, Executive Functioning and Central
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Coherence theory, for which evidence of their potential explanatory value was sought

during the data analysis stage of this project.

a.  Theory of Mind theory

Theory of mind, also known as the ‘cognitive component of empathy’ (Baron-
Cohen, 2009, p.71), refers to an individual's ability to attribute mental states to
themselves and to others (Frith and Happé, 1999). Much methodologically robust
research has been conducted (Baron-Cohen, 1989; 1995; Happé, 1994; Luckett et
al., 2002; Colle, Baron-Cohen and Hill, 2007), albeit with relatively small sample
groups (n=16-34), which claims to support the idea of a connection between
difficulties with theory of mind, more recently termed ‘mind-reading’ and/or
‘mentalising’ (Baron-Cohen, 2002; 2009), and the explicit features of autism which
involve social interaction, communication and imagination (DSM-5, 2013). It is
suggested that autistic ‘mindblindness’ (Baron-Cohen, 2009a) has been evidenced
through a series of experimental techniques purporting to show that autistic
individuals are less able, than non-autistics, to pass first and second order tests of
‘mind-reading’ and of its developmental precursors, e.g. tests of: joint attention
(Swettenham et al., 1998); pretend play (Leslie, 1987); deception (Baron-Cohen,
1992; 2007); and reading the mind in the eyes (Baron-Cohen, Wheelwright, Hill, et
al., 2001), at each point in the typical [sic] developmental trajectory (Baron-Cohen,

2009a).

It was originally hypothesised that theory of mind was absent in autism

(Baron-Cohen, Leslie and Frith, 1985), however this position was modified following
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criticism that, as some (intellectually-able) autistic individuals are able to succeed in
theory of mind tasks, the theory could not claim universality (Happé, 1994), and

therefore did not explain autism (Rajendran and Mitchell, 2007).

The revised ToM theory (Baron-Cohen, 1995), proposed that autistic children
are ‘delayed’ in developing a theory of mind (rather than devoid of one) and that it is
this delay, which in many cases is never fully resolved (Baron-Cohen, 2009a;
Rajendran and Mitchell, 2007), that is the cause of autistic individuals being less
able, than non-autistics, to understand the beliefs, desires and feelings that motivate
the actions of others (Baron-Cohen, 2009a; Happé, 1995). It is suggested that one
consequence of having difficulties in being able to predict other people’s current and
future behaviour, i.e. poor ToM (Baron-Cohen, 1995; Milton, 2012), is that social
situations are experienced as confusing and even frightening (Baron-Cohen, 2009a).

Such experiences are frequently reported by autistic individuals (NAS, 2017a).

The original ToM study has been replicated many times by many research
teams (Tager-Flusberg, 2007), utilising variations of the false-belief task (Frith, 1989)
and providing robust empirical evidence that the majority of autistic children do have
difficulties passing these tasks (Tager-Flusberg, 2007). However, whether false-
belief task-performance relates to ToM, as claimed by Baron-Cohen (1995), or
instead reflects a lack of social insight, poor executive functioning skills, or linguistic
ability, has been a contentious issue (Astington and Baird, 2005; Happé, 1995;

Joseph and Tager-Flusberg, 2004; Tager-Flusberg and Joseph, 2005).
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The revised theory’s strengths, it is claimed (Baron-Cohen, 2009a), lie in its
ability to explain the social and communication difficulties inherent to autism, and its
universality across the autistic population (Baron-Cohen, 2009a; Chown, 2017,
Rajendran and Mitchell, 2007) and across the life span (Baron-Cohen, 2009a).
Identified limitations include its inability to provide explanation for the other domain
specified in the diagnostic criteria as explicit to autism, i.e. restricted interests and
repetitive behaviours (DSM-5, Category B, 2013) (Rajendran and Mitchell, 2007) and,
therefore, to meet Baron-Cohen’s own criteria, i.e. that cognitive theory should
‘explain all autistic traits’ (2008, p.51), which is reflected in Rajendran and Mitchell’s

criteria of specificity (2007, p.224).

Researchers from outside the field of autism have reported that populations
with other disabilities, such as non-signing deaf children, also fail to pass ToM tasks
(e.g. Peterson, Wellman and Liu, 2005), as do individuals diagnosed with
schizophrenia and those with traumatic brain injury (Baron-Cohen, 2009b; Byom and
Mutlu, 2013). This suggests theory of mind difficulties are not unique to autism
(Rajendran and Mitchell, 2007). Other challenges to the notion that Theory of Mind
theory explains a phenomenon unique to autism come from the Cross-Neurological
ToM theory (Beardon, 2007; 2008a) and Milton’s Double-Empathy Problem (2012).
Both of these suggest that, contrary to being an autism specific ‘deficit’ (Baron-
Cohen, 2009a), members of the autistic and non-autistic populations each lack a
well-developed theory of the other's minds. In other words, whilst ‘it is true that
autistic people often lack insight about [non-autistic] perceptions and culture...it is

equally the case that [non-autistic] people lack insight into the minds and culture of
43



autistic people’ (Milton, 2012, p.886). These models re-frame theory of mind as a
guestion of reciprocity and mutuality across two qualitatively distinct neurological
types (Beardon, 2008b; Milton, 2012). Since, as these authors suggest and Baron-
Cohen himself accepts (2009b), ToM theory does not explain an autism-specific
phenomenon, it cannot meet Rajendran and Mitchell’s third autism theory criteria of

‘uniqueness’ (2007, p.224; Chown, 2017).

Baron-Cohen (2009) attempted to strengthen his theory with claims that
functional neuroimaging studies provide biological confirmation of the psychological
differences between the autistic and non-autistic populations that are addressed by
ToM theory, as they have identified key areas of the ‘social brain’, specifically
activated during mind-reading tasks in the typical [sic] brain (Baron-Cohen, 2009a,
p.70), which are underactive in the autistic brain (Baron-Cohen et al., 1999; Castelli,
Frith, Happé, et al. 2002; Frith and Frith, 2003). Other researchers have argued
against these assertions and questioned both the ability of the various ToM and
mindblindness tasks to actually measure what they purport to show (Bloom and
German, 2000; Frith, Happé and Siddons, 1994; Wellman, Cross and Watson, 2001),
and the reliability of the conclusions drawn from functional neuroimaging studies
(Markram and Markram, 2010), disputing the role of the underlying neurobiological

mechanisms at work (ibid).

Despite the criticisms of ToM theory, and the difficulties researchers have
agreeing on its definition and theoretical underpinnings (Rajendran and Mitchell,

2007), the revised version of ToM theory is still the most enduring and influential
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theory seeking to explain autism (Chown, 2017; Milton, 2012), with a legacy that has
been described as ‘both undeniable and irrepressible’ (Rajendran and Mitchell, 2007,
p.231). For the purposes of this research project it is of interest, therefore, to
establish whether, and to what extent, ToM theory can offer explanation for the

school experiences of autistic pupils.

b. Executive (Dys)Functioning theory

There is no precise definition of executive functioning (Goldstein et al., 2014),
but rather it is assumed to involve ‘several abilities for preparing and engaging in
complex organised behaviour’ (Macintosh and Dissanayake, 2004, p.426), which
enable an individual to adapt and thrive in complex psychosocial environments (Delis,
2012). These higher-level (executive) abilities are considered to include the
formation of. abstract concepts; planning, focusing and/or shifting focus and
sustaining attention; impulse control and inhibition of irrelevant responses; flexibility
of thought and action; and working memory (Attwood, 1998; Macintosh and
Dissanayake, 2004; Ozonoff et al., 1991), all of which are skills that require the
individual to disengage from what they are doing in order to guide their actions
(Chown, 2017), and are needed to work, in a motivated fashion, towards a future
goal (Gillberg and Coleman, 2000; Milton, 2012). Collectively termed ‘mental control
processes’ by Corbett et al. (2009, p.1), it is suggested that these executive
functioning skills enable individuals to retain control over their physical, cognitive and

emotional behaviour (Chown, 2017; Rajendran and Mitchell, 2007).
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The theory of Executive (Dys)Function (EF) in autism began when
researchers noted that some symptoms of autism were similar to those associated
with specific brain injury (Rajendran and Mitchell, 2007). For example: the need for
sameness; difficulty switching attention; tendency to perseverate; and lack of
impulse control, all of which are included in the diagnostic criteria description of
autism (DSM-5, 2013), are also displayed by individuals who have problems with
executive functioning, usually, but not exclusively, due to frontal lobe damage (Hill,
2004). This observation led some researchers (e.g. Ozonoff et al., 1991) to suggest

that autism could be explained as a ‘deficit’ in executive functioning.

As with investigation of the ToM hypothesis, much research has been carried
out to establish the credibility of EF theory as an explanation of autism (Rajendran
and Mitchell, 2007). Whilst research exists to endorse the hypothesis (e.g. Fisher
and Happé, 2005; Ozonoff and Jensen, 1999), there remain a number of criticisms,
both of the theory and of the studies which support it (Chown, 2017). The lack of
uniqueness to autism, i.e. other neuro-developmental ‘disorders’ also involve
executive functioning ‘deficits’ (Rajendran and Mitchell, 2007), and the inability of
researchers to evidence that there exists an autism explicit ‘deficit’ in one executive
function, or a distinct autism executive functioning profile (Hill, 2004), are cited as
limitations of EF theory (Rajendran and Mitchell, 2007). In addition, there are
researchers who propose a relationship between executive functioning and theory
of mind (e.g. Zelazo et al., 2002; Zelazo, and Frye, 1997), with some suggesting that
theory of mind is required for executive control (Perner, Lang, and Kloo, 2002;

Pellicano et al., 2006), therefore making EF theory redundant, and others suggesting
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the opposite, i.e. that the strength of early EF skills determine the developmental
trajectory of ToM (Pellicano, 2010b). What is not in dispute amongst researchers
however, is that autistic individuals do report/have difficulties in areas that require
the use of executive functioning strategies and skills (Attwood, 1998; Chown, 2017;
Milton, 2012), which contribute to their atypical [sic] cognitive profile (Rajendran and

Mitchell, 2007).

As Executive (Dys) Functioning theory remains one of the three ‘main’
cognitive theories used to explain autism (Attwood, 1998; Chown, 2017; Rajendran
and Mitchell, 2007), evidence of its explanatory potential was sought, in this study,

through the analysis of autistic pupils’ descriptions of their experiences of school.

c) Central Coherence theory

The essence of (weak) Central Coherence (CC) theory is the suggestion that,
whilst typically developing individuals [sic] process information by extracting the
overall meaning or gist (Rajendran and Mitchell, 2007), autistic individuals have a
weak or absent drive for global coherence (Frith, 1989, 2003; Frith and Happé, 1994;
Happé, 1999) and process information in a detail-focused or piecemeal way,
processing the constituent parts, rather than the global whole (Chown, 2017;
Rajendran and Mitchell, 2007). It is argued that autistic individuals tend to perform
better than typically developing non-autistics on tasks that involve attending to detail
(Attwood, 1998; Milton, 2012) because they lack a cognitive drive to attend to global

form (Frith, 1989; 2003). That is, they have weak central coherence (Happé€,1994).
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Although suggesting a ‘deficit’ in ‘typical’ functioning, i.e. weak central
coherence, the development of CC theory was also an attempt to explain the
existence of autistic strengths and talents in certain areas of processing (Rajendran
and Mitchell, 2007; Milton, 2012). The validity of CC theory was called in question
following investigations into visuospatial and verbal semantic abilities (Rajendran
and Mitchell, 2007), with alternative hypotheses, for example reduced generalisation
(Plaisted, 2001), and problems with hierarchical organisation of information (Mottron
and Burack, 2001; Mottron et al., 2006), being proposed. Other researchers have
reported that the construct of weak central coherence does not appear to be a unitary
cognitive style, but instead one consisting of many components (Pellicano et al.,
2006), and that it is not universal in the autistic population,but rather only evidenced

in those with core linguistic difficulties (Norbury, 2005).

In response to such conflicting research findings, CC theory evolved and
became better specified (Rajendran and Mitchell, 2007). ‘Weak central coherence’
has become known as, ‘a preference for local processing’ (Happé and Frith, 2006,
p.15), with central coherence in autism now being regarded as an alternative
information processing style (Chown, 2017; Happé and Frith, 2006), involving a bias
towards detail but with the ability to extract overall meaning with effort (Happé and
Frith, 2006). It is now suggested that this may be just one element of the autistic
cognitive profile (ibid), and CC theory no longer seeks to explain all aspects of autism

(Chown, 2017; Rajendran and Mitchell, 2007).

48



However, despite its original authors seemingly demoting CC theory to a
description of autistic cognitive style (Happé and Frith, 2006), rather than a theory of
autism per se, CC theory remains alongside ToM and EF theory as one of the ‘big
three’ leading theories of autism (Chown and Beardon, 2017; Chown, 2017;
Rajendran and Mitchell, 2007). Autistic pupils’ qualitative interview data was
therefore explored in this study for evidence of CC theory’s potential value as a

means of better understanding their school experiences.

il Other theories

Two other more recently developed theories of autism were chosen for
inclusion in this project. Empathising-Systemising (E-S) theory (Baron-Cohen, 2002;
2009) and Monotropism?® theory (Murray et al., 2005) were included because they
are purported to offer explanation not only of the social difficulties experienced by
autistic individuals, but also of restricted interests and repetitive behaviours,
understood to be an explicit feature of autism (DSM-5, Category B) but left largely
ignored by earlier autism theory (Baron-Cohen, 2009a; b; Murray et al., 2005).
Monotropism theory also hypothesises the origins of sensory perceptual differences,
re-introduced into the updated diagnostic criteria (DSM-5, 2013) as an explicit

feature of autism.

5 Also referred to as Single Attention/Monotropism theory (Chown, 2016)
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The authors of both E-S and Monotropism theory claim to extend, or
incorporate, earlier cognitive theories within their hypotheses so that, whilst the three
dominant autism theories are no longer considered capable of, or continue to make
claim to, explaining autism in its entirety (Chown and Beardon, 2017; Chown, 2017;
Rajendran and Mitchell, 2007), it is suggested that these two more recent theories
might achieve this (Baron-Cohen, 2009a; Murray et al., 2005) and thus meet

Rajendran and Mitchell’s ‘specificity’ criteria for ‘good’ autism theory (2007, p.224).

Both theories’ authors also suggest that use of their hypotheses will improve
understanding of autism and facilitate interventions and support that will enhance
the lives of autistic individuals (Baron-Cohen, 2009a; Murray et al., 2005). These are
important aspects of any new theory (Chown and Beardon, 2017) and were a key

factor in my decision to include them in this investigation.

As potential alternatives, positioned to succeed the ToM, EF and CC theories
of autism, it was of interest to determine whether and to what extent overlap exists,
between these more recent theories and the three dominant ones, in their ability to
explain the school experiences of the autistic pupils participating in this study, in
addition to identifying the explanatory value of E-S and Monotropism theory in

isolation.

50



d) Empathising-Systemising theory

According to E-S theory, autism is best explained, not just with reference to
below average empathy (as in ToM theory), but also with reference to systemising,
which is hypothesised to be either average or superior in autistic cognition (Baron-
Cohen, 2009a; 2009b). In E-S theory, Baron-Cohen has extended his earlier
definition of empathy, as understood in terms of theory of mind, i.e. the cognitive
ability to identify someone else’s (or your own) mental states (Baron-Cohen 1995;
Baron-Cohen, Leslie and Frith, 1985), to include the response element of affective
empathy (Baron-Cohen, 2002; 2009), i.e. understanding how to respond
appropriately to another person once you have ascertained how they feel (Beardon,

2017a).

E-S theory constructs empathising as the drive to identify another person’s
emotions and thoughts, and to respond to these with an appropriate emotion (Baron-
Cohen, 2009a; 2009b). Systemising, conceptualised as the ‘opposite’ trait (Baron-
Cohen, 2002; 2009a; 2009b), describes the drive to analyse the variables in a
system, to construct systems, and to derive the underlying rules that govern the
behaviour of that system (ibid, 2006; 2009). Baron-Cohen argues in his new theory
that, whilst em S D W K\ G L lgrd-noOuMdu ¥ autism, a criticism of ToM theory
which hypothesised autism to be a deficit of empathy (Baron-Cohen 1995; 2002),
‘only people on the autistic spectrum show the dissociation between this and their
intact or even superior systemising drive’ (2009, p.72). This means that, unlike ToM

theory (Baron-Cohen, 2005), E-S theory potentially meets all the ‘good’ autism
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theory criteria proposed by Rajendran and Mitchell (2007), of ‘uniqueness’,

‘specificity’® and ‘universality’ (p.224).

Baron-Cohen suggests that empathy enables the prediction of the behaviour
of another person and is what allows an individual to care about how others feel
(Baron-Cohen, 2002), whilst systemising enables the prediction of the behaviour of
a system (Baron-Cohen, 2006), through the identification of the rules that govern it
(Baron-Cohen, 2009a). Empathising, he suggests, is the ‘most powerful way of
understanding and predicting the social world’, whilst systemising is the ‘most
powerful way of understanding and predicting the law-governed inanimate universe’

(Baron-Cohen et al., 2002, p.1).

It is proposed that the narrow interests, repetitive behaviour, and resistance
to change/need for sameness, explicit to autism (DSM-5, Category B, 2013), derive
from autistic individuals’ tendency to systemise, while the explicit social and
communication difficulties (DSM-5, Category A, 2013) are explained by a reduced
ability to empathise (Baron-Cohen, 2009a). Baron-Cohen cites evidence from the
earlier ‘mindblindness’ studies (Baron-Cohen et al., 1999; Castelli, Frith, Happé, et
al. 2002; Frith and Frith, 2003) used to support his ToM hypothesis, together with
results from research employing tests of systemising in members of the autistic

population (Baron-Cohen, Richler, Bisarya, et al., 2003; Baron-Cohen, Wheelwright,

6 Hyper and hypo-reactivity to sensory stimuli were not included in the criteria at the time of E-S
theory’s conception
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Scabhill, et al. 2001) as evidence of the autistic cognitive profile which E-S theory

purports to explain.

One study in particular (Baron-Cohen et al., 2002), in which 47 autistic adults
were matched with a non-autistic control sample and their performance on the
Empathising Quotient (Baron-Cohen and Wheelwright, 2004) and Systemising
Quotient (Baron-Cohen, et al., 2003) were compared, provided what Baron-Cohen
claimed to be a compelling argument in favour of the E-S theory of autism (Baron-
Cohen et al., 2002), i.e. results supported the hypothesis that autistic individuals
would perform significantly better on measures of systemising and less well on
measures of empathising than their non-autistic counterparts. However, the
underlying cognitive mechanisms that drive empathising and systemising are yet to

be established (Rajendran and Mitchell, 2007).

E-S theory provides no explanation for the autistic sensory profile of hyper
and hypo-reactivity to sensory stimuli (DSM-5, Category B (4), 2013), but claims to
account for all the aspects of autism previously described in the earlier theories of
ToM, EF, and CC (Baron-Cohen, 2009a). No reference is made in E-S theory to the
difference between shared experience, learned, or intuitive empathy (Beardon,
2017a), nor does E-S theory account for the assertion of many autistic individuals
that, rather than lacking empathy, they are overwhelmed by an excess of empathetic
feeling (Beardon, 2017a; Markram and Markram, 2010), which can result in a
decreased ability to respond in a typical non-autistic manner. The suggestion that

autistic individuals are not impaired in their ability to empathise with other autistic
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minds, any more than non-autistics are with each other (Beardon, 2008b; Edey et
al., 2016; Chown, 2014; Milton, 2012) is also not explored/explained in E-S theory

(Baron-Cohen, 2009a; 2009b).

In addition to the seemingly overly-simplistic definition of empathy utilised in
E-S theory, no reference is made to the possibility that it might be alexithymia, an
inability to identify and describe one’s own emotional states, found to be co-morbidly
associated with autism in 50% of cases (Brewer and Murphy, 2016), rather than a
lack of empathy, that is responsible for the difficulties many autistic individuals
experience recognising and responding to the emotions of others (Bird et al., 2010;

Brewer and Murphy, 2016).

Baron-Cohen’s continued assertion that autistic individuals lack empathy
(Baron-Cohen 2002; 2006; 2009), in the face of more robust definitions of empathy,
and alternative possibilities for autistic social difficulties (Beardon, 2017a; 2012;
Brewer and Murphy, 2016; Chown, 2017; Milton, 2017), is a major concern for me.
E-S theory might better stand up to criticism if its author gave it another name, based
on the limited construct that is actually being described (rather than empathy), and
that does not necessarily suggest that autistic individuals are inherently lacking in

the ability to care about the feelings of others (Baron-Cohen, 2009a; 2009b).

Baron-Cohen presents a different perspective. He claims that by theorising
autism based on individual differences in traits seen across the entire population, i.e.

empathising and systemising, which exist to a greater or lesser extent in all human
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beings (Baron-Cohen-2009; Lawson et al., 2004), E-S theory serves to ‘destigmatise’
autism, viewing it as a difference in cognitive style rather than a ‘disorder’ (Baron-
Cohen, 2009a, p.73). As an autistic individual myself, 1 do not accept that
perpetuating the myth (Beardon, 2017a; 2012), that the autistic population lack
empathy, does anything to reduce any potential stigma attached to the diagnostic

label of autism.

As E-S theory claims to explain all the explicit features of autism (other than
sensory perceptual differences, which were, at the time of the theory’s development,
not included in the diagnostic criteria), | intend to explore the extent to which the
school experiences of the autistic pupils participating in this research can be
explained according to their tendency to analyse or construct systems and to identify
rules that govern these systems (Baron-Cohen 2006), and their use (or not) of
empathic skills (as defined by Baron-Cohen, 2002; 2009), i.e. | aim to ascertain the
extent to which E-S theory can enable understanding of autistic school experiences.
Baron-Cohen himself noted that one criticism of E-S theory is that the evidence base
for it is still quite limited (2009a). This analysis should go some small way towards

addressing that.

e) Monotropism theory

In Monotropism theory it is proposed that there exists a limited amount of
attention available to anyone at any given time that may either be broadly distributed

over many interests or concentrated on a few interests, and that differences, in the
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spread of attention available to individuals, follow a normal distribution pattern across
the entire human population (Murray et al., 2005). Seen in this way ‘Monotropism is
not a model of autism as such...[but]...a theory about human beings, in which autism
has a natural role' (Lesser, cited in Burne, 2005). Thus, according to Monotropism
theory, the difference, between autistic and non-autistic, is in the strategies
employed in the distribution of scarce attention, i.e. ‘it is the difference between
having few interests highly aroused, the monotropic tendency [autistic], and having
many interests less highly aroused, the polytropic tendency [non-autistic]’ (Murray et
al., 2005, p.140). Monotropism theory therefore meets the ‘unique’ to autism criteria

for ‘good’ theory proposed by Rajendran and Mitchell (2007, p.224).

The authors of Monotropism theory hypothesise that in autism, ‘atypical
strategies for the distribution of attention’ (Murray et al., 2005, p.139) underlie both
the social and non-social features made explicit in the diagnostic criteria (DSM-5,
2013 and ICD-10, 2010), and thus it is the ‘restricted range of interests’, outlined in
the diagnostic manuals and termed ‘monotropism’ by Murray (1992), that is
considered to be ‘central to the autistic condition’ (Murray et al., 2005, p.139). In
other words, having a monotropic cognitive style results in the collection of
behaviours and difficulties outlined in the diagnostic criteria for autism (DSM-5),
because social interactions, the use of language and the shifting of attention all
require broadly distributed attention (Chown and Beardon, 2017; Chown, 2017;
Murray et al., 2005) rather than hyper-focus on a single stimulus (ibid). As in E-S
theory, autism is viewed here as a profile of strengths and relative weaknesses,

rather than purely a collection of ‘deficits’. When an individual has a tendency
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towards monotropic focus they are likely to perform one task well, whilst

simultaneously losing awareness of information relevant to all other tasks (ibid).

| am interested in the potential explanatory value of the Monotropism theory
of autism, as it has been suggested that it ‘may explain more characteristics of
autism than any other theory’ (Chown and Beardon, 2017, p.3). Its authors, two of
whom identify themselves as autistic and the other as having ‘a number of autistic
characteristics’ (Burne, 2005), suggest it forms ‘a conceptual model that is capable
of informing practice’ (Murray et al., 2005, p.140). Unlike many theories, which
appear (to me) to offer no practical real-life benefit to the autistic community,
Monotropism theory is used to propose a heuristic guide to facilitate positive
engagement with autistic individuals (ibid, p.153). In addition, distinct from all other
cognitive theories, Monotropism theory places value on the input of autistic voices
(Milton, 2012). The original article, (Murray et al., 2005), is rich with descriptive
accounts of autistic experiences, for which theoretical explanations, of the cognitive

mechanisms at work, are proposed.

The authors demonstrate how Monotropism theory provides potential
explanation for all aspects of the diagnostic criteria (DSM-5, 2013), and offers an
alternative, difference in autistic processing, account for the cognitive difficulties
previously hypothesised to be affected by deficits in theory of mind (empathy),
executive functioning and central coherence (Milton, 2011; 2012). These earlier

theories made assumptions based upon interpretations of observed behavioural
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traits (ibid) with no reference to how it ‘is’ to be autistic ‘from the inside according to

how it is experienced’ (Williams, 1996, p.14).

Monotropism is the first theory of autism to attempt to draw on subjective
autistic experience (Milton, 2012). Furthermore, whilst ‘[nJone of the three dominant
cognitive theories of autism seek to explain the sensory aspects of autism’ (Chown,
2017, p. 235), also absent from E-S theory, Monotropism theory provides credible
explanation for the sensory hyper- and hypo-sensitivities described by autistic
authors (e.g. Blackburn, 2000; Grandin, 2006; Lawson, 2014), documented by
Bogdashina (2016), and included in the revised diagnostic criteria (DSM-5, 2013).
Thus Monotropism theory also potentially meets the ‘specificity’ and ‘universality’
criteria for ‘good’ autism theory (Rajendran and Mitchell, 2007, p.224), as well as

that of ‘uniqueness’.

In my opinion, including an explanation of the sensory differences
experienced by autistic individuals is essential if the non-autistic population are going
to be enabled to achieve a comprehensive understanding of autism and be better
able to identify and offer appropriate forms of support. This view is supported by
Chown and Beardon (2017) who suggest that ‘good’ autism theory must ‘be capable
of explaining the cognitive and sensory differences’ (p.7). In Monotropism theory, it
is suggested that, with monotropic hyper-focus comes a general lack of awareness
of one’s environment and thus a hypo-sensitivity to sensory stimuli outside the
attention tunnel, because large areas of potential information are not registered

(Murray et al., 2005). This, coupled with a lack of preparedness for interruption,
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results in hyper-sensitivity to unexpected sensory stimuli. As an autistic individual
who experiences both hyper and hypo-sensitivity to noise, particularly when task-

focused, this explanation seems highly plausible to me.

On exploration of the literature pertaining to Monotropism theory in search of
supporting evidence or criticism, there appears to be little of either. Notably the
majority of the researchers who have written about its positive potential, including
myself (Leatherland and Chown, 2015), are autistic (e.g. Chown, 2017; Milton, 2012;
2014). It has been reported that ‘experts’ in ‘the mainstream’ consider the promotion
by autistic individuals of a theory that casts autism in a more positive light, to be an
example of ‘special pleading’ (Burne, 2005). | accept that it is possible that | am
drawn to this theory because it encourages me to consider myself, and many of
those | care about, to be ‘different’ rather than ‘defective’. However, | believe it is
more likely that a theory, written by autistic individuals, which attends to the
subjective experiences of autistic others, appeals, not because it makes me feel
better about myself, but because it appears to have the capacity to make sense of
SO many autistic lived experiences in a way the other main cognitive autism theories

do not.

This might be an example of my experiencing ‘a disjuncture in reciprocity’ with
theories proposed and written about by non-autistic authors, as described in Milton’s
conceptualisation of the double-empathy problem (Milton, 2012, p.884). Similarly,

perhaps it is a consequence of my having difficulty with cross-neurological theory of

59



mind (Beardon, 2008b), and therefore being more attuned to the writing of other

autistic individuals, than of non-autistic individuals.

With the possibility in mind, that | might be responding at an intuitive level to
Murray et al.’s autistic thinking and communication style, rather than the quality of
their theory, | am keen to investigate the extent to which the still relatively under-
researched theory of Monotropism can provide explanation for the experiences of
school described by the autistic pupils participating in this research, and to compare
its capacity for doing so with the more widely recognised cognitive theories. Such
investigation has the potential to provide much needed evidence to support or reject
the hypothesis that autism is a difference in the distribution of scarce attention

(Murray et al., 2005).

As detailed at the beginning of this section, the second research question was
posed in order to identify the extent to which current autism theory might enable (or
not) members of the non-autistic population (in this case teachers’) to make sense
of the behaviours and school experiences of autistic individuals (in this case pupils).
Conversely, | am also interested to establish whether any salient school experiences

are left unexplained by current autism theory, as this would evidence the potential

7 1 do not suggest that none of the teachers in this study are autistic, but it can be assumed - in
terms of the prevalence of autism in the general population (NAS, 2017a) - that the vast majority of
them are not.
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benefit that further theory development might offer those seeking to understand

autism.

Autism and Educatio n

This section outlines the current educational situation in the UK and the
challenges faced by autistic pupils and their teachers in mainstream schools.
Limitations of the research evidence are discussed, followed by recommendations
for the direction of future investigations and the way in which the FAMe™ Project

addresses some of these.

I. UK educational context

In the United Kingdom, the majority (71%) of an estimated 133,500 autistic
children and young people (NAS, 2009) receive their education in mainstream school
settings (Department for Education, (DfE) 2014a), rather than in specialist units and
schools, reflecting a policy of inclusion in education, for pupils with special
educational needs and disabilities (SEND), which began with the Salamanca
statement (UNESCO, 1994) and has spanned the last two decades (e.g. European
Agency for the Development of Special Needs Education (EADSEN), 2010; Office
for Standards in Education (Ofsted), 2006; Scottish Executive Education Department
(SEED), 2005; UNESCO, 2006; 2008). As a consequence, most schools will have
autistic children on their rolls and most teachers can expect, at some point, to teach
them (Ravet, 2011; Wilkinson and Twist, 2010). The vast majority of these

mainstreamed pupils’ intellectual ability will be in the average to above average
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range (Chakrabarti and Fobonne, 2005; Estes et al., 2011) and they would previously
have been identified as having Asperger Syndrome (DSM-IV-TR, 2000), or be

described as [cognitively] ‘high-functioning’ (Baron-Cohen et al., 2001).

Following the publication of research carried out by the National Autistic
Society (Barnard et al., 2000), which suggested that, in order to include autistic
children successfully, teachers must have a working knowledge of the social,
behavioural and emotional characteristics most directly related to and affecting
pupils’ school performance, the government produced specific information to guide
service provision for autistic children which included information for schools (DfES,
2004; 2002). However, despite these new initiatives, researchers continued to report
that teachers found autistic pupils more difficult to include (Humphrey and Symes,
2013; Jones et al., 2008; Robertson et al., 2003), and suggested that these pupils
remained more vulnerable than their non-autistic peers to a wide range of negative
outcomes (Burgess and Gutstein, 2007; House of Commons Education and Skills

Committee, 2006; Postnote, 2008).

In recognition of these findings, ‘Supporting pupils on the autism spectrum’
was produced as part of the ‘Inclusion Development Programme’ (DCSF, 2009), and
in 2011 the Autism Education Trust was commissioned to develop a set of ‘National
Autism Education Standards’ for good practice in the education of children and
young people with autism (AET, 2011). Nationwide ‘schools training hubs’ were
created, which run ongoing professional development programmes for teaching staff

such as ‘Making Sense of Autism’ and ‘Good Autism Practice’ (AET, 2017). Again,
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despite the increased efforts to improve teachers’ autism knowledge and practice,
results of a survey carried out by the largest UK teachers’ union (NASUWT, 2013),
suggested that more than half of all participating teachers still reported lacking the
knowledge to teach autistic pupils (60%°8) with many (44%) lacking confidence in

their ability to do so (NAS, 2016a; NASUWT, 2013; AaA, 2017).

A more recent follow-up survey (NASUWT, 2018), to which 1615 teachers
responded, reported similar findings and concluded that, although ‘teachers try to do
the best for the learners they teach...,” ‘...they are not always equipped with the
knowledge, skills and expertise to meet the needs of learners with SEN’ (p.4). This
claim is supported by findings from autism education research which cites teachers’
anxiety over training, knowledge and provision as barriers to the successful inclusion
of autistic pupils (Emam and Farrell, 2009; Jones, 2006; Witmer and Ferreri, 2014,

Sprotson et al., 2017).

There is a growing set of findings (e.g. Ashburner, Ziviani and Roger, 2008;
Waddington and Reed, 2017; Zingerevich and LaVesser, 2009) which suggest that
a mainstream school placement might not always offer the best prospects for autistic
pupils (Norwich and Lewis, 2005; Ravet, 2011; Reed et al., 2012). Many still find
inclusive education stressful (Mackintosh, Goin-Kochel and Myers, 2012; Osborne

and Reed, 2011; Starr and Foy, 2012), especially in the secondary school phase

8 Data identifying the number of teachers surveyed is not available
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(Bolic-Baric et al., 2016; Cumming, 2012; Morewood et al., 2011; Osborne and Reed,
2011), and their educational and psychosocial outcomes, although variable, are still
generally reported to be poor (Aspect, 2012; Fleury et al., 2014; Howlin and Moss,

2012; Keen et al., 2016; Levy and Perry, 2011).

As many as 84% of autistic children and adolescents are thought to have at
least one co-occurring mental health problem (Magiati et al., 2016; White et al., 2009;
Selles et al., 2015; Steensel, Bogels, and Perrin, 2011), such as depression, anxiety,
and Obsessive Compulsive Disorder (OCD) (Howlin and Moss, 2012; Macintosh and
Dissanayake, 2006), and high rates of academic under-achievement (54%) have
been reported for this group (Ashburner, Ziviani and Roger, 2010; Estes et al., 2011;
Keen et al., 2016). This compares to prevalence rates of around 10% and 8%

respectively in non-autistic children (Ashburner et al., 2010; NAS, 2010).

Whilst the methodologies, participant numbers, and percentage of autistic
young people reported to be affected by mental health issues vary considerably
between studies (White et al., 2009), a systematic review of the autism mental
[illlhealth literature (Steensel et al., 2011) identified 31 studies, involving a total of
2,121 autistic young people (aged <18 years), where the presence of anxiety
disorder had been assessed using standardised questionnaires and/or diagnostic
interviews. It was found that, across studies, over one third (37%) of autistic young
people had at least one comorbid anxiety disorder, the most frequent being specific
phobia (30%) followed by OCD (17%) and social anxiety disorder (17%). | have been

unable to locate any study, that set out to investigate the existence of mental health
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issues in the autistic population, that has concluded that this group do not have a
considerably higher rate of mental ill-health than is reported for the non-autistic

population.

This increased risk of mental ill-health, reported to exist in the autistic pupil
population (Charman et al., 2011; Morewood et al., 2011; Osborne and Reed, 2011),
is thought to develop in part through their experience in the education system (NAS,
2010) and is particularly salient in adolescence (Church et al. 2000) and in pupils at
the less severe [sic] end of the spectrum (Gadow et al.,, 2005). Improving the
understanding of how successful inclusion can be achieved for mainstream

educated, secondary-aged autistic pupils should therefore be a research priority.

A recent large-scale study exploring links between SEND status and
subjective and psychological wellbeing (Barnes and Harrison, 2017), which used
data from a sample of 1600 secondary school children (299 of whom were identified
as having SEND), found an independent association between SEND and being
unhappy with school, with 19% of the SEND group reporting being unhappy with

their school and their school work, compared to just 7% of children without SEND.

The Strengths and Difficulties Questionnaire (Goodman, 1997), which
assesses young people’s: emotional symptoms; behavioural problems; hyperactivity
or inattention; peer relationship problems; and prosocial behaviour, and has been
designed so that only a minority (10%) of children score in the ‘high’ or ‘very high’

range, was used by Barnes and Harrison (2017) to explore between-group
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differences. Children/young people who score in the ‘high’ or ‘very high’ range are
considered to be most at risk of mental health problems (Goodman, 1997). Barnes
and Harrison’s analysis of their pupil participants’ scores found that between 18%
and 27% of those with SEND scored in the ‘high’ or ‘very high’ psychological
difficulties range, which was a significantly higher proportion than children without
SEND (between 11% and 13%), and higher than the 10% that would be expected in

a normally distributed population (Goodman, 1997).

Pupils’ specific SEND was not reported in this study but, as autistic children
have been identified as a particularly vulnerable group amongst all pupils with SEND
(Burgess and Gutstein, 2007; House of Commons Education and Skills Committee,
2006), and make up at least 11% of the total SEND population (DfE, 2014a), it is
reasonable to assume that the experiences of autistic pupils are represented in these
findings, which support those of smaller studies examining levels of school related
anxiety in the autistic pupil population (e.g. Ozsivadijian et al., 2012; Macintosh and

Dissanayake, 2006; Simonoff et al., 2008).

In summary, it is apparent, from the findings of extensive autism education
research, that inclusion in mainstream settings can create considerable difficulties
for both autistic children (e.g. Humphrey and Lewis, 2008; Lindsay, 2007; Mandy et
al., 2016; Morewood and Glew, 2011) and their teachers (e.g. Batten and Daly, 2006;
Charman et al., 2011; Hebron and Humphrey, 2014; Macbeath et al., 2006), and that
these difficulties are exacerbated in the secondary phase of education (Bolic-Baric

et al., 2016; Morewood et al., 2011; Osborne and Reed, 2011). In order to better
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understand these difficulties, and to provide a rationale for the development and
evaluation of the FAMe™ System, it is important to consider the particular challenges

of the secondary school environment in relation to autism.

ii.  Challenges faced by autistic pupils in mainstream secondary

school settings

Secondary schools demand greater academic and social independence and
have a greater focus on academic assessment (Mandy et al., 2016) than will usually
have been experienced by autistic pupils in their previous settings. State maintained
secondary schools and academies are typically large buildings with high pupil
numbers and so have an increased potential for sensory overwhelm (Ashburner et
al., 2008; Bogdashina, 2016; Murray et al., 2005) and unpredictability (Humphrey
and Lewis, 2008). Such factors are a common source of stress for autistic individuals

(Ashburner et al., 2008; 2010).

Pupils are predominantly taught by different teachers in different rooms for
each lesson, expected to move around the school site throughout the day, cope with
mixed class groupings due to being put in sets (Fleury et al., 2014), and take on
additional personal responsibilities for organising their own books, tools and food
(Ashburner et al., 2010). These recurrent transitions throughout the school day, are
thought to be particularly difficult for autistic pupils because of an innate tendency
toward routine and stability (DSM-5, 2013; Gibbons and Goins, 2008; Myles and

Simpson, 1998). In addition, a strong resistance to some subjects and refusal to do
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work outside their own area of interest (Jacobsen, 2005), coupled with a preference
to work on one task for long periods and/or until completion (Gibbons and Goins,

2008), is not a good fit with the typical timetable of secondary school.

An increased emphasis on note taking during lessons, which requires pupils
to determine what information is important, and the simultaneous need to write it
down, keep up and concentrate (Fleury et al., 2014; Jacobsen, 2005) can be
problematic for autistic pupils who will, by definition, experience difficulties in some
areas of their executive functioning (DSM-5, 2013). EF difficulties commonly involve
poor planning and organisation skills and can impact on working memory (Attwood,
1998; Chown, 2017; Macintosh and Dissanayake, 2004) which creates problems for
autistic pupils when they are required to focus on multiple tasks at once (Ashburner

et al., 2008; Jones et al., 2011, Estes et al., 2011; Rosenthal et al., 2013).

Periods of unstructured social time, particularly stressful for autistic pupils
(Ashburner et al., 2010; Humphrey and Lewis, 2008; Knight et al., 2009; Osborne
and Reed, 2011), are frequent (Sprotson et al., 2017) and can pose a threat to those
children who have difficulty with social interactions, particularly in understanding the
nuances of social behaviour and those who display unusual behaviours and/or
behavioural excesses which interfere with positive relationships (Robertson et al.,
2003), as they can increase the potential for teasing and bullying (Barnes and
Harrison, 2017; Hebron and Humphrey, 2014; Humphrey and Lewis, 2008; Jordan,

2005).
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These many environmental challenges, and the inherent unpredictability of
mainstream school life (Ashburner et al., 2008; 2010; Humphrey and Lewis, 2008;
Myles and Simpson, 1998), are thought to contribute to the high levels of anxiety
(Bolic-Baric et al., 2016; Charman et al., 2011; Keen et al., 2016; Osbourne and
Reed, 2011; Ravet, 2011) and behavioural problems (Ashburner et al., 2010)
reported for autistic children, and thus to the high exclusion rates experienced by
this pupil population (Barnard et al., 2000; Frederickson, Osborne and Reed, 2004,
NAS, 2018a), which is over twice the average for all pupils within state funded
schools in England (DfE, 2017) and occurs most frequently (60% of all permanent

exclusions) in the 12-14 years age group (DfE, 2015).

li.  Challenges faced by teachers of autistic pupils in mainstream

secondary school settings

Amongst pupils with a Statement of SEN or an EHCP, autism is the most
common primary need, accounting for 25% of the total (DfE, 2014a). This
Statement/EHCP rate evidences that autistic pupils’ support needs typically extend
beyond those of the majority of children and young people with SEND, who
will/should have their needs met through ‘high quality teaching that is differentiated
and personalised’ (DfE and DoH, 2015), and thus do not qualify for an EHCP (ibid).

However, as Ravet points out, ‘there is no theoretical formula for ‘doing’
inclusion’ and ‘no ‘recipe’ for the inclusion of children on the autism spectrum’ (2011,

p.680) and, although teachers are frequently expected to be able to create inclusive
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classrooms for autistic pupils (DfE, 2014b; DfE and DoH, 2015), they have few
guidelines about how to do so (Emam and Farrell, 2009; Lindsay et al., 2013; Reed

et al., 2012).

Including autistic pupils in mainstream classrooms has been described as a
unique challenge for mainstream teachers (Gibbons and Goins, 2008; Jones et al.,
2008; Macbeath et al., 2006 et al., 2002; Robertson et al., 2003), who are dealing
with ever-increasing curriculum demands (Starr and Foy, 2012) within an education
system that has a target-obsessed culture (Ball, 2010; Galton and Macbeath, 2008)
and a dominant narrative of high-pressure, data-driven, punitive structures
(Hutchings, 2015). Teachers are continually confronted by a mantra of progress, and
statistics have become the effective arbiter of their value (Beckett, 2014). In this
current system, where learning is viewed as the attainment of measurable skills by
a set of normative criteria (Milton and Lyte, 2012), teachers continue to be tasked
with finding ways to ‘provide balanced support for individual needs’ (Bolic-Baric et
al., 2016, p.192) whilst financial conditions have deteriorated, resulting in larger
classes and more students with special needs in each class (Bolic-Baric et al., 2016;

ladarola et al., 2015).

At secondary school, teachers typically teach multiple classes across several
year groups and will often teach hundreds of pupils over the course of a week. It can
therefore take much longer, than at primary level, to establish relationships,

recognise learning styles and understand the motivation for individual pupil’'s
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classroom behaviours. Unlike many other disabilities, autism is not immediately
apparent to others (Frith, 2003; Myles and Simpson, 2002) and secondary school
teachers, often limited to a few hours per class per week, can have difficulty
remembering which of their many pupils is autistic (personal communication with my
children’s teachers). Furthermore, even when they are aware of a pupil’s diagnosis,
some teachers can find it hard to recognise, and in some cases difficult to believe,
the extent of its associated difficulties, such as the extremes of anxiety that can be
produced by everyday situations (Ghaziuddin, 2002; Powell and Jordan, 1991;

Sprotson et al., 2017; Wood and Gadow, 2010).

Autistic children understand and respond to the world in a very different way
to non-autistic children (Jacobsen, 2005), and it is very easy to attribute meaning to
their behaviour that is wholly inaccurate (Jordan, 2008). Thus, autistic children have
sometimes been labelled as lazy, difficult or defiant (Humphrey and Lewis, 2008)
because their teachers fail to understand their autistic perspective (Jones et al.,
2009; Sciutto et al., 2012; Tobias, 2009) and, by default, make normative
assumptions about the reason for, and meaning of, the presenting behaviour (Ravet,

2011).

Some autistic children have obsessive or narrowly defined interests (Myles
and Simpson, 2002) and lack motivation towards other-directed or socially-
meaningful tasks (Jordan and Powell, 1995). The teacher cannot always use his/her

own enthusiasm to motivate, as he/she might with a non-autistic child, especially if
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the autistic child does not care about what the teacher cares about (ibid). Even with
the motivation, some autistic children have fundamental difficulties which affect their
capacity to become independent learners (Leatherland, 2014; Mandy et al., 2016;
Myles and Simpson, 2002). For example, high levels of anxiety about whether their
responses and actions are appropriate can prevent them from carrying out a task.
This performance anxiety may bear no relationship to a pupil’s actual abilities (Estes
et al., 2011) making it even more difficult for a teacher to comprehend (Sprotson et

al., 2017).

Autistic pupils might not engage with anything at school, physical or
intellectual, without continual encouragement or approval, even when they are
perfectly able to complete a task (Myles and Simpson, 2002), and more passive
children might not ask for clarification during lessons or ask for help when information
is not understood (Church et al., 2000). This dependency on their teacher is likely to
increase when new activities are encountered, and the class teacher might simply
not have the resources to devote to the autistic child when they need it (Jordan,
2008; Myles and Simpson, 2002). To compound this difficulty for teachers, what
works to motivate and support an autistic child one week (or in one situation) may
not work the next, and this will be influenced by many factors including the child’s
mood, pre-school stress, or changes in their sensory environment (Beardon, 2017a;

Bogdashina, 2016; Leatherland, 2014).
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Smells, sounds and other sensory stimuli can affect the autistic child and their
ability to concentrate, stay seated, and remain calm (ibid), but may remain
undetectable to the teacher. Such sensory stimulation is likely to have a profound
effect on an autistic child and determine which learning environments are most
effective and which are counter-productive, leading to withdrawal or distress (Jordan,
2005). To complicate this issue further for teachers, it might not be obvious when an
autistic child is becoming distressed, as many autistic children do not reveal stress
through voice tone or overt agitation, and they may escalate to the point of crisis
before their teacher becomes aware of any difficulty (Myles and Simpson, 2002).
The level of attentiveness necessary therefore, to monitor an autistic pupil’s
emotional state, is likely to be difficult for a class teacher who also has the diverse
needs of approximately thirty other children to meet and even more so because it is
not always easy to predict when the autistic child will cope and when they won'’t

(Myles and Simpson, 2002; Leatherland, 2014).

Simply knowing what should be taught is likely to be insufficient for teachers
of autistic pupils. They will need to not only be able to align their teaching to meet
curriculum standards but must also be skilled at adapting their delivery to meet the
unique needs of each individual autistic pupil (Fleury et al., 2014). The revised SEND
Code of Practice (SENDCOP) states that: ‘All teachers and support staff who work
with the child should be made aware of their needs, the support provided, and any
teaching strategies or approaches that are required’ (DfE and DoH, 2015). However,

unlike in primary education settings, there is a limited opportunity to spend time with
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and get to know individual pupils, and so many teachers must rely on and access
documents such as Pupil Passports (Morewood, 2014; NASEN, 2014) to gain

information about their autistic pupils, adding another layer of demand on their time.

Compounding these difficulties, even when they do have knowledge of a
pupil’'s diagnosis, many teachers possess only a limited understanding of autism
(AaA, 2017; ladarola et al., 2015; Jones et al., 2008; NAS, 2016a), both in general
and of the way it can impact on individual pupils’ experiences of their environments,
inter-personal relationships, and/or their cognitive style and learning abilities (e.qg.
Charman et al., 2011; Falkmer et al., 2012; Hebron and Humphrey, 2014;
Leatherland and Chown, 2015). Such understanding is essential (Ravet, 2011) to

facilitate successful inclusion (Jordan, 2005).

In addition, it has been reported that there exists a general lack of awareness
amongst teachers, of the pedagogical approaches and adaptations to teaching and
the classroom environment, which can enable successful participation and learning
for autistic pupils (Barnard et al., 2000; Charman et al., 2011; Humphrey and Lewis,
2008; Myles and Simpson, 2001; Ravet, 2007; 2011). The resulting situation for
autistic pupils is exacerbated by teachers’ general lack of confidence in their ability
to implement autism-related strategies even when they are known (AaA, 2017,

Macbeath et al., 2006; NAS, 2016a).
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The complexity of providing autism-friendly learning experiences (Batten et
al., 2006; Macbeath et al., 2006 et al., 2002: Singh and Elsabbagh, 2014), and the
obstacles to understanding how best to meet pupils’ individual needs, crucial if
teachers are to appropriately differentiate the curriculum and tailor classroom
strategies (Bevan-Brown, 2010; Falkmer et al., 2012; Hebron and Humphrey, 2014;
Reed et al., 2012), is further compounded by the heterogeneity of the autistic
population (Beardon, 2012; Beardon and Worton, 2011; Fleury et al., 2014; Rosqgvist,
2012; Sarrett, 2012). It is suggested that ‘teachers need to be able to take their
student’'s perspective in a genuinely empathetic way and have a thorough
understanding of that individual student, in order to create an inclusive school
situation’ (Falkmer et al., 2012, p.3), and yet the ability to intuitively empathise with
those who are neurologically different is understood to be problematic (Beardon,

2008b; Milton, 2012).

iv. Limitations of current autism inclusion research

Studies focusing on the inclusion experiences of autistic pupils and the
support they receive at school, are predominantly survey studies of parents’
perceptions of their children’s education (Jordan, 2010; Limbers et al., 2009; NAS,
2010; Starr and Foy, 2012) which indicate that support is limited and inappropriate
(Morrison, Sansoti and Hadley, 2009; Starr et al., 2006; Stoner et al., 2005; Vohra et
al., 2014; Whitaker, 2007), but do not provide specific insight, from an autistic
perspective (Milton, 2014; Milton et al., 2014; Jordan, 2010; Parsons et al., 2009),
into how more successful inclusion could be facilitated (Bishton and Lindsay, 2011;
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Bolic-Baric et al., 2016; Keen et al.,, 2016). Furthermore, studies that have
ascertained the views of both parents and autistic children, in relation to quality of
life issues, report low agreement (Coghill et al., 2009; Upton, Lawford and Eiser,

2008), suggesting that parental ratings are not a reliable proxy (Potvin et al., 2015).

Although it has been claimed that the involvement of autistic people in autism
research has often added much to the work produced (Wittenmeyer et al., 2011;
2012; Milton, 2014), the scientific quality of much of the limited body of qualitative
research designed to capture the views of autistic young people (Preece and Jordan,
2010; Bolte, 2014) has been called into question (Bolte, 2014; Milton, 2012; Waltz,
2007). As a consequence, very little reliable evidence is currently available about
their experiences (Church et al., 2000), particularly in adolescence (Jang et al., 2014;
Magiati et al., 2014) and the evidence base for many educational interventions
continues to be ambiguous and contentious (Parsons et al., 2009), with many gaps

in knowledge (Charman et al., 2011).

In reviewing previous autism research specifically for this project, several
methodological issues were identified which could serve to limit the extent to which
findings might usefully contribute to the understanding of autistic pupils’ experiences
of school. Limitations included the use of retrospective surveys by some researchers
(e.g. Bolic-Baric et al., 2016; Church et al., 2000; Fisher and Taylor, 2016), in which
autistic adults have been asked to recall their past school experiences. Not only are
problems understood to exist with retrospective recall (Bradburn, Rips and Shevell,

1987; Maughan and Rutter, 1997), but, as the UK education system has been
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through a period of significant change in relation to SEND legislation and practice
(DfE, 2014b; DfE and DoH, 2015), retrospective accounts might not reliably inform

understanding of how it is to be an autistic pupil in the current UK education system.

In other studies, rather than engaging pupils in interviews, which would have
enabled their views and perspectives to be heard, researchers have relied
exclusively on the use of self-report scales (e.g. Mandy et al., 2016). This necessarily
restricted the data available for analysis and thus the scope of any research

conclusions.

The conclusions of studies which have engaged single or few participants (e.g.
Ashburner et al., 2013; Harrington et al., 2013; Kasari and Smith, 2013; Machalicek
et al., 2008; Smith et al., 2007) are similarly restricted, as they report findings that
cannot be considered to reflect the views and/or experiences of the wider autistic
pupil population. Whilst the heterogeneity of the autistic population (Attwood, 2008;
Beardon, 2012) will inevitably mean that findings from group studies must always be

considered with caution, single case studies make extrapolation impossible.

Some methodological decisions about engagement with autistic pupils were
found to have been guided by assumptions based on the categorical diagnostic
features of autism (e.g. Harrington et al., 2013). This could have served to potentially
limit participants’ contributions, whilst collaboration with participants, around the

methods of engagement best suited to their communicative style (e.g. Davis et al.,
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2012; Hampton and Fletcher-Watson, 2016; Nicolaidis, 2015), might have elicited

different results.

A lack of focus, in some studies, on external factors within the learning
environment and the potential these have to impact on academic success (e.g. Keen
et al., 2016), suggested that the researchers involved considered the explanation for
academic failure to be situated within the pupil (i.e. attributable to internal factors)
and that the aim of intervention is to change autistic pupils rather than the system
within which they are taught (Waltz, 2007). Such research, that follows a normalising
agenda (Milton and Lyte, 2012), fails to consider the external influence of the school
environment and people within it and thus cannot provide the full picture of an autistic
school experience (Beardon, 2017a). In other research, the focus has been on
objective rather than subjective indicators of success (e.g. Burgess and Gutstein,
2007; Gibson and Kendall, 2010; Reed et al., 2012), which are not necessarily
aligned with the priorities for intervention of autistic pupils and their families

(Elsabbagh et al., 2014; Lewis and Norwich 2005; Pellicano et al., 2014).

Criticism from several researchers (e.g. Burgess and Gutstein, 2007; Howlin
et al., 2007; Kasari and Smith, 2013; Weisz et al., 2005) has been levelled at autism
research conducted outside the real-world school environment, as it is necessarily
more difficult to establish the efficacy of the evaluated interventions in practice

(Elsabbagh et al., 2014; Waltz, 2007).
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Much autism education research has been carried out outside the UK within
a different education system context (e.g. Ashburner et al., 2010; Falkmer et al.,
2012; Magiati et al. 2016; Robertson et al., 2003). Whilst these studies contribute to
an understanding of issues such as pupil-teacher relationships and environmental
stressors, their findings might have little bearing on the day-to-day experiences of
mainstreamed autistic pupils in this country and the changes that need to be

implemented to improve their educational outcomes.

The combined effect of the methodological limitations and restricted foci of
previous autism education studies, and the dearth of intervention-in-practice and
participatory, participant voice-led research, means that, whilst it is generally
understood that autistic pupils are more vulnerable to negative educational
outcomes than their non-autistic peers (Charman et al., 2011; House of Commons
Education and Skills Committee, 2006; Morewood, Humphrey and Symes, 2011),
teaching practices which successfully address this inequality of outcome have yet to
be established (Emam and Farrell, 2009; Witmer and Ferreri, 2014; Sprotson et al.,

2017).

To date, few researchers (e.g. Moran, 1996; 2001; Williams and Hanke, 2007)
report having utilised methods that facilitated genuine engagement with autistic
pupils. Based in Personal Construct Psychology (Kelly, 1955, cited in Moran, 2006),
and described as a process of assessment that can be used with autistic children
who have sufficient verbal skills to have a conversation (ibid), the ‘Draw your Ideal

Self’ (Moran, 1996; 2001) and ‘Draw your Ideal School’ (Williams and Hanke, 2007),
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have been employed to enable autistic pupils to share their desires for their own
personal development, and to advocate for types of intervention and/or provision
that they might positively respond to. The reported success of these techniques
(Moran, 2012), as methods of eliciting the autistic pupil voice, and thus the potential
of using similar materials in this project to identify specific teaching practices that
might better target individual pupil’s priorities (Ravet, 2011; Sarrett, 2012), led me to
develop an ‘ldeal Teacher’ pro-forma (described in more detail in the Methods
section). This was used as a tool to facilitate the communication of pupils’ personal
constructions of the things their teachers do or do not do in the classroom that they

do or do not like.

It is widely accepted that more information is needed to fill the gap in
understanding how autistic learners actually experience school, and how barriers to
their successful inclusion can be overcome (Dockrell and Lindsay 2011; Parsons et
al., 2013; Pellicano, Dinsmore and Charman, 2014; Preece and Jordan, 2010;
Sprotson et al., 2017). This is essentially what the FAMe™ Project research set out

to achieve.

v. The FAMe ™ Project - brid ging the gaps

The purpose of the FAMe™ Project investigations was to gain a better
understanding of autistic school experiences, and to identify good autism-related
teaching practice and autism friendly learning environments. Through the easily

accessible dissemination of this information to teachers via the FAMe™ System, the
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overall project ambition was to facilitate positive impact on the educational

experiences and outcomes of autistic pupils.

This goal is aligned with a key future priority for the Department of Health,
identified by the National Autism Project (NAP). In their most recent report (NAP,
2018) it is suggested that ‘generalist autism awareness courses do not provide the
level of practical understanding required for meaningful impact’ (p.2). They advocate
for more effective training, which focuses on the practical, realistic elements of living
with autism, to support and upskill professionals working with autistic people. The
recommendation is that this training should have autistic people involved in its design,

content and delivery (ibid).

The FAMe™ System (designed by an autistic person) to offer teachers easy
access to specific information (‘content’) provided by individual autistic pupils about
any desired adjustments to curricula, classroom environments and pedagogy
(Ashburner et al., 2010; Bolic-Baric et al., 2016; Sarrett, 2012), has the potential to
fulfil this NAP professional training recommendation and facilitate ‘meaningful impact’

on the lives of the autistic pupil population.

a) FAMe™ meeting the needs of autistic pupils

Many educational interventions put in place to support autistic pupils are
related to the categorical diagnosis of autism, rather than the needs of the individual

concerned, and thus assume the presence of a set of characteristics that may or
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may not be experienced as problematic (Sarrett, 2012). This continues despite the
suggestion that mainstreamed autistic pupils are fully capable of identifying and
expressing their own accessibility concerns (Pivik, Mccomas and Laflamme, 2002)
and should be allowed and encouraged to participate in evaluating their educational
environments (Goode, 2007; Humphrey and Lewis, 2008; Mortier et al., 2011; Sciutto
et al., 2012). These pupils should be enabled to articulate what needs to be provided
that is currently not being offered (Bolic-Baric et al., 2016; Parsons et al., 2009; Seale,
Nind and Parsons, 2014; Reed et al., 2012; Simpson et al., 2007) that will better
enable them to meet their academic potential when taught in mainstream schools
(Fleury et al., 2014; Keen et al., 2016), whilst at the same time protecting their mental
health (Barnes and Harrison, 2017; Fleury et al.,, 2014; Pellicano et al., 2014;

Sprotson et al., 2017) and self-esteem (Gibson and Kendall, 2010).

Informed by the materials used in previous research (Moran, 1996; 2001;
Williams and Hanke, 2007), which enabled the articulation of autistic voice, and by
attending to pupils’ interaction and communication preferences, the FAMe™ Project
methods are expected to facilitate a move beyond responding to what
researchers/practitioners think these learners are experiencing, to establishing what
is actually happening at school and how it impacts them (Fisher and Taylor, 2016).
Allowing autistic pupils’ day-to-day experiences, rather than researcher or
practitioner ideology, to be the guide for intervention (Ravet, 2011; Sarrett, 2012)
creates the potential to target the priorities of the pupils themselves and thus to
reduce negative outcomes. The third research question was posed to guide my

investigation of whether this could be achieved, i.e.:
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When engaging autistic pupils in research focusing on their experiences of

school:

a) What can be learnt about autism/autistic pupils’ school support needs from

their descriptions of their school experiences?

b) Are autistic pupils able to identify and communicate examples of positive
and/or negative classroom experiences and, if so, how can these be used

to inform teaching practice?

b) FAMe™ meeting the needs of teachers teaching autistic

pupils

It has been reported that many teachers lack confidence in their ability to
teach and meet the learning support needs of the autistic pupils in their classrooms
(NASUWT, 2013), and have repeatedly requested more accurate and accessible
information to help them to improve their autism-related practice (Miller, 2002;
Wilkinson and Twist, 2010). However, despite various government training initiatives
(AET, 2009; 2011; 2017; DCSF, 2009), teachers still report their autism knowledge
to be inadequate and maintain that their training needs, in relation to good autism-

related teaching practice, remain unmet (AaA, 2017; NAS, 2016a).
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Due to the heterogeneity of the pupil population (Beardon, 2012; Beardon and
Worton, 2011; Fleury et al., 2014; Rosqvist, 2012; Sarrett, 2012) it is suggested that
continuing the attempt to identify a ‘best treatment’ for autism in education is
‘ultimately futile’ (Schreibman, 2007, p.251) and that the provision of generic autism
information is unhelpful (Leatherland and Beardon, 2016; Ravet, 2011; Singh and
Elsabbagh, 2014). Instead it has been suggested that future research efforts should
focus on the development of methods to obtain accurate information about the needs
of autistic learners and convey it to teachers in a manner that is accessible and
useful (Cooper et al., 2015; Parsons et al., 2013; Weisz et al., 2005). This should
better enable teachers to improve their evidence-based practice (Elsabbagh et al.,
2014; Waltz, 2007), and thus have a positive impact on pupil outcomes (Batten et
al., 2006; Charman et al., 2011; Brewin et al., 2008; Macbeath et al., 2006; Starr and

Foy, 2012; Whitaker, 2007).

The FAMe™ System was specifically designed to provide teachers with the
accessible, individualised, pupil-specific information they have been asking for
(Miller, 2002; Wilkinson and Twist, 2010). The fourth research question was posed
to establish whether, through doing so, the desired impact of the FAMe™ System,

on teaching practice and pupil outcomes, was achieved.

When information about individual autistic pupils’ support needs is made easily

accessible to their teachers:
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a) In what way does teacher behaviour/practice towards individual autistic

pupils change?

b) What impact is there on autistic pupils’ educational experiences and

quality of life related outcomes?

Collaborative models of working, between teachers and researchers
(Parsons and Kasari, 2013), which provide the opportunity for teachers to offer
feedback (Parsons et al., 2013; Stahmer et al., 2012), including during the design
phase of an educational intervention (ladarola et al., 2015), have been shown to
improve its subsequent effectiveness, adoption and sustainability compared to more

researcher-led approaches (ibid; Kelleher et al., 2008).

With this in mind, teachers were consulted during the FAMe™ System design
process, and their feedback used to ensure the best compatibility of fit with their
working practices. For example, it was important to consider the ever-increasing
curriculum demands made on teachers and the contexts within which they work
(Parsons et al., 2013), to ensure that they did not simply regard the FAMe™ System
as another competing burden (Starr and Foy, 2012). It was hoped that by evaluating
the FAMe™ System in its ‘real-world’ context (school) from the beginning (Weisz,
2000, p.645), findings of this research will go some way towards lessening the gap
which currently exists between research and its practical implementation (Kasari and

Smith, 2013).
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Chapter Summary

In this chapter | have presented a critical overview of the literature which
informed my understanding of the research problem and the development of the four
research questions. Current diagnostic criteria definitions and descriptors of autism
have been outlined and problematic features of these discussed. A critical synopsis
of the five cognitive autism theories identified for investigation, together with the
justification for their selection, has been provided. Challenges faced by autistic pupils
and by the teachers tasked with facilitating their successful inclusion within the

current UK education system, were highlighted and explained.

Contributions to knowledge, in the under-researched area of autistic lived-
experience, and in relation to the efficacy of the diagnostic criteria and autism theory
to facilitate the understanding of autism, are expected and have been outlined in this
review. The potential positive impact of FAMe™ System use, on the participating
autistic pupils’ educational experiences, and on their teachers’ confidence in and
ability to meet their pupils’ classroom needs, was discussed with reference to those
features of the current educational environment which are understood to increase
this pupil groups’ vulnerability to negative outcomes. Furthermore, | have suggested
that, if successful, future adoption of the FAMe™ System in other schools could have
a significant positive impact on the lives of the autistic pupil population, their families

and wider society.
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In the following chapter | present: my researcher positionality; methodological
assumptions and decisions; the methods selected; and the project materials chosen
and/or developed, in order that | might reliably answer the four research questions.
FAMe™ System design and development are explained, and the different data
analysis techniques used are specified and justified. Ethical issues, inherent to each
stage of the project, are identified and the measures taken, to ensure that my
responsibilities as a researcher working with a vulnerable population were met, are

described.
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Chapter Three: Methodology

Methods and Ethics
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Overview

This research project aims to facilitate a better understanding of the school
experiences of mainstreamed secondary-age autistic pupils and, by relating these
to the diagnostic criteria for autism and cognitive autism theory, contribute to the

understanding of autism itself.

The project involved three mainstream secondary schools into which a new
system (FAMe™), designed to improve teachers’ knowledge of their individual
autistic pupils’ learning and classroom-support needs, was introduced. A mixed
methods research approach was taken, employing inductive and deductive thematic
analysis (Boyatzis, 1998; Crabtree and Miller, 1999; Elo and Kyngas, 2008) to
qualitatively explore autistic pupils’ pre-FAMe™ interview data for evidence of how
features of autism, the classroom environment, and teaching practice impacted on
their school experiences. Analysis of quantitative and qualitative data, collected
using: repeated-measures pupil self-report scales; pre- and post-FAMe™ pupil
interviews; and teacher/SENDCO surveys, was undertaken to evaluate the
effectiveness of the FAMe™ System at improving pupils’ school experiences and
reducing their negative outcomes, and to explore the different participant groups’

perceptions of its efficacy.

It was essential, through engagement with research methodology literature,
to ensure that a mixed methods approach to this project was justified, and that the

philosophical assumptions which underpin it were understood (Carter and Little,
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2007). As there exists a level of contention amongst researchers surrounding
paradigm use/usefulness (Biesta, 2010; Cameron, 2011; Hall, 2013; Mertens, 2012;
Morgan, 2007; Shannon-Baker, 2016), it was of paramount importance that the
paradigm upon which this research proposal and design was based was ‘fully
understood and made explicit in the research itself’ (Cameron, 2011, p.100). This
section therefore details and substantiates the methodological decisions taken and
includes a definition of my researcher positionality and how | came to identify myself

as a pragmatist researcher.

Paradigms and Pragmatism

Within social science studies, the consensual set of beliefs and practices that
guide a research field is typically referred to as a ‘paradigm’. This term, used as a
way to summarise researchers’ beliefs about their efforts to create knowledge
(Morgan, 2007), was made popular, by Thomas Kuhn in his work, ‘The Structure of

Scientific Revolutions’ (1962; 1996) (Morgan, 2007, p.50).

Over the last 50 years, proponents of qualitative and quantitative research
methodologies have been competing in what are known as the ‘paradigm wars’
(Clegg, 2005; Denscombe, 2008; Gage, 1989; Jones and Kennedy, 2011), the key
issues of which concern epistemological and ontological assumptions about what
constitutes knowledge and truth. These issues are fundamental to the arguments of
‘incompatibilists’, who remain critical of ‘paradigm pluralism’ (Tashakkori and Teddlie,

2012, p.779).
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Set against the back-drop of these ‘wars’, the mixed methods approach
emerged as a third methodological movement (Johnson and Onwuegbuzie, 2004;

Teddlie and Tashakkori, 2003).

I. Mixed Methods

Although ‘the precise definition of a mixed methods approach remains a
contested area’ (Cameron, 2011, p.96) with ongoing philosophical arguments
regarding its justification (Hall, 2013; Morgan, 2007), it has evolved to the point
where it is ‘a separate methodological orientation with its own worldview, vocabulary,
and techniques’ (Tashakkori and Teddlie, 2003, cited in Denscombe, 2008, p.271),
with research that shares the common characteristic of ‘methodological eclecticism’

(Tashakkori and Teddlie, 2012, p.777).

This approach has been described as a ‘viable alternative’ for social
researchers (Denscombe, 2008, p.270) who employ a pluralist approach to thinking
about research problems (Jones and Kennedy, 2011). It is frequently underpinned
by the philosophical assumptions of pragmatism (Creswell and Plano Clark, 2011;
Morgan, 2007) although other philosophical orientations are also represented, in
what has been described as a ‘big tent’ of mixed methods research (Tashakkori and
Teddlie, 2012, p.779), typically: transformative-emancipation; dialectics; and critical
realism (Shannon-Baker, 2016, p.320). The latter has, however, also been described
as a ‘theoretical perspective’ and is not often used in mixed methods (Creswell and
Plano Clark, 2011, p.45; Hall, 2013).
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A dialectic approach, which promotes the mixing of paradigms, in order to
gain insights from multiple perspectives (Shannon-Baker, 2016), was initially
considered for this project, as it was recognised that the research goals were
reflected in elements of more than one paradigmatic perspective, i.e. it had potential
to be understood through a transformative-emancipatory and/or pragmatist
framework. However, as the dialectic approach has faced criticism for lacking clarity
around which paradigms can be mixed and how their philosophical ‘incompatibilities’
can be overcome (Hall, 2013), | decided to focus my attention on the single paradigm
options for combining qualitative and quantitative methods. | was keen to determine
whether my epistemological and ontological beliefs connect me to the dominant
philosophical partner for the mixed methods approach, i.e. pragmatism (Denscombe,
2008), or whether they are better reflected by one of the other ‘big tent’ mixed
methods research orientations (Tashakkori and Teddlie, 2012, p.779), such as the
transformative-emancipatory approach, often adopted by researchers working with
marginalised populations (Hall, 2013; Mertens, 2010). The following section provides
an overview of these two paradigmatic approaches and offers an explanation of how

| came to understand my position as a pragmatist researcher.

a) The transformative -emancipatory paradigm

The transformative-emancipatory paradigm, proposed by Mertens (2003;
2010), focuses on social justice (Creswell, 2013a; Mertens, 2003) and
places central importance on the lives and experiences of marginalised groups (Hall,

2013). It was therefore identified as a paradigm to which the aspirations of this
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research were closely aligned (Creswell, 2013a; Mertens, 2007; 2010; 2012;
Shannon-Baker, 2016), i.e. to attend to and use the voices of autistic individuals,
who are traditionally excluded from the process of knowledge production (Beresford
et al., 2004, Milton, 2014; Milton et al., 2014; Saggers, Yoon-Suk and Mercer, 2011),
to effect positive change on their experiences (Mertens, 2007). In addition, other
transformative concerns, such as the appropriate use of communication and
adopting ‘culturally sensitive’ ways to collect data (Mertens, 2012; Shannon-Baker,
2016) are inherent to good autism and ethical practice (NAS, 2016b; British
Educational Research Association (BERA), 2011), and had therefore been, and
would continue to be, attended to during the design and data collection stages of

this project.

Having ascertained a ‘good fit' between my own values and transformative
research principles, a practice apparently typical of researchers, who tend to locate
themselves within their ‘preferred paradigm’, that best fits their ‘personal history’
(Denzin, 2008, p.322, cited in Tashakkori and Teddlie, 2012, p.779), it was important
to establish whether my methodological decisions and assumptions, and the
practicalities of the potential methods to be used in this research project, could also

be justified in relation to transformative-emancipatory criteria.

As an autistic researcher, and therefore a member of my research participant
‘community’, it could be argued that this project met the transformative criteria for
involving community members throughout the research process (Canales, 2013).

However, as the participant population were autistic pupils, immersed in an
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education system that has undergone many changes since | was at school, and
because the autistic community itself is so diverse, it would be wrong for me to make
claims of ‘cultural competency’ (Mertens, 2012). | might intuitively possess a greater
degree of insight (than a non-autistic researcher) into what it is to be autistic, but |
cannot claim to be able to represent the views and wishes of the heterogeneous
population of autistic pupils (Attwood, 2008; Beardon, 2012; Beardon and Worton,
2011; Rosqvist, 2012), none of whom were to be afforded the opportunity to be
actively involved (Shannon-Baker, 2016) in the research design, analysis or

dissemination stages of this project.

In addition, this research study also explored the perspective of teachers,
whose community | made no attempt to immerse myself in, and whose subjective
realities were not expected to be accurately represented, other than with regard to
their experiences of teaching autistic pupils and their use of the FAMe™ System,

and, even then, only in relation to the particular questions asked of them.

Examination of power relationships and the historical and educational
contexts into which the FAMe™ System was to be implemented would also be
essential, if this research were to meet transformative-emancipatory requirements
(Creswell, 2013a; Mertens, 2012), but this was outside the scope of the project. It
was therefore accepted that, despite its goals being aligned with transformative-
emancipatory ideology, the research methods to be used in the FAMe™ project,
which would necessarily be constrained by its participant population and the context

in which it was situated, would make transformative-emancipatory practice (Mertens,
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2010; Shannon-Baker, 2016) unachievable. Nevertheless, transformative
expectations of the FAMe™ Project research outcomes continued to be held and

aspired to.

b. Pragmatism

Pragmatism is positioned towards ‘solving practical problems in the real world’
(Feilzer, 2010, p.8) and, like transformative-emancipatory research, takes an
explicitly value-oriented approach, in which there is ‘agreement about the
importance of many (culturally derived) values and desired ends’ (Johnson and
Onwuegbuzie, 2004, p.16). The aims of the FAMe™ project were naturally aligned
with specific research goals cited by these authors as examples of ‘desired ends’
(p.17) which can be achieved through pragmatist research, i.e.: ‘finding effective
teaching techniques for different kinds of students’; ‘helping to reduce discrimination
in society’; and ‘attempting to eliminate or reduce [the effects of] mental, learning,

and other disabilities’.

However, having already established that, despite the goals of this project
being reflected in the transformative agenda, the research approach did not fit
transformative criteria, it was important to understand whether, having identified that
the research aims were ‘typical’ of pragmatist work (Johnson and Onwuegbuzie,
2004, p.17), a methodological approach situated in pragmatist philosophy could
effectively answer the research questions. To this end, literature relating to the

concept of paradigm, and specifically to pragmatism, was explored in more detail.
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li. Conceptualising a paradigm

Morgan (2007; 2014) suggests that different versions of ‘paradigm’ can be
distinguished in terms of the generality of the underlying belief system which is
shared, and, in his persuasive text, ‘Paradigms Lost and Pragmatism Regained’
(2007), calls for a move away from traditional ‘epistemological stance’ taking in the

social sciences, in favour of the adoption of pragmatism as the dominant paradigm.

Using Kuhn’s work (1962; 1970, p.176-183) as a foundation, Morgan
described four versions of the paradigm concept, which he understood to be ‘nested
within one another’ (Morgan, 2007, p.56), in what | visualise as a ‘hierarchy of
paradigm belief specificity’ (see Fig.1 below). My hierarchy conveys no relative value
or status to Morgan’s different versions of the paradigm concept, but rather it
represents the way the belief system referred to in each is narrower and more
specifically defined than the one into which it is ‘nested’ (ibid, p.56). Creating this
visual representation helped me to make sense of the abstract concepts involved in
paradigm literature, and to locate where my own paradigmatic position fitted into the
hierarchy. According to Morgan’s argument, by identifying and clarifying the
version/level of paradigm being adopted, a claim to pragmatism as the paradigm

within which the FAMe™ Project was located could be justified.
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Figure 1.

The hierarchy of paradigm belief specificity

# Shared Beliefs in a b

Adapted from Morgan’s four versions of a paradigm concept (2007, p.56).

What follows is a brief summary of Morgan’s four versions of paradigm. | have
included my understanding of pragmatism, and how the FAMe™ project was aligned
to its underlying philosophy, when describing the third version/level of specificity,
adopting the position that, given certain beliefs about the world, a paradigm can be
used as a ‘guide’ to ground research (Shannon-Baker, 2016, p.321). This enabled
me to frame my approach to the research problem and determine how it should be

addressed.
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() An all-encompassing worldview

According to Morgan (2007)°, in its broadest version the term ‘paradigm’ is
used synonymously with ‘worldview’ and refers to: ‘our all-encompassing ways of
experiencing and thinking about the world, including beliefs about morals, values,
and aesthetics’ (p.51); shared understandings of reality (Rossman and Rallis, 2003);
‘a worldview, together with the various philosophical assumptions associated with
that point of view' (Teddlie and Tashakkori, 2009, p.84); and the basic set of

assumptions that guide a researcher’s inquiry (Creswell, 2013b; Lincoln, 1990).

It has been claimed (Lincoln, 1990) that worldviews have such pervasive
effects that they permeate every aspect of research inquiry, influencing everything,
including the topics researchers choose to study and how they choose to study them.
According to these authors, worldviews consist of stances adopted on ontology,
epistemology, axiology, and methodology (Hall, 2013). Teddlie and Tashakkori
(2009) and Creswell and Plano Clark (2011) both identify pragmatism as a paradigm
at the worldview level (Hall, 2013), unlike Morgan (2007) who locates pragmatism
within his preferred definition of paradigm, i.e. shared beliefs amongst a community

of researchers (Hall, 2013; Morgan, 2007; 2014).

9 Page numbers with no further reference details refer to this article
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(i) Epistemological stance

At the next level, the ‘epistemological stance’ version of paradigm, also
termed the ‘metaphysical paradigm’ (p.59), concentrates on shared beliefs about the
philosophy of knowledge, which includes the concepts of ontology (the nature of
reality); epistemology (the justification and nature of knowledge); and methodology
(the nature of generating knowledge). Distinct ‘higher level belief systems’ and
assumptions (Denscombe, 2008, p.275), about the nature of knowledge and the
appropriate ways of producing such knowledge, are understood to influence how
research questions are asked and answered. A visual model, borrowed from Carter
and Little (2007), is used here to illustrate the top-down interrelationship between
epistemology, methodology and methods, central to paradigms at this level of the

hierarchy (Fig. 2).

Figure 2.

The simple relationship between epistemology, methodology and method

From Carter and Little (2007, p.1319)
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This metaphysical version is generally accepted to be the most widely used
definition of paradigm in social science methodology literature, within which
post/positivism, a paradigm associated with the use of quantitative research
methods, and constructivism/interpretivism, associated with qualitative research, are
mutually exclusive concepts from an ontological perspective (Clegg, 2005;

Denscombe, 2008; Morgan, 2007; 2014).

Adopting a firm ‘epistemological stance’ paradigm, makes the philosophical
justification of mixed methods research problematic, as qualitative and quantitative
methods are ‘rooted in different paradigmatic assumptions’ (p.65) understood to be
incommensurable (p.60, citing Kuhn, 1962; 1996). | consider Hall (2013) to be
locating pragmatism at this paradigmatic level when he suggests its philosophy is an

inappropriate justification for mixed methods research.

(i) Shared be liefs

The next level of specificity is the version of paradigms as ‘shared beliefs
within a community of researchers who share a consensus about which questions
are most meaningful and which procedures are most appropriate for answering
those questions’ (p.55), and is the version said to be favoured by Kuhn himself (p.74,
citing Kuhn, 1970; 1974). This concept of a research paradigm described by Morgan
is ‘markedly different from the notion of paradigms linked to overarching grand
epistemological paradigms’ (Denscombe, 2008, p.277). It is mirrored by

Denscombe’s Communities of Practice paradigm (2008), proposed to accommodate
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the variations and inconsistencies within mixed methods approaches and to be
‘sufficiently flexible, permeable and multi-layered to reflect the reality of social

research in the 21st century’ (ibid., p.271).

Both Denscombe (2008) and Morgan (2007) suggest that at this level of
understanding the paradigm concept, methodological choice is not constrained by
metaphysical principles. Instead, methods can be chosen in terms of their practical
value for dealing with a specific research problem. This is ‘consistent with the
pragmatist underpinnings of the mixed methods approach’ (Denscombe, 2008,
p.270), in which it is accepted, philosophically, that there are singular and multiple
realities that are open to empirical inquiry and research is orientated toward solving
practical problems in the ‘real world’ (Creswell and Plano Clark, 2011, p.20-28). The
FAMe™ Project was located within this concept of paradigm with a methodological
approach that was consistent with the philosophical foundations of pragmatism when

identified at this level (see below).

The FAMe™ Project located in the pragmatist paradigm

‘Pragmatism presents a coherent philosophy that goes well beyond “what
works”.” (Morgan, 2014, p.1051). Based on the work of John Dewey, pragmatism
points to the importance of joining beliefs and actions in a process of inquiry that
underlies any search for knowledge (Denzin, 2010). It adopts a pluralist attitude

(Goles and Hirschheim, 1999) and uses the methods and method combinations that

work best in relation to the research goals. With a focus on research questions and
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research consequences (Creswell and Plano Clark, 2011; Miller, 2006; Tashakkori
and Teddlie, 1998), rather than framing research around commitments to an abstract
set of philosophical beliefs, pragmatism, when defined at this level, concentrates on
such questions as: ‘How do researchers make choices about the way they do
research?’; ‘Why do they make the choices they do?’; and, ‘What is the impact of
making one set of choices rather than another?’ (Morgan, 2014, p.1051-52). These
issues were considered when outlining my research position and are referred to

throughout the ethics and methods sections.

Three important imperatives of pragmatism, taken from ‘the philosophers who
had the most influence’ (p.68), are that: knowledge should make a difference in
action (Dewey, 1931); data are generated through and used in both assessment and
intervention (Mead, 1938); and research entails concrete inquiry into experience
(James, 1907). My fundamental commitment, to engage in research: that has the
potential to be of practical, real-time, real-world benefit to the population with whom
| am researching; which, in this project, involved evaluating a system (not an
intervention in psychosocial terms (Chown, 2017) but an intervention into the life
path of the pupils involved); and concentrating on the lived-experiences of pupils,
means that I, and therefore the FAMe™ Project, are aligned at a philosophical level,
with these pragmatist requirements. Goldkuhl’'s description of pragmatist research
states that:

Epistemologically, there is a general aim for prospective and

prescriptive  knowledge. = Methodologically,  exploration and

experimentation in the world are applied in order to generate change

and new knowledge. Ontologically, there is an empirical focus on
actions, artefacts and actors. (2012, p.15).
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The FAMe™ Project met all three of these philosophical assumptions, as
essentially the aim was to create knowledge to be used to bring about change
through action, using an artefact (the FAMe™ System) to be experienced by actors

(teachers and pupils).

It has been suggested (Goldkuhl, 2012; Hall, 2013; Morgan, 2007; Shannon-
Baker, 2016) that pragmatist research should be both meaningful as a local
improvement (i.e. the aim of the FAMe™ System in schools), and instrumental in
creating knowledge that may be useful for more general practices (i.e. the potential
extended use of FAMe™ System in further and higher education, and of the project
to contribute to the understanding of autism and its impact on individuals). Goldkuhl
states that the very idea of functional pragmatism (a term he uses for the type of
pragmatism used in action research) is to ‘be helpful to the world’ (2012, p.10). If |
were asked to articulate the one fundamental aspect of my overarching worldview,
the very reason | want to do research, ‘to be helpful to the world’ would be an

accurate summation.

Questions about the connection between ethics and epistemology were a
long-standing concern for James, Dewey, and Mead (Morgan, 2007, p.72), and
‘pragmatism has some important things to offer...in helping mixed methods
researchers to ask better and more precise questions about the philosophical
implications and justifications of their designs’ (Biesta, 2010, p.114, cited in
Cameron, 2011, p.102). Morgan argues that within the paradigm of pragmatism

there exists a ‘more direct connection to those [ethical] issues’, than between
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axiology and the core elements from the philosophy of knowledge, stating that, ‘a
pragmatic approach reminds us that our values and our politics are always a part of
who we are and how we act’ (2007, p.72). The relevance of epistemological issues,
and other concepts from the philosophy of knowledge, are not ignored but, rather
than privileging ontological assumptions in a ‘top-down’ approach, pragmatists
attempt to connect abstract epistemological issues to the mechanics of their

research methods using ‘bottom-up’ thinking (see Fig.1, p. 97, this chapter).

As the primary focus of pragmatism is on: the problem to be researched
(rather than metaphysical principles); adopting the appropriate research methods to
answer the research questions; and the consequences of the research (Feilzer,
2010), the abstract pursuit of knowledge through inquiry, central to the metaphysical
approach (Denscombe, 2008), is superseded by an attempt to gain knowledge in the
pursuit of desired ends (Morgan, 2014). This pragmatist position fits with that
endorsed by authors concerned with ethical practices in research involving children,
in which: the choice of appropriate methodology is deemed ‘crucial’ to ensure ethical
rigour (Kellett, 2005); researchers should only ask questions which are worth asking
(according to the participants); and only use research methods that answer the
guestions effectively (Thomas and O’Kane, 1998). It is also aligned with those who
advocate that any research involving autistic participants must have ‘desired ends’
(Johnson and Onwuegbuzie, 2004, p.16; Morgan, 2014) that meet the priorities of
the autistic population (Chown et al., 2017; Pellicano et al., 2014), members of which

should be actively involved in the research process (Milton and Bracher, 2013).
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Central to any pragmatic approach is an emphasis on processes of
communication and shared meaning (Cameron, 2011; Morgan, 2007; Hall, 2013).
Morgan argues that, as pragmatist researchers, ‘we need to achieve a sufficient
degree of mutual understanding with not only the people who participate in our
research but also the colleagues who read and review the products of our research’
(p.74). 1 found the neatness of fit, between this central aspect of pragmatism and the
aims of the FAMe™ System, i.e. to promote ‘shared meanings’ and ‘mutual

understanding’ between autistic pupils and their teachers, extremely satisfying.

Parallels were also identified between the emphasis on communication in
pragmatism and the interview methods used in this project, in which attending to and
accommodating different communication preferences and styles was key to
establishing ‘mutual understanding’ between myself and the participating pupils. It
also connects well with the double-empathy problem, proposed by Milton (2012),
and also known as a shared difficulty in cross-neurological theory of mind between
autistic and non-autistic individuals (Beardon, 2008b), in which potential exists for a
mutual misunderstanding of how it is to be the other. A recommendation for the
development of a greater level of ‘shared meaning’, between the autistic and non-
autistic populations, is made by both authors. The discovery that a core tenet of my
methodological approach was reflected in the project methods and aims, provided
my first insight into what it might mean to locate one’s methods and oneself within a

paradigm.
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The research approach, and bottom-up thinking style, used to connect the
research methods to my philosophical position, was therefore justified by my
identifying as a pragmatist researcher. Rather than focusing on abstract
metaphysical concepts, by taking a pragmatic approach to this research it was
appropriate to direct attention to investigating the factors that had the most impact
(my position as a researcher; as an autistic individual; and as a parent of autistic
children) on what | chose to study (autism) and how (i.e. the methods) | chose to do
so (Morgan, 2007). These factors are outlined in my researcher positionality and
methods sections. Ethical issues are discussed both within the methods section and

separately.

(iv) Exemplar of a research model

The most specific version of a paradigm discussed by Morgan (2007) is as a
‘model example’ for carrying out research in a given field. Here a research project is
often used as a case study giving a ‘paradigmatic example’ (p.56). The paradigm is
a framework for thinking about research design, measurement, analysis, and

personal involvement.

An example of a paradigm at this most specific level is the Draft Framework
for inclusive autism research (Chown et al., 2017), i.e. that which is both participatory
and emancipatory (Chown and Beardon, 2017, p.6), which builds on an earlier
‘structure’ for framing research within which, ‘the purpose of research and its

potential links to practice can be explored’ (ibid, p.6). The Draft Framework is based
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on two sets of emancipatory research principles for disability research (Oliver, 1997,
p.6 and Stone and Priestley, 1996, p.709-710). It is compatible with pragmatist
research principles and consistent with the draft Code of Practice for Researchers,
prepared by the Shaping Autism Research project (Hampton and Fletcher-Watson,

2016).

The following ‘general’ requirements’ are outlined:

X The autism community and/or a researcher with autism identifies and defines
the matter(s) requiring investigation or confirms the identification and
definition of the problem by others

X The social model of disability is at the heart of the project ethos

x Projects are either owned or jointly owned by representatives of the autism

community

x Research outcomes are focused on improving the lives of people with autism

(Chown et al., 2017, p.734).

The research undertaken within The FAMe™ Project reflects three of these

four ‘general’ requirements and the methods were consistent with the draft Code of

Practice (Hampton and Fletcher-Watson, 2016). However, the second proposed

requirement of the draft framework, i.e. for the social model of disability to be ‘at the
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heart of the project ethos’, was not met. This framework item was designed to ensure

that any project:

...Is based on a belief that the main reasons for autistic people not
being able to live a fulfilling life are the barriers placed in their way by
a non-autistic society, and that it is a societal responsibility to remove
these barriers, not put the blame for the difficulties faced by autistic
people on them as individuals.
(Chown et al., 2017, p.727).

Although | do not subscribe to strict social model thinking, my affiliation to the
bio-psychosocial approach to disability does not preclude me from sharing these
beliefs. In the draft framework article, it is argued that ‘there is little point in
researching autism unless the forces creating and sustaining the barriers to autistic
people living fulfilling lives are tackled’ (ibid, p.729). The aim of the FAMe™ System
is to reduce the negative experiences of school and barriers to learning faced by
autistic pupils through the promotion of teacher understanding and pedagogical
change. Thus, whilst not explicitly fulfilling the framework requirement of being
located within the social model of disability, the social model ethos is nevertheless
represented. | was therefore satisfied, and Dr Chown agreed (personal
communication, 17.01.2018), that the FAMe™ project sat comfortably within the
general requirements of the Draft Framework, which provides a ‘model example’
(Morgan, 2007, p.56) of ‘best practice’ for carrying out inclusive research in the field

of autism (Chown et al., 2017).

In addition to its general requirements, the Draft Framework also specifies

certain non-general requirements for inclusive research practice. Some of these are
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relevant only to research groups, rather than individual researchers and, as such,
this project does not meet them. Other requirements relate to funding bodies and
applications for funding, which were not necessary in this case. All of the non-general
requirements/principles of the Draft Framework, which relate to: design; methods;
participants; and data, and that are relevant to single researcher projects, were met

by the FAMe™ Project.

Another example of the ‘exemplar of a research model’ version of paradigm
(Morgan, 2007), which provides a framework for thinking about research design,
measurement, analysis, and personal involvement, is provided in a chapter
contributed to the latest Encyclopedia of Autism Spectrum Disorders, (Volkmar (ed.)
2017). Here, Chown and Beardon identify a list of questions for researchers to
consider, in order to ascertain the purpose and potential impact of their work. Whilst
these authors do not claim that there are types of implicitly ‘good’ and ‘bad’ research,
their questions have been devised to encourage researchers to reflect on whether
their projects meet the priority criteria outlined by the autistic community (Pellicano
et al., 2014), and/or are likely to inform autism practice. Their questions, with my

brief responses reflecting the FAMe™ Project, are shown below:

1. Does the research engage directly with the autism community?

Yes

2. Does the research engage with autistic individuals as 'subjects'
or as co -researchers? Participatory-styled practice is utilised when
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possible and the pupils are positioned as ‘experts’ to be worked with

(rather than ‘subjects’ of study).

. What potential impact might the research have on autistic

individuals? If the FAMe™ System is effective in achieving its aim,
autistic pupils will receive individualised support from their teachers
and/or teachers will stop doing the things in class which cause pupils
difficulties/stress. It is anticipated that this will have a positive impact
on the participating autistic pupils’ experiences of school and on their

psychological well-being.

. What impact might the research have on those associated w ith
autism (e.g., parents, carers, professionals)? Use of the FAMe™
System has the potential to increase teacher confidence in their ability
to meet the needs of their autistic pupils. In addition, any improvement
in school related quality of life for autistic pupils is likely to have a
knock-on beneficial impact on their parents/carers.

. Is the main purpose of the research to directly or indirectly
influence quality of life for the autistic population? To have a direct

positive impact.

. Does the research i ntend to establish new knowledge that can
influence practice that will have a positive influence within the
autism community? Yes, a greater understanding of autistic pupils’
experiences of school in general, and in particular of their priority areas
for additional in-class support, will be identified and used to inform

teaching practice.

. How might the research enable practitioners to develop better

practice? It has the potential to enable teachers to better understand
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their autistic pupils and to offer individualised support according to

pupils’ self-prioritised areas of difficulty.

8. How involved are autistic people in the aims of the research and
the project design? The project has been designed and every stage,
including the development of data collection materials, carried out by

an autistic researcher (me).

9. Does the research fulfil or acknowledge any criteria identified by
the autism community as needing investigation? Yes, to identify an
intervention that addresses the immediate real-world needs of autistic
individuals with the potential to enhance quality of life (Pellicano et al.,
2014).

Questions written by:

Chown and Beardon (2017, page number unobtainable).

| was able to identify that, as was the case for the non-general
requirements/principles of the Draft Framework (Chown, et al., 2017), the goal and
design of the FAMe™ project, and methods used throughout, had the potential to
satisfy each of the nine questions posed (Chown and Beardon, 2017). Therefore,
although the concept of paradigm used to frame this research was identified at the
level above this one (i.e. that of ‘shared beliefs), it is envisaged that the FAMe™
Project itself has the potential to become a ‘model example’ for carrying out research

with autistic pupils (Chown, personal communication, 18/04/2018).
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Researcher Positionality

Identifying myself as a pragmatist did not mean absolving myself of the
responsibility to consider my research positionality. Although this research did not sit
within the level of paradigm that privileges ‘metaphysical’ assumptions (Denscombe,
2008; Morgan, 2007), | was still required to reflect on how my own perspective
essentially influenced the research issues | prioritised and the methods | employed

to research them.

It was recognised that every choice | made, including, but by no means
exclusive to, my: use of autism terminology (e.g. autistic vs with autism; difference
vs disorder); the model-lens, through which | view autism (e.g. bio-psychosocial vs
medical vs social); and the research-field/paradigm-lens (e.g. education studies vs
disability studies), through which | locate issues of importance, are interrelated and
connected to my underlying values and belief systems, which in turn are related to
my experiences and understanding of the world (Takacs, 2002). It is important that
these underlying assumptions be made explicit in order that inherent biases can be

understood by those who wish to interpret my findings.

I.  Methodological assumptions

Methodological assumptions relate to the appropriate approach to systematic
inquiry (Mertens, 2007). Methodologically, choices were made in this project - that

went beyond the use of quantitative, qualitative, or mixed methods - about how to
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collect data that would inform me about the reality of autistic pupils’ school
experiences in such a way that | couOG IHHO FRQ¢{¢GHQW WKDW , KD
subjective reality. These ontological and epistemological choices were reflected
throughout the research approach. For example, when developing the recruitment
and interview materials, | took into account what other researchers have written
about the needs of autistic participants (Hampton and Fletcher-Watson, 2016;
Research Autism, 2015), and considered such issues as potential difficulties with
communication (Allen and Lewis, 2014), and anxiety created by the unknown (Sinha
et al., 2014), whilst making no assumptions about their preferred learning styles
(Chown, 2017). This led me to: present all project information to pupils through a
variety of media (Nicolaidis et al., 2015); introduce myself via email, photograph, and
video prior to the initial meeting (Hampton and Fletcher-Watson, 2016; NAS, 2016b);
and provide alternatives to face-to-face interviews (Davis et al., 2012). Further

discussion of these strategies is included in the methods and ethics sections.

The impact of my ontological and epistemological position on the choice of
methods is outlined below. A visual representation of how I understood interrelated
influences to have come together to form my methodological position was created
(Fig. 3). The funnel represents my methodological position, the contents of the funnel
are what | understand to be the ‘main basic ingredients’, and the resulting ‘output’ is
this research. Factors which contributed to/made up these ‘ingredients’ are attached
where | believe they have had the most effect but, due to the interrelationships

between the funnel contents: of personal identity; model-lens; and research
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field/paradigm, all contributory factors can be understood to have had some

influence on all of the main ingredients.

| recognise that the main ingredients themselves are subject to change, as |
learn and develop my thinking and have different experiences, and also that there
are many influencing factors missing, such as my gender, ethnicity, and social class,
which other researchers might argue are essential components of who | am, and
therefore of my research positionality. However, in line with pragmatist principles, |
constrained my consideration to those issues | believe to have had the ‘most impact’
(Morgan, 2007) on what I have chosen to study and the way | have chosen to study
it, whilst at the same time accepting that there will be ‘higher-level' influences

(Denscombe, 2008) which are not being attended to.

Figure 3.
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ii. Ontological assumptions

Ontology deals with realities that can only be known at a conceptual level
(Mertens, 2007). Autism is conceptualised variously as, amongst other things: a
psychiatric/mental disorder (classified in diagnostic manuals); a neurological
condition with an entirely biological basis (medical model thinking); a disability
created by societal attitudes and physical barriers (social model thinking); a set of
cognitive, perceptual, and sensory differences which are impacted by an individual’s
environment (bio-psychosocial model thinking); and as a ‘myth’, or label given to a
socially-constructed category, with no existence other than as a conglomeration of
unconnected behaviours (a view described but not endorsed by Chown and Beardon,

2017, p.5).

Evidence sought to enable a better understanding of autism includes that
from: psychological experimentation (e.g. tests exploring ‘deficits’ in ToM, EF and
CC); neurological investigation (e.g. functional brain imaging); genetic screening;
behavioural observation; and qualitative investigations of parental and practitioner,

and less frequently autistic individuals’, experiences and views.

As previously discussed, only a scant body of research exists in which
members of the autistic population have been engaged with to ascertain their views
about how it actually is to be autistic (Milton, 2014; Milton and Bracher, 2013; Milton
et al., 2014). In 2014, Pellicano et al. investigated the percentage of funding

allocated to different types of UK autism research projects over a three-year period,
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with the following results: biology, brain, and cognition (56%); treatment and
interventions (18%); causes (15%); diagnosis, symptoms, and behaviours (5%);
services (5%); societal issues (1%). The response of the autism community to this
was almost entirely negative (Chown and Beardon, 2017), with autistic adults
suggesting that the majority of autism research follows a non-autistic agenda, and
parents reflecting that it ‘fails to accurately reflect the reality of the lived experience

of autistic individuals’ (ibid, p.6).

My ontological understanding of autism, as a neurological difference affecting
an individual's social, cognitive and sensory experience of the world, has been
influenced by: my own and my children’s diagnosis and experiences; my post-
graduate study at an institution committed to the social model ethos; the writing of
autistic academics and autistic authors; and an ideological rejection of deficit-based
medical model thinking, in which the existence of societal effects on the autistic

experience is not acknowledged (Chown and Beardon, 2017).

I maintain that autism can only truly be understood through the type of
engagement with autistic individuals that enables their articulation of how it is to be
autistic. This position has necessarily influenced my approach to autism research,
which | believe should focus on meeting the priorities of the autistic population
(Pellicano et al., 2014), and the theories of autism | have chosen to explore for their
possible explanations of autistic experiences. | have no interest, for example, in
theories that prioritise cause or cure, neither of which, in my opinion, can offer

anything of use to autistic individuals and the difficulties they face day-to-day,
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although | recognise that others do not agree (e.g. Barnes and McCabe, 2012).
Instead | privilege those theories that aim to describe and promote the understanding
of autism (Chown, 2017, p.7), with explanations that have the potential to inspire

societal/environmental change.

For this research project, it was necessary for me to consider and justify what
evidence | would accept to demonstrate the existence of such concepts as pupil
mental [illlhealth (e.g. anxiety, depression, stress, low self-esteem), and the notions
of improvement and change. For example, | trusted that validated self-report
measures, designed to capture the thoughts and feelings understood by researchers
to be related to the concept of anxiety (e.g. Beck, Steer and Garbin, 1988; Kashani,
Orvaschel, & Kashani, 1990; Leyfer, Ruberg, and Woodruff-Borden, 2006), that had
previously been shown to provide reliable results within the autistic population
(Ichikawa et al., 2013; Mandy et al., 2016), would actually provide a reliable measure
of the anxiety levels of pupils participating in this research. | did not investigate the
ontological assumptions made by the designers of these measures, but instead
relied on the knowledge that they have been widely accepted, by other researchers
in the field, to provide the information | was seeking at an acceptable level of
accuracy (e.g. evidence of strong reliability, validity and internal consistency) and
have been shown to retain their validity when used with autistic youth (Ichikawa et

al., 2013; Mandy et al., 2016).

In terms of the identification of improvement and/or change, from pre- to post-

FAMe™ in pupils’ scores, | placed my confidence in statistical indicators. In other
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words, if measurable differences in pupil self-report scores, taken at two points in
time, were large enough to be considered unlikely to have occurred by chance, |
accepted this as evidence of change. | defined improvement/positive change as a

difference in scores in a desirable (fewer symptoms of a negative concept) direction.

Contacting parents, for their perceptions of change in their children’s mental
health over the course of the project, as a means of validating any alteration
indicated by the self-report scales, was considered but rejected. There were several
reasons for this. Firstly, as this project is essentially about facilitating and responding
to pupil voice, | was concerned not to create a situation where pupils might feel that
their own communication, regarding their symptomology, was being verified and/or
considered not to be reliable. In addition, it has been suggested that parents are an
unreliable proxy for their children’s mental health status (Coghill et al., 2009; Potvin
et al., 2015; Upton, Lawford and Eiser, 2008), thus | do not believe that engaging

with parents would have meaningfully contributed to the validity of these findings.

Reflecting on ontological considerations made me conscious of just how
much of a shared language relates to concepts which are accepted as reality
(Mertens, 2007) without the speaker/writer needing to justify/explain the meaning
being attributed (because of the acceptance of shared meanings). To have to do so
would render the writing and reading of this thesis impossible. For example, | make
the assumption that anxiety and depression are ‘negative’ concepts, and that there

will be general agreement that any reduction of the symptoms of these constitutes
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‘positive’ change. The possible ontological arguments around the concepts of
positive and negative, whilst potentially interesting, are not discussed here. | rely on
their ‘shared meaning’ to justify my decision to use decreased symptoms of negative
well-being (supported by narrative accounts of positive change) as an outcome
measure when evaluating the success of the FAMe™ System. What | did not
assume, however, was that ‘shared meanings’ would necessarily exist in the
language of the self-report measures and that of the autistic pupils completing them
(and so | might need to support them to understand what was being asked), nor
between the pupils and myself (although | believe our finding shared meanings to be
more likely, than if | were not autistic, because we share the same neurology). This

is discussed in the epistemology section.

ii.  Epistemological assumptions

Having considered what evidence would be accepted, to establish the
reality/existence of the concepts being researched, it was important to decide how
to gather this evidence in order that | could ‘know’ that it was a valid indication of the
concept under investigation. If | were to be the ‘knower’, and the ‘would-be-knowns’
the autistic pupils (Mertens, 2007, p.215), | needed to remain cognisant of their
potentially idiosyncratic and/or literal use of language (Allen and Lewis, 2014) and
ensure that, before | interpreted their communication (verbal or self-reported/written),
‘shared understanding/meaning’ was established (Nicolaidis et al., 2011). This was

reflected in my methodological approach, where a process of reflecting back and
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checking out meaning, during each interview and afterwards via email, occurred

(Leatherland and Beardon, 2016).

It was recognised that pupils’ interpretation of and reactions to situations,
people and communication might not reflect those typically perceived/experienced
by non-autistic others. However as that is, by definition, a feature of autism (DSM-5;
ICD-10), it was essential to capture such differences and to recognise pupils’
descriptions of their school experiences as representations of their own truth. A
carefully considered decision was made to accept that the pupils participating in this
research would say what they meant and, once clarity and shared meaning was
established, through the reflection and checking back process, interview and self-
report responses were assumed to be an accurate representation of their beliefs,
feelings and opinions, whilst acknowledging the possibility that factors beyond my
comprehension/control might have influenced their responses. For example, if a
pupil described/experienced a situation that the majority of non-autistic others would
likely recognise as teasing/bullying, but the autistic pupil did not perceive it as such,
their perception was accepted as ‘truth’. The alternative, i.e.: to not accept the pupils’
responses at face value; assume hidden meanings; or think that | somehow knew
better than they what they were trying to say, would have been unethical and

disrespectful.

Teachers’ survey responses were provided anonymously online, and there

was no reason to question their validity. However, although some potential
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influencing factors, such as existing power relationships within school, or a desire to
react positively to the FAMe™ System for my sake, which might otherwise have
biased results, were assumed to have been negated through anonymity, it is
important to acknowledge the possibility that these, and other factors, might still have

influenced teachers’ responses in ways that cannot be accounted for.

iv. ldentifying the research problem

In line with pragmatist principles, the research problem identified here, i.e.
that autistic pupils attending mainstream secondary schools are vulnerable to a
range of negative outcomes (Charman et al., 2011; House of Commons Education
and Skills Committee, 2006; Morewood et al., 2011) which are contributed to by
teachers’ lack of understanding of autism in general, and of pupils’ individual support
needs in particular (Charman et al., 2011; Falkmer et al., 2012; Hebron and
Humphrey, 2014; Leatherland and Chown, 2015), led to the development of research
questions designed to produce prospective and prescriptive knowledge (Goldkuhl,
2012), with the potential to result in local improvement and be useful for more

general practices (Goldkuhl, 2012; Hall, 2013; Morgan, 2007; Shannon-Baker, 2016).

In addition, research questions, about the relationship between autistic pupils’
school experiences and the explicit features of autism specified in the diagnostic
criteria, and factors that are explained by existing cognitive autism theory, were
included. This was because determining the power of currently available information

to provide explanation for and therefore understanding of autistic experiences, is an
121



important step in the identification of what information and theory should be attended
to and/or developed in the future. The research questions for this project were as

follows:

Research Question s

1. Are the explicit and implicit features of autism, specified in the diagnostic
criteria of autism and autism literature, reflected in autistic pupils’ descriptions of
their lived experiences of school and, if so, to what extent?

2. To what extent can the school experiences of the autistic pupils participating in

the FAMe™ Project be explained using cognitive autism theory?

3. When engaging autistic pupils in research focusing on their experiences of

school:

a) What can be learned about autism/autistic pupils’ school support needs
from their descriptions of their school experiences?

b) Are autistic pupils able to identify and communicate positive and/or
negative classroom experiences and, if so, how can these be used to

inform teaching practice?

4. When information about individual autistic pupils is made easily accessible to

their teachers:

a) In what way does teacher behaviour/practice towards individual autistic

pupils change?

b) What impact is there on autistic pupils’ educational experiences and

quality of life related outcomes?
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Research Questions were sequenced logically and in relation to the
presentation of autism related information throughout the thesis. Their order does
not indicate any priority within the investigation, or any relative importance in terms
of the potential contribution to knowledge, and/or the positive impact on the lives of

members of the autistic population answering them might have.

Ethical Considerations

Ethical research with children should, . . . enable children to be heard without
exploiting them, protect children without silencing and excluding them, and pursue
rigorous inquiry without distressing them’ (Alderson, Morrow and Clifton, 2005, p.12).
This was my go-to statement when considering/reflecting on my actions at every

stage of this research project.

Ethical approval from Sheffield Hallam University’s ethics committee was

sought and granted prior to project commencement (Appendix 2).

This section details the essential ethical considerations, and the necessary
actions taken, to ensure that the methods used in this research were justifiable and
sound (BERA, 2011), and to demonstrate that my responsibility, as an autism
researcher engaged in educational research (BERA, 2011; Hampton and Fletcher-

Watson, 2016), was prioritised at every stage of the research process. The steps
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taken to attempt to reduce/eliminate potential risks to participants are described in

full within the methods section.

Embedded throughout, the principle of ensuring that participants were fully
supported and protected from risk of harm was continuously reflected in practice.
Taking into consideration the particular vulnerabilities of autistic youth (Ashburner et
al., 2013; Sarrett, 2012; Vasa et al., 2013), possible risks were identified from the
outset. These included, but were not exclusive to, the potential for: increased stress
due to social interaction (de Bruin et al., 2007); difficulties with communication (Allen
and Lewis, 2014); power dynamics (Harcourt et al., 2011; Stone and Priestly, 1996);
and heightened anxiety as a result of change to routine (Gillott and Standen, 2007;

Humphrey and Lewis, 2008).

Research ethics literature, from the fields of both childhood and autism
studies, report concerns around the issues of participation, agency, and voice (e.g.
Powell and Smith, 2009; Smith in Harcourt, Perry and Waller (eds), 2011; Thomas
and O’Kane, 1998; Milton et al., 2014), with many of the criticisms relating to the
research of/with children being mirrored in autism research literature. Both groups
have traditionally had their voices excluded from the process of knowledge
production (Beresford et al., 2004; Gray and Winter, in Harcourt, Perry and Waller
(eds), 2011; Milton, 2014; Milton and Bracher, 2013; Milton et al.,, 2014), and
researchers from both fields have been accused of ‘tokenistic’ participatory practices
(Kellet, 2005; Milton, 2012) that either have no long-term impact on children’s lives

(Gray and Winter, in Harcourt, Perry and Waller (eds), 2011), or do not concentrate
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on the everyday needs of autistic people (Nicolaidis et al., 2015; Pellicano and

Stears, 2011).

In 1989, the United Nations Convention on the Rights of the Child (UNCRC)
introduced an internationally accepted standard of basic human rights for children
(Smith in Harcourt, Perry and Waller (eds), 2011), which was ratified in the UK in
1999, and has implications for all research involving children. BERA ethical
guidelines (2011, paragraphs 9 and 10) require researchers to comply with Articles
3 and 12 of the UNCRC and for research such as this, which involves children with
additional needs, Article 7 and 8 must also be upheld. In combination these UNCRC
Articles require researchers to ensure the best interests of the child/ren are their
primary consideration, and to guarantee all children the opportunity to participate

and express their views freely on matters that affect them (Kellet, 2005).

Legislation and policy, both national, for example the Children Act (DfES,
2004b) and Aiming High for Disabled Children: Better Support for Families (Her
Majesty’'s (HM) Treasury/DfES, 2007), and international, for example, the
Convention on the Rights of Persons with Disabilities (UN, 2006), has enshrined
these rights for disabled children, making it a requirement that their views, both about
‘their experience of daily life and about the services in place to support them’, be
obtained (Preece and Jordan, 2010, p1l). It has been claimed that research with
children can only be seen as ‘high quality’ when it is rooted in respect for human

dignity and ethical practice (Groundwater-Smith and Mockler, 2007, p.359).
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As a result of the shift in research approach, brought about by the UNCRC
(1989), a considerable body of literature now exists on children’s participation,
arguing for greater involvement of children and young people in decisions that affect
them (Alderson, 2000; Hill et al., 2004; Sinclair, 2004). Such research is thought to
have the potential to enhance participants’ skills and self-esteem, to support better
decision-making and protection, and to improve policies for children (Mayall, 1999;
Sinclair, 2004, cited in Powell and Smith, 2009) as well as overcoming the ethical
problems involved when research involves direct child contact (Thomas and O’Kane,
1998). Similarly, autism researchers have argued for the inclusion of autistic
individuals in autism research, claiming that it ‘enriches’ the process and strengthens
its epistemological validity (Milton, 2014; Milton and Bracher, 2013, p.66), whilst
often adding much to the work produced (Wittenmeyer et al., 2011; 2012). This
project involved both of these participant groups simultaneously, i.e. the participants
were autistic and children, and it therefore required the maintenance of a constant
level of reflection on the ethical issues involved at every stage (Leatherland and

Beardon, 2016).

It has been suggested that the involvement of autistic individuals in research,
and improvements in participatory methods, are essential requirements ‘if social
research in the field of autism is to claim ethical and epistemological integrity’ (Milton,
2014, p.794), and some propose that participatory practice involving autistic
individuals, is ‘the only ethically acceptable way forward’ (Milton et al., 2014, p.2651).
However, genuine participatory practice (Jivraj et al., 2014) involves empowerment,

partnership, and equality of input for participants at every stage of the research
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process, including the design, analysis, and dissemination of findings (e.g. Chown
et al., 2017; Waltz, 2006). Participation at this level was not offered in this project,
where the majority of the research processes were carried out independently of the
participants, although they were afforded some opportunity to contribute to the
FAMe™ System design and were given choices regarding aspects of the interview
methods. In addition, according to the Draft Framework for inclusive autism research
(Chown et al.,, 2017), ‘an autism research project undertaken by one autistic
researcher working alone cannot be classified as participatory, even if it otherwise

meets all the requirements..."1% (p.17).

It could not therefore be claimed that the FAMe™ Project was an example of
participatory research, although, as previously discussed in the methodology section,
it did meet all of the requirements of the Draft Framework (Chown et al., 2017) that
could be applied to it, and fulfilled many criteria of ‘good practice’ (ibid; Hampton and
Fletcher-Watson, 2016). For example, my own autistic voice was embedded in every
stage, and the research aims met the priority criteria for future research identified
by: members of the UK autism community, i.e. it responds to the needs of autistic
individuals and has the potential to effect immediate positive change (Pellicano et
al., 2014); and the founder of the Autism Self-Advocacy Network, i.e. it focuses on
an intervention aimed towards an improved quality of life and a quality of opportunity

agenda for autistic individuals (Ne’eman, 2011). There was a commitment, from the

10 _.even if, as in this case, ‘the autistic researcher is committed to participatory styles of working
and adopts a participatory approach’
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beginning, to attend to the voices of the autistic pupil participants and to position
them as the true experts (Milton, 2014; Waltz, 2006) in what secondary school is like
for them, and to thus elucidate what support is required (both individually and as a
group) to enhance their chances of educational success. This satisfies Thomas and
O’Kane’s ethical position that, ‘researchers should only ask questions [of child
participants] which are worth asking’ and ‘which are relevant to [their] own concerns’

(1998, p.341).

Boyden and Ennew’s definition of participation, i.e. ‘taking part and the sense
of knowing that one’s actions are taken note of and may be acted upon’ (1997, cited
in Morrow, 1999, p.298) was also met, through the collaborative process of FAMe™
statement generation. Pupils understood that the very function of the FAMe™
System was to make these statements available to their teachers, to be attended to
and acted upon. The facilitation of this process offered a level of empowerment and
inclusion (participatory working) to those who took part, and | believe that, although
‘genuine’ participatory practice (Chown et al., 2017; Jirav et al., 2014) was not
achieved, it is justifiable to frame this research as a ‘participatory-styled’ project,
which offers more than a tokenistic effort at inclusionary practice (Milton, 2014,

Charman et al., 2011).

Attending to the rights of the child provided the ethical basis for this research
and the following examples provide evidence of how this was achieved. Smith (in
Harcourt, Perry and Waller (eds), 2011) has suggested that: the relationships

children have with the researcher/s; the settings in which the research takes place;
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how they are viewed as participants; and how they are assessed, hold the key to
advancing authentic knowledge regarding their experiences. The autistic children
participating in this project were positioned as ‘knowers’ (as well as ‘would-be-
knowns’, (Mertens, 2007, p.215)) to be researched with, rather than objects to be
researched on (Woodhead, 2005); in a project where their active participation was
crucial (Hill et al., 2004; Sinclair, 2004); attending to their voices was central to the
process (Powell and Smith, 2009; Smith in Harcourt, Perry and Waller (eds), 2011;
Thomas and O’Kane, 1998); and their involvement had the potential to enhance their

own well-being (Munford and Saunders, 2001; Pellicano and Stears, 2011).

Standard ethical practices (BERA, 2011) relating to: gaining informed consent,
from both participants and their parents (paragraph 3); being open about the aims
and purpose of the study (paragraph 4); ensuring pupils understood their right to
withdraw (paragraph 8); protecting their right to privacy (paragraph 18); and notifying
pupils of the duty to disclose behaviour and/or intentions deemed likely to be harmful
to themselves or to others (paragraph 22), were all attended to in the recruitment
materials (Appendices 5 and 6) and were reiterated immediately prior to the

commencement of each interview.

As autistic individuals necessarily have differences (from those who are non-
autistic) and/or difficulties with aspects of their communication and language (Martin
and McDonald, 2004; Mitchell, Saltmarsh and Russell, 1997; NAS, 2017b), and it is
thought that providing choice about communication methods can set up

opportunities for children to express themselves in a manner that makes them feel
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empowered and capable (Dockett, Einarsdottir and Perry, in Harcourt, Perry and
Waller (eds), 2011), special consideration was given to the methods used to
communicate project information to pupil participants and to the preferences they
might have for expressing themselves during their interviews. For example, project
information was provided in different formats, i.e. in long and short written form with
illustrations (Appendix 5) and via a narrated video (Appendix 6), to accommodate
potential variance in information-processing styles, and pupils were offered the
choice to be interviewed: face-to-face or via email (Davis et al., 2012); at home or at
school; with or without additional support from a parent/carer or other trusted adult;
and were given the opportunity to communicate their interview responses through a
variety of media (NAS, 2016b; Research Autism, 2015) according to their needs

and/or preference (Nicolaidis et al., 2011).

It has been reported that children are more likely to respond openly and
honestly if they feel respected and safe (Gollop, 2000), and this usually relies on:
the skill of the researcher in putting them at ease; minimising the distance between
adult and child (whilst still respecting personal space preferences); establishing
shared interests and a dialogue; and putting the child in the position of the expert.
The pupils in this study were most certainly positioned as ‘experts’, whose
knowledge about themselves and their experiences of school was something they

understood only they could share and was central to the whole research process.

My position, as the parent of autistic children (although not as an autistic

researcher as | had not been identified as autistic at that time), was made known to
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participants at the recruitment stage and, although no prior assumptions were made
about individual’'s communication preferences, | believe my own experience of
talking to autistic young people (and of being autistic) enabled me to be flexible and
adapt my communicative style to meet their needs in situ (Owen, Hayett and

Roulstone, 2004).

In terms of distance between myself and the participants, we sat at right
angles to each other at a large school desk and the pupils were asked if they were
comfortable with me sitting in this position and offered alternatives. This positioning
reduced the need for eye contact, known to be uncomfortable for some autistic
individuals (NAS, 2017b), and enabled me to share project materials with and read
answers to pupils who wanted my support in that way. It also acted as a means to
lessen the power disparities (Harcourt et al., 2011; Morrow and Richards, 1996;
Stone and Priestley, 1996) that might have been more likely to be assumed/inferred
from my adult status in school, had | sat opposite participants in a manner more

typical of a teacher/pupil interaction.

| remained alert to the possibility of ‘detriment rising from participation in
research’ (BERA, 2011, paragraph 16), and the behaviour of participants during
interview was continually monitored for signs of distress (Alderson and Morrow,
2011; Harkema and Coffee, 2014). As a result, one pupil was withdrawn from the
research process, two were offered the opportunity to stop their interview but chose

to continue (one took a break and then returned), and another pupil decided not to
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complete the self-report measures because of the focus on issues relating to mental

health.

All pupils were reminded that a familiar member of school support staff was
available throughout should they wish to access them at any point. None of the pupils
indicated the desire for additional support, which was taken as an indication that their
participation needs were met throughout the interview and quantitative data

collection process.

Pupils were asked to provide feedback about their experiences as
participants (Hampton and Fletcher-Watson, 2016) as part of the post-FAMe™
interview. Their responses were generally positive and are reported in the Findings

Chapter (Section 7).

In terms of the teachers who participated in this research, | recognised, and
sought to minimise, the impact of the project on their normal working and workloads
(BERA, 2011, paragraph 14) by using online surveys to collect their data. These
surveys could be completed at a time convenient to each teacher, in as little as 5
minutes, with the option for teachers to take longer and elaborate their responses
should they wish to. During the design of the FAMe™ System, consideration of
teachers’ existing workloads was a priority issue, and one which the System itself
seeks to address, in terms of providing teachers with easy access to pupll

information.
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The FAMe ™ System

I.  Concept

The FAMe™ System concept was born from my experience as the parent of
autistic children attending mainstream secondary schools. My experience reflected
what has been frequently reported in the autism education literature (discussed in
the Literature Review Chapter), i.e. teachers often misunderstood my children’s
needs as autistic learners (Batten et al., 2006; Brewin et al., 2008; Starr et al., 2006;
Whitaker, 2007), and my children received criticism for academic failures that were
inherently linked to their autistic processing style (Chown, 2017), and behaviours
related to their difficulties understanding social communication (NAS, 2017b), such
as their literal interpretation of language (Hobson, 2012; NAS, 2017b) and

misinterpretation of non-verbal cues (NAS, 2017b; DSM-5, 2013).

As my children moved through secondary school, they experienced
increasing levels of mental health difficulties and school refusal, both common
phenomena amongst autistic children and adolescents (Magiati et al., 2016; White
et al., 2009; Selles et al., 2015; Steensel, et al., 2011), thought to develop in part
through their experiences within the education system (Morewood and Glew, 2011,

NAS, 2010).

Communication with my children’s teachers suggested that, although various

SEND teacher-information systems existed in their schools, e.g. Pupil
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Passports/Snapshots and register-linked SEND files (Morewood, 2014; NASEN,
2014), these were relatively difficult and/or time consuming for teachers to access,
and often remained unread. When information had been read by teachers, this
tended to have been at the beginning of an academic year, when SENDCOs typically
contacted teachers about all pupils on the SEND register, and much of the detall,

and sometimes their diagnosis itself, had since been forgotten.

On reading my children’s ‘Snapshots’, | learned that the majority of the
information contained was generic, e.g. ‘Pupils with autism often have an inflexible
thinking style’, and, ‘Pupils with autism can find it difficult to cope with change’, and
teachers were being required to translate this non-specific information into
individualised classroom support plans. The expectation, that teachers should
simply be able to ‘intuit’ the wide and complex array of subtle difficulties experienced
by individual autistic pupils, is unrealistic (Leatherland and Beardon, 2016; Ravet,
2011; Singh and Elsabbagh, 2014), given that the majority of teachers possess only
a limited understanding of autism (Charman et al., 2011; Falkmer et al., 2012;
Hebron and Humphrey, 2014; Leatherland and Chown, 2015; Leatherland and
Beardon, 2016) and many lack confidence in their autism pedagogy (AaA, 2016;

NAS, 2016a; NASUWT, 2013).

In addition to the generic nature of my children’s ‘Snapshot’ contents, | found
they had been written on entry to Y7, using information passed from junior school

during transition, had not been updated (for 4 years in my daughter’s case), and did
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not reflect my children’s perceptions of what would actually be most helpful to them

in the secondary school environment.

Motivated by my frustration with the present system, and the need for better
understanding of autism in schools and for evidence based educational practice
(Parsons et al., 2009; Parsons et al., 2013; Pellicano et al., 2014), | set out to design
and develop a method to more easily communicate individual pupil's specific
classroom support needs to their teachers. The aim wasl/is to provide teachers with
quick, one-click access to key facts about each autistic pupil they teach at the
beginning of every lesson they attend. Thus, teachers would/will no longer be
expected/required to remember each pupil’s information, or ‘intuit’ their needs from
generic statements, but rather to access key details about their support needs every
time they have an autistic pupil in their class, the presence of whom would/will be
highlighted through the computerised class register. It was/is my hope that, instead
of attempting to teach teachers what autism is (Milton, 2012), by facilitating their
understanding of the individual autistic pupils they teach, this new system will begin
to bridge the gap between teacher knowledge and pupil need (Kasari and Smith,

2013; Parsons et al., 2013; Parsons and Kasari, 2013).

An acronym for ‘Facts About Me’, i.e. FAMe™, was chosen as the name for
the new system, to highlight the personal involvement of pupils which is essential to
its efficacy. The information (FAMe™ Statements), to be communicated to teachers,
must be generated by each individual autistic pupil, in order that it reflects the

specific classroom/learning support they believe will make the most positive
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difference to them. As autistic pupils should all now be encouraged to participate in
termly pupil SEND review meetings (DfE and DoH, 2015), it is anticipated that, if
schools adopt FAMe™, these will provide an appropriate opportunity for staff and
pupils to work together to generate and regularly update FAMe™ System

information.

ii.  Design and Development

a) Considerations

It was important, not only ethically but practically, that | recognised the context
into which | wanted to launch the FAMe™ System and pay attention to the needs or
perspectives of the teachers (Parsons et al., 2013), whose engagement with the
system would be essential for its success (Starr and Foy, 2012). | had to ensure
teachers would not simply regard using the system as ‘another competing burden’
adding to their existing workload (Starr and Foy, 2012, p.214), which was described
as ‘unmanageable’ by 82% of 4450 teachers in response to a recent survey (The
Guardian, 2016a). In addition, education researchers have reported that teachers
have concerns about both the feasibility of implementation, and the ‘best fit' of
educational interventions with pupils’ needs (Parsons et al., 2013, p.270), and have
suggested that a mismatch often exists between the intervention and the school
context (Kasari and Smith, 2013). It was important, therefore, that | include teaching
professionals from the beginning (Parsons et al., 2013) and consult them about the

potential benefits of, and barriers to their use of, the FAMe™ System.
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Another design consideration was the current ‘funding crisis’ affecting UK
schools (Coughlan, 2017; National Audit Office, 2016; The Guardian, 2016b; The
Telegraph, 2016), in which budgets are ‘being pushed beyond breaking point’
(Hobby, 2016). The ability of school management to invest in new initiatives will
necessarily be limited in such a financial climate, and therefore ensuring low system

implementation costs was a priority.

b) Stages of developmen t

(i) Concept

x Formulation of the basic concept, i.e. a register-linked, easy-access system
that could provide key facts about individual autistic pupil’s classroom/

learning support needs to their teachers

X Informal discussion with teachers and teacher trainers at conference events

to establish their perceptions of the FAMe™ System concept

x Consultation with a member of Sheffield City Council IT department,
regarding the feasibility of using secondary schools’ existing Capita SIMS
(SIMS) register software!!, so that FAMe™ System implementation would
come at no financial cost to participating schools

x Collaboration with participating school’'s IT departments to work through the

logistics of implementing the FAMe™ System in individual settings

11 Capita SIMS software is the management information system used by council-maintained schools
throughout the city in which this research took place.
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x Online survey of teachers from participating schools to ascertain
perceptions of the FAMe™ System concept and perceived barriers to its use

x Ensuring system design met any criteria for maximum engagement that

were articulated by teachers

(i) System d esign - as implemented in this project

x FAMe™ utilised an existing column within SIMS - this enabled participating
schools’ IT departments to activate the FAMe™ System without having to
make any changes to their software. The system remained visible to all
teachers as part of their lesson register screen throughout the course of the

project

x When a participating autistic pupil attended a lesson, teachers were alerted
to their presence by a marker in whichever SIMS column had been adopted
for the FAMe™ System

x This marker acted as a prompt to teachers to access the three!? FAMe™
Statements (by hovering their cursor over the marker) which had been
provided by the individual autistic pupil, informing teachers how to best

support them in the classroom

x Teachers were simultaneously alerted to the presence of more in-depth
information about individual pupils, and told it was contained in the SEND
section of SIMS

12 “The rule of three’ or ‘power of three’ is a writing principle which suggests that things that come in
threes are inherently more effective than other numbers of things (Clark, 2007) and therefore
presenting ideas in threes helps make them more memorable (Rule of Three, 2015).
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At the time of initial FAMe™ System development, several issues were
identified which could not be resolved prior to the commencement of this project
(outlined below). It was accepted that a ‘best fit’ with existing school software, rather
than the optimal design (which would involve an exclusive FAMe™ System register
column) would have to be adopted, until evidence of potential system efficacy could
be established and used to justify a request for change to the SIMS software
programme. This has to be made through Capita and typically takes 18 months to

be implemented once agreed.

(i) Drawbacks of i mplemented FAMe™ System design

identified a nd accepted before implementation

X Schools had to use an existing column of SIMS not necessarily exclusive to
the FAMe™ System — potentially making FAMe™ information more difficult
to identify quickly

X One school had to use the ‘on report’ function of SIMS, as other columns
were already in use. Whilst this had the added benefit of highlighting
FAMe™ pupils’ names in red on the register, making them easy for teachers
to attend to, pupils reported not liking this feature as they associated it with

being in trouble at school (see findings)

x Although access to pupil information was improved, teachers were still
required to perform one step (hovering their cursor over a marker) to view

key facts
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(iv) Post-project system development

Following the findings of this research, which suggested that teachers’ use
of the FAMe™ System had a positive impact on their autism-related practice and
autistic pupils’ outcomes, the system was further developed, in collaboration with
Lucy Crawford, Product Manager for the SEND area at Capita SIMS. This updated
version of the FAMe™ System utilises the Marksheet tab of SIMS which remains
open above class registers at all times (see Figures 4 and 5). This improved the
functionality of the FAMe™ System and removed the need for schools to utilise
other columns within SIMS, which caused some difficulties for pupils and teachers

during the system trial (see Findings Chapter, Section 5).

Figure 4.

Teachers’ register view when FAMe™ System is fully operational
(i.e. prior to Sept 2018 when an additional column will be introduced into the
main SIMS register screen)

Marksheet tab as it appears in register

Teachers must click this to access FAMe™ System information

$
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Figure 5.

Example contents of SEND and FAMe™ Marksheet Tab

Hold cursor over cell to expand

141

1. Please break down my
instructions for me - | can’t take

in a lot of information at one time

2. Please come to me to check
that | have understood the
learning task - Ifind it hard to
ask for help and often need

clarification

3. Please write my homework in
my planner for me /check | have
taken it down correctly/ provide it

on a homework sheet




Methods

According to the British Educational Research Association: ‘Researchers
must employ methods that are fit for the purpose of the research they are
undertaking’ (BERA, 2011, paragraph 30). The following section outlines and
provides justification for the choice of qualitative and quantitative methods which
were employed to answer the research questions. Methods included: semi-
structured pre- and post-FAMe™ pupil interviews; pupil self-report measures,
designed to establish levels of psychological well-being; pre- and post-FAMe™
online teacher surveys; and post-FAMe™ online SENDCO surveys. Recruitment
methods and materials are described, and examples of pupil

communication/participation aids, are provided.

I.  Preliminary decisions and implications - how many

participants?

The number of people required to make an adequate sample for qualitative
research can vary, and the question of ‘how many?’ has no reasonable answer
(Becker, 2014). When searching research methodology literature, to determine how
many participants were needed for the qualitative element of this mixed-methods
project, the answer most often found was, ‘it depends’ (Baker and Edwards, 2012).
Some researchers aim for saturation, i.e. the point at which additional interviews
offer no further insight into the research question, to define their sample size (Bryman,

2012b), but this was not an appropriate sampling strategy for this study, as each
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pupil’s narrative accounts were to be used to generate individualised information for
inclusion in the FAMe™ System, and every individual pupil had the potential to make
a unique contribution to the collective knowledge of how it is to be autistic in a
mainstream secondary school. In addition, the prospective benefit to each
participant of taking part meant it would be unethical (Kellet, 2005) to end or refuse
their participation on the assumption that their data would contribute nothing more

to the narrative analysis.

In order to determine the ideal sample size then, it was necessary to approach
the issue pragmatically and: consider carefully and critically the best options in
relation to this specific project; scale the plans and expectations to the realities of
the time and resources available; and ensure there was enough time to make the

best use of the data generated (Mason, 2014).

As recruitment was from a heterogeneous population (Attwood, 2008;
Beardon, 2012; Beardon and Worton, 2011; Rosqvist, 2012), a large enough sample
to capture the breadth of subjective experience was needed (Charmaz, 2012).
However, because of the intention to transcribe and qualitatively analyse interview
material, using deductive and inductive content coding techniques (Boyatzis, 1998;
Crabtree and Miller, 1999; Elo and Kyngas, 2008), it was essential to ensure the
sample was not so large as to be unmanageable (Mason, 2014). Adler and Adler
(2014) advise that somewhere between 12-60 interviewees is typical of qualitative
studies, with 30 being the mean, whilst Bryman suggests that between 20-30

participants are needed for ‘an interview-based qualitative study to be published’
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(2012a, p.425). As these numbers are characteristic of the few existing qualitative
studies where interviews with autistic individuals have been used (e.g. Harrington et
al. 2013; Ozsivadjian et al., 2012; Preece and Jordan, 2010) they should be enough
to satisfy my ‘epistemic community’ (Doucet, 2014, p.25). It was therefore decided
to attempt to recruit between 20-30 participants, with a view to having interview data
from 40-60 interviews (each pupil was to be interviewed both pre- and post-FAMe™
System implementation). The subsequent implications, for data analysis and the

generalisability of the consequent results, were recognised and accepted.

In this project, each pupil’'s data was treated as both an individual case and
as part of the whole participant group to: establish the extent to which their school
experiences were related to features of autism defined in the diagnostic criteria
and/or explained by cognitive autism theory; compare pre- and post-FAMe™
experiences and self-reported levels of mental [illlhealth; and to evaluate the

FAMe™ System’s capacity to effect change in teachers’ autism pedagogy.

The quantitative data collected using pre- and post-FAMe™ self-report scores
was suitable for paired-sample t-test analyses. However, limiting the sample size to
one that was manageable from a qualitative perspective meant it was
uncharacteristic of single-method quantitative studies (Ragin, 2014). Recognising
that, due to the relatively small sample size, the quantitative results could be
criticised in relation to the validity of any significant differences identified, it was

determined that any implications of the findings for the wider autistic population
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would not be overstated in the conclusion. Quantitative findings were corroborated
with evidence from the qualitative data where possible through the process of

triangulation.

Descriptive statistics were used to evidence the frequency of themes
identified from the narrative data. The overall aim was to ‘offer sound qualitative
insights, rather than try to mimic a quantitative ‘representative’ logic’ (Mason, 2014,
p.30). It was anticipated that analysis of the data, at the level suggested, would be
sufficient to provide an indication of whether further evaluation of the FAMe™
System with a larger data set was warranted, whilst contributing something
meaningful to the current understanding of the school experiences of mainstreamed

autistic pupils.

ii.  Recruitment and Participants

a) Pupils

In order to retain as much homogeneity within the data set (in terms of school
placement) as possible, Sheffield secondary schools with specialist/integrated
autism provision (n=4) were excluded from the recruitment drive as it was assumed
that the classroom experiences of/support available to autistic pupils attending these
schools was likely to be qualitatively different from those attending mainstream

schools without such specialist resources.
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FAMe™ Project information packs for schools (Appendix 4) were emailed to
the SENDCO of all council maintained mainstream secondary schools in Sheffield
(n=22). SENDCOs were invited to contact me for more information and, of those who
did so (n=5), 3 agreed to trial the FAMe™ System in their school and subsequently
facilitated pupil recruitment. The total number of autistic pupils in years 7-10 (Pupils
in year 11 were due to be out of school, on GCSE study leave, during the term the
FAMe™ System was to be implemented, and so would not be invited to take part in
the project) at these 3 schools was 30 (matching the maximum desired sample size),
and therefore no attempt was made to re-contact the schools who had not responded

to the first wave of recruitment information.

To protect pupil anonymity, family FAMe™ Project information packs and
consent forms (Appendix 5a-f) were posted via school to the homes of pupils with a
known (by school and by the pupil) diagnosis of autism in years 7-10. Contact
between myself and parents/participants was only established once parent and pupil
consent forms (which provided details of parental email addresses) had been

returned to school.

To take account of preferred communication style (NAS, 2017b) and the
susceptibility of autistic individuals to experiencing social anxiety, especially in
unfamiliar situations (Humphrey, 2008; Jones et al., 2009; Powell and Jordan, 1991),
pupils were offered the choice of taking part in a face-to-face interview at school or
home, either alone or with a familiar adult (Teaching Assistant (TA)/parent/carer)

present, or being interviewed via an email exchange. All elected to attend interviews
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in school without additional support.

In total, 25 autistic pupils were recruited from the possible 30. All 25 had an
autism diagnosis and, as the majority of the pupils had received their diagnosis prior
to the latest revision of the DSM (DSM-5, 2013) they had the diagnostic label
‘Asperger Syndrome’. The most likely diagnostic label these pupils would now
acquire is ‘ASD - Severity Level 1'. None of the pupils received full-time in-class
support from an additional adult/Teaching Assistant (TA). Two pupils had a dyslexia
diagnosis in addition to their diagnosis of autism. No other comorbid diagnoses
amongst the participant group were disclosed, although two were understood by

their school to have below average cognitive abilities.

Of the 25, 1 pupil was sent home ill on the day of interviewing and did not
return to school for some time. One pupil subsequently withdrew consent
immediately prior to the first interview, telling his TA that he was too anxious to take
part and did not want to meet me. The decision was made to withdraw another pupil
during the first interview, when evidence of informed consent could not be
established (the pupil did not seem aware of the project, or her prospective
involvement in it, and did not remember completing the consent form. She presented
with signs of anxiety at being in an unfamiliar situation, e.g. asked the same
guestions repeatedly/stated information repeatedly whilst pacing the room, and so

the session was brought to an end).
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The data from one pupil, who chose to attend both interviews and completed
the pre- and post-FAMe™ self-report scales was withdrawn from all stages of
analysis, except that pertaining to the production of his FAMe™ Statements which
were used and found helpful by his teachers. This pupil was unable to reflect on or
discuss his experiences of school, making comments such as, “l like everything
about my life”. His literal interpretation of language led to him discussing his bus
journey when asked how he felt about ‘coming to school’ and, when the question
was rephrased to be more specific, he said, “I feel good”, but was unable to articulate
more about this. When completing the self-report measures he indicated the most
positive response to each statement and questioned the statements themselves, e.g.
“Why would | feel like crying? My life is a good life”. He was, however, able, during
his pre-FAMe™ interview, to construct FAMe™ Statements with my support, e.g. ‘I
like it when you tell me you are pleased with me’, and these were made available to
and used by his teachers throughout the project. It wasn’t decided until his post-
FAMe™ interview, when he demonstrated a lack of recognition that he had been
involved in a research project, i.e. “What is this thing? FAMe™?” that his research
data should be withdrawn. This was done on ethical grounds as | could not ascertain
that he understood the process of, or could reliably provide informed consent,

despite his having completed the pre-FAMe™ consent form.

One pupil took part in the pre-FAMe™ interview but chose not to complete
the self-report measures. This pupil was out of school, attending a work experience
placement, during the post-FAMe™ interview period, and did not respond to an

invitation to attend.
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During the term in which the project took place, one pupil moved into
specialist provision and one began attending twilight sessions only (individual
teaching after normal school hours). This change in provision was as a direct result
of information that became known during her initial interview which was
communicated, with her consent, to her school’'s SENDCO. These pupils gave
consent, prior to their initial interviews, and did not respond to an offer to withdraw
their consent for their pre-FAMe™ data to be retained, and it was therefore included
in the thematic content analysis. However, their pre-FAMe™ self-report data was not
included in the FAMe™ System evaluation analysis, which relied on the comparison
of individual and whole group pre- and post-FAMe™ scores. This was because of
the potential these pupils’ pre-FAMe™ self-report scores had to shift the pre-FAMe™
group mean scores in a negative direction (both these pupils scored in the extremely
elevated range for anxiety and depressive symptoms). This would have resulted in
the appearance of a greater FAMe™ System impact than would otherwise have

been observed from the whole-group analysis.

Participant distribution data is shown in Table 1. The pre- and post-FAMe™

data available for analysis is shown in Table 2.
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Table 1.

Participant distribution data by school site, gender and year group

School 1 School 2 School 3 Year Group Total Total
Y7|1Y8|Y9|YI0|Y7|Y8|Y9|YI0O|Y7]Y8]Y9|YLI0O|Y7]|Y8]Y9]| Y10
03 (1 2 oOfO0| 2 0 3 (3|1 0 3|7 | 4 2 15
Male
11111 0 2(0f0O0 0 ofofo 1 3111 1 6
Female
Table 2.

Pre- and post -FAMe ™ data available for analysis

Pre-FAMe ™ System
implementation in

Post-FAMe ™ System
implementation in

school school
Interview data 21 18
Self-report data 18 18

Participation and interview communication aids

Respecting that autistic individuals often process information differently to the

non-autistic population (Ashburner et al., 2013; Minshew et al., 1997; Preece and
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Jordan, 2010; Williams and Hanke, 2007) and that visual presentation can
sometimes aid comprehension (Arthur-Kelly et al., 2009; Dettmer et al., 2000;
Dockrell and Lindsay, 2011; Rao and Gagie, 2006), all information packs were
provided in both long (detailed) and short (essential points) formats and included
images as well as text wherever possible (Appendix 5b-e). | had made examples of
pupil information sheets available to a community parenting group during an MA pilot
project and received responses from 9 autistic child volunteers (age 7-17 years) who
had agreed to read it and offered their feedback regarding their comprehension of
its contents. The information they provided was used to inform the development of

the FAMe™ Project Pupil Packs to ensure clarity and ease of reading.

Information packs contained a link to an online animated video

(https://lyoutu.be/IWZSaTZrO8U) which introduced the FAMe™ Project and myself

as the principal researcher. This video was designed to accommodate the variety of
processing styles and preferences, recognised to exist within the autistic population
(Chown, 2017; Eldeson, 2016), of which autistic individuals are understood to often
rely on one preferred primary learning style (McCabe, 2015) that cannot be assumed
from diagnosis alone. The use of multiple media, to communicate project information
was therefore employed, to ensure the process of understanding the project, and
thus enabling informed consent, was as accessible as possible to potential

participants.
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Recognising that meeting new people can be a source of stress for autistic
individuals (Gillott and Standen, 2007; Humphrey, 2008; Jones et al., 2009; NAS,
2016b), the FAMe™ Project video included photographs of my face and | narrated
the script (Hampton and Fletcher-Watson, 2016) to make prospective participants
as familiar as possible with what | look and sound like (see Appendix 6 for slides of
full video content, or follow the link above). The video also provided a step-by-step
account of the interview and data collection process to reduce any anxieties
participants may experience due to the difficulties with social imagination and
prediction, understood to be inherent in this population (DSM-5; Humphrey and

Lewis, 2008; ICD-10; Jacobsen, 2005; Jordan, 2008; NAS, 2017b).

SENDCOs at participating schools were asked to provide feedback on the
video contents before it was finalised. Amendments were made to the information
provided around issues of confidentiality and child protection/safe guarding, Limits
to confidentiality were made explicit (Fig. 6), in line with school policy (i.e. that | had
a responsibility to disclose any information that suggested a pupil might be at risk of
harm to self or others) and in accordance with BERA guidelines for ethical
educational research (BERA, 2011, paragraph 22). SENDCOs were also given
access to the information video for those pupils who did not have home internet
access (n=1). In addition to introducing myself via video, all pupils and their parents
were given the opportunity to email, telephone or meet me in person prior to the first

interview, however none chose to do this.
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Understanding that pupils might experience increased anxiety, due to the
unfamiliarity and changes to their routine participating in this project would
necessarily involve (Gillott and Standen, 2007; Humphrey and Lewis, 2008;
Jacobsen, 2005; Jordan, 2008), additional steps were taken to prepare pupils in
advance. For example, pupil interview information (Fig. 7), which included pictures
to aid comprehension (Harrington et al. 2013), outlining the structure of the interview
were emailed to pupils’ parents two days before the interview was due to take place,
together with the interview date and details of the room in school where the interview
would be held. Parents were sent another email the day before the interviews and

asked to remind their child that they would be meeting me the following day.

Figure 6.

Consecutive slides taken from the recruitment video regarding confidentiality
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The Interviews

| was introduced to each pupil by a member of school staff. Who this was
depended on the individual school (e.g. Learning Base Support Worker, TA,
SENDCO), but each was an adult familiar to the pupil and with knowledge of the
project. Each interview was begun by establishing that the pupil still agreed to
participate in the project. The interview information (Fig. 7) was provided and pupils

were advised that they could refer to it at any time should they wish to.

Pupils were told that they could ask to stop the interview at any point and that
a member of school staff was available should they wish to access support from a
familiar adult. No pupil requested bringing the interview to an end before it's natural
conclusion. One pupil said he was “bored” and didn’t like talking. | asked if he would
like to end the interview, but he said we could carry on, as long as | made it as short
as possible, which | did. This pupil chose to use the drawing materials provided and
drew himself sitting at the back of a classroom. He indicated that he would like his

teachers to know this was where he preferred to sit.
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Figure 7.

Interview information (provided to pupils in advance via email and available during

interview)

Some pupils do not like it when teachers write ok thSome pupiteeed to fiddle with something in order to

Some pupils likorking as part of a group
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A scripted introduction sheet was read to all pupils before beginning each

interview (Appendix 7) ensuring they were all given the same information.

Verbal consent was established for me to make an audio recording of each
interview, and pupils were assured that no one else would have access to this other
than myself and my academic supervisor. One pupil commented that he would feel
more comfortable if he couldn’t see the recording equipment and made the
suggestion that recordings should be made secretly so as not to raise feelings of
self-consciousness. The ethical problems involved in secret recording were
discussed with him and it was established that he was happy for the recording of his

interview to continue, as long as the recorder was placed where he couldn’t see it.

The aim of the pre-FAMe™ interview was to elicit information about the pupils’
experiences of school, in order to answer Research Question 3. This initial meeting
was also used to discuss and develop pupils’ FAMe™ Statements (to be shared with
teachers through the FAMe™ System). To ensure all pupils were given the
opportunity to share information about the same issues, a semi-structured interview
guide was followed (Appendix 8). The pre-FAMe™ interview focused on pupils’
feelings about: attending school; sensory aspects of the classroom environment;
common scenarios that happen in lessons (e.g. pupils being asked to put their hand
up); pupils’ perceptions of their teachers’ understanding of their needs; pupils’

perceived barriers to their learning; and what they would like to be different. The
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interview questions were directive, in terms of their focus, but designed to be open
enough to encourage pupils to talk about what was most relevant to them in relation
to each area of research interest. Each question was followed up with a prompt,
encouraging pupils to explain their response further, e.g.: “What makes you think

that?”; “What could be different?”; “How do you think that would make you feel?”

Reflecting the fourth research question, the post-FAMe™ interview was pupils’
opportunity to share their experiences of teachers’ use of the FAMe™ Statements to
inform their classroom practice. The interview guide for this (Appendix 10) focused
on: pupils’ perceptions of whether teachers had read and used their FAMe™
information; the difference it had made to them if teachers had changed their
classroom behaviour and/or support practice in line with the pupil's FAMe™
information, and how it made them feel if they perceived that teachers had not
changed; whether their expectations of what the FAMe™ System would achieve had
been met; and, in line with the draft Code of Practice for researchers (Hampton and
Fletcher-Watson, 2016), their experiences of taking part in the interview process and

whether there was anything they would have liked me to have done differently.

The interview guide supported the use of flexible strategies, such as probes
and clarification of answers, and | remained attuned to individual pupil’'s vocabulary
and conversation style, in order to adapt the interview situation to match their

communication preferences when this felt necessary (Harrington et al., 2013).
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During the course of all interviews, visual supports (Ashburner et al. 2012;
Beresford et al. 2004; Preece 2002; Preece and Jordan 2010) and a variety of art
materials were made available to pupils, to aid communication, promote relaxation
(several children commented that doodling helped them to think) and, in the case of
the pre-FAMe™ interviews, enable the completion of blank answer templates (Fig.
8). Pupils were encouraged to write or draw (if they wanted to), as well as talk, when
communicating their thoughts to me (Beresford et al. 2004; Harrington et al. 2013;
Williams and Hanke, 2007). For example, adapted from the ‘Draw your ldeal Self’
(Moran, 1996; 2001) and the ‘Draw your Ideal School’ (Williams and Hanke, 2007)
techniques, | used an ‘Ideal Teacher’ template (Fig. 8) to facilitate discussion of how
pupils would like their teachers to support them in the classroom. Pupils were
encouraged to think about and communicate, either orally (for me to scribe) or in
their own writing, what their teachers do that they ‘like’ and ‘don’t like’. Example
sheets were provided to illustrate the concept, however it was made clear to pupils
that they could write/tell me to write whatever they wanted on these sheets. These
templates proved to be extremely useful in the subsequent development of pupils’
FAMe™  Statements, which detailed pupils’ top three prioritised support
requirements/specific areas where teacher practice change was desired, as pupils

could refer back to them and highlight the issues of most importance to them.
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Figure 8.

Example sheets - liked/not liked teacher classroom behaviours

What do teachers do that you like What do teachers do that you do not like
and/or find helpful? and/or do not find helpful?

Blank Template Sheets:

What do teachers do that What do teachers do that
you like and/or find helpful? you do not like and/or do not find
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During the interviews, some pupils chose only to communicate verbally and
requested that their information be written down for them, others wrote a lot and
communicated orally only minimally. One pupil drew a person at the back of the
classroom and then pointed at it. When asked whether it was him or someone else
in his drawing, he answered that it was him and that he only liked to sit at the back.

He chose this to be included in his FAMe™ statement information.

Powell and Jordan (1992) suggest that photographs can serve as useful
‘aides-memoire’ to children with autism and photographs were used in research by
Preece and Jordan, (2010), which examined autistic children’s views about their
daily lives. Thus, as a way of facilitating pupil engagement (Ashburner et al. 2012;
Beresford et al. 2004; Preece 2002; Preece and Jordan 2010), prompt sheets
containing photographic images (Appendix 9) of common classroom scenarios were
developed. These were shared with pupils during interview and they were invited to
talk about whether they had experience of each scenario and, if so, how it made

them feel (see Fig. 9 for some examples of these).

The information provided during the discussion of these materials was used
at the end of the interview to aid the development of each pupil’s individual FAMe ™
Statements, the three ‘most important’ (to the pupil in terms of wanting their teacher
to be aware of them) of which were written into the FAMe™ statement template (Fig.

10).
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Figure 9.
Examples of photo prompt sheets shown to pupils during interview

Some pupils like working as part of  a group

Some pupils do not mind when people lean over them

Some pupils like to put their hand up in lessons

Some pupils enjoy demonstrating their work to the class
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Figure 1 0.

FAMe ™ Statement Example and Template Sheet

Writing your FAMe™  Statements
What would you like your teacher to know
about you?

Template

Writ ing your FAMe™  Statements
What would you like your teacher to know
about you?
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Where necessary, pupils’ FAMe™ Statements were rewritten by me, to be as
concise and easy for teachers to understand as possible, and then sent via parental
email to pupils for confirmation that they retained the intended meaning. Any
requests for amendments were actioned prior to making the information available to

teachers through the school register system for one school term (April-July 2016).

Self-report measures were administered once all questions/topics from the
interview schedule (Appendix 8) had been discussed and pupils’ three FAMe™
Statements had been written. Pupils were offered a break between the two elements
of the session and drinks and snacks were made available. Pupils were given the
choice of completing the measures independently or having the items read to them.
They were encouraged to ask for clarification of any questions that they were unsure
how to interpret. It was explained that the questionnaires focused on their thoughts

and feelings and assurances were given that there were no right or wrong answers.

The decision was made to order the interview in this way for several reasons:

1. The qualitative data collection and generation of the FAMe™ Statements was
crucial to the main goals of better understanding pupil experiences of school
and establishing the FAMe™ System. The quantitative data, whilst necessary
for triangulation and the evaluation of FAMe™, was not essential to achieve
these goals. If pupils were to tire, and want to end the interview early, my
priority was to have collected their qualitative information. The quantitative
data could then have been collected at a further meeting, if necessary and

agreed to by participants. In addition, if pupils decided they did not want to
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complete the self-report measures, | believed they would feel more confident

to say so at the end rather than the beginning of the interview;

It was important to develop a rapport with pupils and establish their preferred
method of working, and any difficulties, for example with reading, before
presenting them with the self-report measures. | anticipated that pupils would
feel more comfortable asking me to read or scribe for them once they had had

the chance to get to know me;

. The self-report measures focused on issues related to mental health and well-
being that required pupils to disclose personal information that they might not
have considered or shared with anyone before. | wanted to ensure they felt
comfortable enough with me to ask for clarification of items, refuse to answer

items or share their distress should they need to.

It was explained to pupils that, should their answers to the self-report

measures indicate high levels of distress, | would be obliged to alert their school

SENDCO for safe-guarding reasons. Only one pupil chose not to complete the

measures.

One pupil became visibly distressed during completion of the questionnaires

and requested a break. He left the room and went to the dining hall, choosing not to

access a member of school staff. On his return, he was offered the choice of ending

the meeting without completing the questionnaires, or leaving out the items he found

difficult to answer. He was determined to answer all items and asked for my support
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to help him do so. This pupil chose to stay with me for a further 15 minutes once the
interview was complete. He said he needed time to regain himself before returning
to class because he had been doing some “intense thinking”. He drew a maze for
me to attempt to solve and recited the Periodic Table, both of which he said were
things he did to relax. His questionnaire scores suggested that he was suffering from
anxiety and depression levels in the ‘extremely elevated’ range, and he disclosed
that he was feeling suicidal. We discussed my duty to share concerns about his
welfare with an adult in school, which he had been informed of at the beginning of
our meeting. He gave permission for me to share his information with his school

SENDCO, which resulted in a referral to an outside agency for therapeutic support.

Self-report measures

The measures selected focus on issues relating to quality of life, i.e. anxiety,
depression, and self-esteem, which are widely understood to be negatively impacted
by school experiences (Ashburner et al., 2010; Charman et al., 2011; Morewood et
al., 2011; NAS, 2016a; Osborne and Reed, 2011). The choice of measures took into
account evidence of: their reliability, validity, and internal consistency; their suitability
for use with autistic youth; sensitivity to change over time; the time taken for
completion (they needed to be short so as not to overburden pupils who had already
taken part in a lengthy interview); ease of reading; and suitability for administrator
reading/scribing if pupils preferred. Cost and availability to me as a PhD research

student (rather than a registered clinician) were also factors in the selection process.
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The Beck Youth Inventories ™ (BYI-ll-revised, Beck, Beck and Jolly, 2005),
is a widely used measure of adolescent mental health, comprising a collection of
self-report scales that may be used, separately or in combination, to assess a child’s
experience of depression, anxiety, anger, disruptive behaviour, and self-concept
(Beck et al.,, 2005). The inventories are intended for use with children and
adolescents between the ages of 7 and 18 years and produce age and gender-
standardised t-scores (Pearson Clinical, 2016a), which can be grouped according to
their clinical significance: average <55; mildly elevated =55-59; moderately elevated
=60-70; extremely elevated >70 (Beck et al., 2005), and can be used to discriminate
between sub-groups of adolescents with high and low levels of distress (Community

University Partnership, (CUP) 2016).

Each component of the BYI-Il has good test—retest reliability (correlation
coefficients of 0.83-0.94 in the 11-14 age group) and has been shown to be sensitive
to changes over a relatively short time period, making them appropriate intervention
evaluation tools (PearsonClinical, 2016a). During development, internal consistency
analysis yielded a Cronbach’s alpha coefficient that ranged from 0.86-0.92 in the 11-
14 age group (CUP, 2016) and criterion validity was demonstrated (Beck et al., 2005).
A systematic review of measures of child and parent reported mental health and
wellbeing outcomes in children (Deighton et al., 2014) identified the BYI-II as having
met key psychometric standards. These authors concluded that the BYI-II has been
well validated through ‘a range of modern psychometric and statistical modelling
approaches’ (ibid, p.5), and can be used for both assessment of intervention impact

and individual assessment at treatment outset (ibid, p.12). In addition, the BYI-II, has
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been used in previous research with autistic youth (e.g. Ichikawa et al., 2013; Mandy
et al., 2016), and the assessment publishers advertise its suitability for use in the
identification of mental health issues in autistic individuals (Pearson Clinical, 2016b).
One identified limitation of the BYI-Il is the lack of evidence of cultural sensitivity
(Deighton et al., 2014). This was not relevant in this study, as all pupils were of white

British heritage.

For this project the depression and anxiety subscales of the BYI-Il were
selected, to measure existing levels of these constructs in the pupil sample pre-
FAMe™, and to establish whether significant change in pupils’ depression and
anxiety levels occurred over the course of the project. The depression inventory
subscale (BYI-D) includes items that reflect the respondent’s negative thoughts
about: him or herself; his or her life, and future; feelings of sadness; and
physiological indications of depression. The anxiety inventory subscale (BYI-A)
includes items reflecting: fears (e.g. about school, getting hurt, and health); worrying;
and physiological symptoms associated with anxiety. These 20 item self-report
scales are easy and quick to administer and score and can be completed
independently (requiring a reading age of 7 years) or read out-loud by the

administrator.

The Myself As a Learner Scale (MALS, Burden, 1998) was developed as a
means of focusing directly on school pupils’ perceptions of their learning abilities and

is suitable for use with children between the ages of 9-16 years. Containing 20 items,
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participants are asked to rate how applicable each statement is to them on a scale

of 1-5, from ‘Definitely true of me’ to ‘Definitely not true of me at all’.

Burden (2005) suggests that a pupil’s self-confidence to succeed, and the
explanations that they give themselves for successes and failures, play a vital part
in the learning process. He proposes that, in order to better understand why children
do well at school or sometimes fail to live up to expectations, it would be helpful to

gain some insight into their views of themselves as learners.

As many autistic pupils are known to achieve poor academic outcomes,
relative to their intellectual/cognitive profile (e.g. Ashburner et al., 2010; Charman et
al., 2011; Morewood et al.,, 2011; Osborne and Reed, 2011), it was decided to
include the MALS to identify pupils’ perception of themselves as learners and assess
whether these views were impacted by teachers use of the FAMe™ System. This
measure has been used by other researchers to establish whether pupils’ general
self-perceptions about their learning capabilities are open to the influence of teaching
style or other contextual factors (Armstrong and Humphrey, 2009; Burden, 2005;

Burke and Williams, 2012; Kaufman and Burden, 2004).

As with the BYI-Il, items can be completed independently or read by the
administrator. Burden (1998) reports that in his standardisation study in the UK,
MALS vyielded encouraging reliability figures (Cronbach’s alpha coefficient of 0.85).
Standardised scores enable researchers to compare participants with a normative

population sample to establish whether individuals and/or groups demonstrate a
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high/low or average academic self-concept. A test-retest reliability analysis, with a
group of 22 mixed ability 12-year-old children, generated strong correlations
between two occasions of measurement (r (22) = 0.96), indicating good figures of

reliability (Erten, 2015).

Designed specifically by me for this project, the How | feel at School
Questionnaire asks pupils to consider their experiences at school over the past
week and rate their level of in-class anxiety, interest in lessons, and understanding
of the work presented to them, on a sliding scale with emoticons illustrating each
rating to accommodate potential visual learner preference (Beresford et al., 2004;
Dettmer et al., 2000; Preece, 2002). A small group of 5 autistic children (age range
7-17) completed the questionnaire and provided feedback relating to their
comprehension of the instructions and the questions, which were reworded when

misinterpretation occurred.

In order to gain insight into pupils’ expectations of the FAMe™ System, and
whether the expected impact was achieved, the pre-FAMe™ version of the How |
feel at School Questionnaire included an item asking pupils to rate how they thought
they would feel if teachers used their FAMe™ information. This question was
replaced, post-FAMe™, with an item relating to their perception of change in teacher
behaviour/practice since the FAMe™ system was introduced. An example item was
provided on the questionnaire cover sheet (Fig. 11) and this was discussed, prior to

guestionnaire completion, to ensure pupils understood what was expected of them.
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Figure 11.

How | feel at School Questionnaire

Eighteen pupils in this study completed the: BYI-D; BYI-A; MALS; and the
How | Feel at School Questionnaire, at both pre- and post-FAMe™ data collection
points. All but one pupil chose to read the items to themselves, although most read
them out-loud and asked for clarification of at least one item. Discussion of the
questionnaire items elicited additional qualitative information which was included in
the interview transcripts and thematic content analysis. A summary of the data
collection methods is provided in Table 3, which follows the description of teacher

recruitment and participation.
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b) Teachers

Pre-FAMe™

All teachers in the 3 participating schools were emailed a FAMe™ Project
information document via their school SENDCO (Appendix 11). This included: a
description of the aims of the project; an explanation of what trialing the FAMe™
system involved; and an invitation to participate in a pre-FAMe™ online survey

(Appendix 12).

The survey was designed to establish whether teachers in the participating
schools were representative of those described in autism education research
literature, who have reported having only a limited understanding of the way autism
can impact on individual pupil’'s experiences of their environments, relationships,
and/or their cognitive style and learning abilities (Charman et al., 2011; Falkmer et
al., 2012; Hebron and Humphrey, 2014; Leatherland and Chown, 2015). It was
important that the participating teachers’ current experiences of teaching autistic
pupils, and their opinion of the FAMe™ system concept, including any perceived
barriers to its use, were understood, in order to maximise the usability of FAMe™
before implementation, and to have a baseline against which to compare post-

FAMe™ responses.

Survey questions focused on teachers’: level of autism training; awareness of
which of their pupils are autistic; frequency of use and current ease of access to

pupil’s individual SEND information; confidence in their understanding of and ability
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to support autistic pupils’ classroom needs; perceptions of the FAMe™ System
concept; and perceived barriers to prospective FAMe™ System use. Teachers were
also provided with space to describe their experiences of teaching autistic pupils.

Fifty-three teachers completed the pre-FAMe™ online survey.

At the point of FAMe™ System implementation, SENDCOs emailed a
FAMe™ flyer (Appendix 13) to alert teachers to the start of the project, and teachers
were provided with in-house technical support to activate the FAMe™ System on
their class registers. The precise method of delivery of the FAMe™ System to
teachers differed between schools, according to how they were currently using the
Capita SIMS software system, and the FAMe™ flyers distributed in each school

reflected this.

All schools made use of an empty/little used register column that, once
activated, remained open next the class lists for the duration of the project. In one
school the Quicknote column was adopted for FAMe™, another used the Gifted and
Talented column, and one the report system (which highlighted pupils’ names in red
on the register as well as providing a link to their FAMe™ statement information).
Essentially, each of these methods required the same of teachers, i.e. to click on the
highlighted column and hover the cursor over a dot to activate a pop-up box
containing a pupil's three FAMe™ Statements. Teachers were asked by their
SENDCO to read and take account of pupils’ FAMe™ Statements during lessons.
They were reminded again to do this after returning from the half-term holiday. Pros

and cons to each of these methods of delivery existed, which were identified by
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pupils and teachers. These are outlined in the findings and considered in more detail

in the Discussion chapter.

Post-FAMe™

Teachers were again contacted via their school SENDCO and sent an email
link to the post-FAMe™ online survey (Appendix 14), designed, with reference to the
second research question, to collect data about their experience of using the
FAMe™ System. Teachers were asked whether the FAMe™ System had: alerted
them to the presence of autistic pupils in lessons; provided easy access to pupil’s
FAMe™ Statements; provided information about individual autistic pupils that was
not already known to them; informed their classroom practice and/or changed the
way they supported individual autistic pupils; and changed their confidence in their

ability to meet the learning and/or support needs of participating FAMe™ pupils.

Teachers were also asked whether they perceived any change in FAMe™
pupils' engagement, behaviour, learning and/or academic outcomes since the
FAMe™ project began, and whether they would welcome future updates to Capita
SIMs software to optimise the functioning of the FAMe™ System. Space was
provided so that teachers could expand/explain their answers to all questions, and
they were given the opportunity to offer suggestions for future
improvements/developments of the FAMe™ System. Sixty-five teachers completed

the online post-FAMe™ feedback survey.
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c) SENDCOs

SENDCOs were asked to complete an online post-FAMe™ survey (Appendix

15). This focused on how pupil pre-FAMe™ interview information, provided (with

pupils’ consent) for inclusion in pupils’ SEND files had been used, and their

experience/perception of the impact both the FAMe™ System, and the project as a

whole, had had in their school.

Table 3.

Data collection methods and timings

Pre-FAMe™

Pupils in Years 7 -10 attending mainstrea m secondary schools (n=22)

March 2016

Data collected

RQ

1,2and 3a &b

used to address:

Meeting 1. (in school) — approximately 1 hour
Semi-Structured Interview (Appendix 8)

With a focus on experiences of school, the physical learning environment, and
what teachers do that is helpful/unhelpful in the classroom.

Also included:
Completing ‘The Ideal Teacher’ template (Figure 8)
Discussion of the photograph prompt sheets (Appendix 9)

Development of FAMe™ Statements (using the FAMe™ Statement template
sheet — Figure 10)

The 3 ‘Facts About Me’ prioritised by pupils — i.e. what they most wanted their
teachers to do differently an/or know about them (to be communicated to
teachers via the FAMe™ System)

Completion of Self- Report Measures

The Beck Youth Inventory Anxiety Scale (BYI-A)
The Beck Youth Inventory Depression Scale (BYI-D)
The Myself As a Learner Scale (MALS)

X
X
X
x The How | feel at School Questionnaire — developed for this project
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Post FAMe™

Pupils in Years 7 -10 attending mainstream secondary schools (n=18)

July 2016

Data collected

used to address:

Meeting 2. (in school) — approximately 1 hour
Semi-Structured Interview (Appendix 10)

With a focus on experiences of teachers’ FAMe™ System use and the impact

RQ on/difference made to pupils when teachers used their FAMe™ Statements to
change their classroom practice/behaviour in line with their prioritised support
3a&band4b needs.
Updating of FAMe™ Statements where required for ongoing FAMe™ System
use.
Completion of self- report measures - repeat of measures used in pre-
FAMe™ interview.
Pre-FAMe™ Teachers - self-selected from 3 mainstream secondary schools (n=53)
March 2016 Online Survey (Appendix 12) distributed via email by SENDCO

Data collected
used to inform:

RQ

4a

With a focus on:

X Autism training received

Experiences of teaching autistic pupils

X Confidence in ability to understand and meet autistic pupils’ support
needs

X Experience of accessing pupils’ individual SEND information

x Potential/perceived usefulness of easy access to pupil specific
information (FAMe™ System)

x

Post-FAMe™

Teachers - self-selected from 3 mainstream secondary schools (n=  65)

n.b. surveys were completed anonymously and therefore responses could
not be linked to specific individuals  from pre - to post -FAMe

July 2016

Data collected

used to address:

RQ

4a &b

Online Survey (Appendix 14) distributed via emai | by SENDCO

With a focus on experience of teaching autistic pupils with access to the FAMe ™
System, including:

Whether FAMe™ Statements provided new information

The frequency FAMe™ information was accessed

Change in classroom practice

Impact on confidence in ability to understand and meet individual autistic
pupil’'s support needs

Ease of use of the FAMe™ System

X Suggestions for further system development

X X X X

x
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Post-FAMe™ SENDCOs (n=3)

July 2016 Online Survey (Appendix 15) - distributed via email
With a focus on:

X Impact of the FAMe™ Project on their understanding of their autistic
pupils’ support needs

x Usefulness of the information gathered during administration of the pre-
FAMe™ pupil self-report measures (passed on when pupils were
identified to be ‘at risk’’had clinically significant levels of anxiety and/or
depression)

x Changes in SEND provision offered to pupils since beginning of project

x Desire to continue with FAMe™ System use within school following end
of project

ii.  Analysis of Data

Pupils’ interview recordings were transcribed verbatim and entered into the
Nvivoll software programme (gsrinternational, 2017) as individual case nodes.
Demographic and self-report data was then attached to each case node in order that

within-group, e.g. according to gender or anxiety level, analyses could be performed.

A series of deductive nodes were developed from: the diagnostic criteria
(DSM-5, 2013; ICD-10, 2010); criteria exemplars (Carpenter, 2013); autism research
literature; the five cognitive autism theories selected for this investigation; and
whether pupils’ perception of the experience described was positive/neutral or
negative. Catch-all nodes of: ‘Other’; ‘Past’; ‘Unrelated to school’; and ‘Clarification
of a point already made’, were included to enable all pupil transcripts to be coded in

their entirety. Units of coding (UoC) (defined in detail in Appendix 1A) taken from
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pupils’ interview transcripts were then coded to these deductive nodes according to
hierarchical coding strategies (Appendix 1D & G). Further development of inductive
nodes, relating to pupils’ school experiences and their perceptions of factors
impacting on these, was carried out in response to the findings of the first rounds of

coding and transcripts were then coded accordingly.

Analysis of pupils’ coded qualitative data involved identifying the number of
UoC relating to each node/group of nodes. Percentage distributions, of individual
within- and whole group references coded to nodes, were calculated and are

reported in the findings section.

Pupils’ quantitative data, resulting from their self-report measure responses
(converted to standardised t-scores where appropriate) was collated in Microsoft
Excel. The number of pupils with scores falling within the boundaries of each clinical
sub-group category (determined from the diagnostic manuals for each measure) was
calculated and the findings are presented as descriptive statistics. Whole sample
group pre- and post-FAMe™ mean scores from each self-report measure were

compared in IBM SPSS Statistics using paired-sample t-test analyses.

Teacher and SENDCO qualitative and quantitative data was collated using
the report function of the Qualtrics software through which the surveys were
developed and distributed. Descriptive statistics in the form of percentage

distributions, supported by summaries of the qualitative data, are reported in the
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Findings Chapter (Section 5). Further examples of teachers written responses are

provided in Appendices 16 and 17.

Chapter Summary

In this chapter | have defined my methodological approach to this study.
Having established that, despite its transformative goals, this project did not meet
the paradigmatic criteria for transformative research, | came to recognise myself as
a pragmatist researcher, positioned at the ‘level’ of paradigm ‘defined by the ‘shared
beliefs’ of a research community (Denscombe, 2008, p.277; Morgan, 2007, p.74). |
subsequently identified that my methodological, epistemological and ontological

assumptions were appropriate within this framework.

Pragmatist philosophy advocates the use of whichever methods have the
most practical value for dealing with a specific research problem (Hall, 2013; Morgan,
2007), and therefore supports my decision to take a mixed methods approach and
collect both qualitative (to understand the participants’ experiences) and quantitative
(to establish whether measurable change had occurred) data, using pupil interviews

and self-report scales, and online teacher and SENDCO surveys.

The FAMe™ System itself was designed to provide the type of individualised
information about autistic pupils that teachers have been requesting, in such a way
that it would not be experienced as an additional burden competing with their existing

workloads.
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Methods used, and materials developed, to facilitate pupils’ engagement with
their pre- and post-FAMe™ interviews and generate FAMe™ Statement information,
took account the variety of communication styles and preferences recognised to
exist within the autistic population. Self-report scales were selected for their focus
on those areas of pupil well-being understood to be negatively impacted by school
experiences, and because their validity for use with autistic youth had previously

been established.

The inherent ethical considerations, involved in any research involving
vulnerable populations, were considered and how these issues were attended to,

throughout each stage of this research process, has been described.

The techniques used to analyse and present the narrative and numerical data,
generated by pupils and teachers, were selected for their suitability of use with the
individual data sets and have been described here. The next chapter reports the

findings of these analyses, in both descriptive and statistical formats, as appropriate.

180



Chapter Four: Findings
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1. Overview

This chapter reports findings from the data analysis and is split into seven sections:

Section 1 Part A details findings from the pre-FAMe™ self-report measures
which were used to identify two distinct pupil groups for the subsequent
comparative analysis, i.e. those with average and those with above average
levels of anxiety. Further analysis of the self-report measure scores is

reported in Section 4, Part A.

Section 1 Part B relates to Research Question 1 and, following an
explanation of the data validation process, details findings from the analysis
of Coding Round 1a, in which the capacity of the diagnostic criteria for autism
(DSM-5, 2013) and its exemplars (Carpenter, 2013) to explain, or aid
understanding of, autistic pupils’ experiences of school was explored. A
second level of coding this data, used to invesigate pupils’ attribution of
impact to internal or external factors (both negative and positive/neutral), and

any overlap of these attributions with round 1a coding, is also reported here.

In Section 1 Part C, the findings of Coding Round 1b, in which pupils’
interview data was coded to a series of deductive nodes pertaining to the five
cognitive autism theories, in order to invesitgate their potential to explain the
autistic pupils’ school experiences (Research Question 2), are presented.
Level 2 coding of this data, i.e. according to pupils’ internal and external
attribution of impact (as detailed above), was also performed and the findings

reported here.
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Vi.

Vii.

Following this, in Section 2, overlap between Coding Rounds 1a (Diagnostic
Criteria) and 1b (Autism Theory) is explored, in order to ascertain the capacity
of cognitive autism theory to explain the school experiences of autistic pupils
that relate to the explicit features of autism, and to establish whether autism

theory can explain any experiences that criteria cannot.

In Section 3 findings from analysis of the references made by pupils, which
specifically related to the impact of teachers’ behaviour and/or practice on
their classroom experiences (pre-FAMe™), and the types of support they
identified as desirable through the writing of their FAMe™ Statements, are

reported (Research Question 3).

Section 4 Part A relates to Research Question 4, and details findings from the
comparative analysis of pupils’ pre- and post-FAMe™ self-report scores, used
to evaluate the impact of the FAMe™ system on pupils’ self-reported levels of
depression, anxiety and academic self-esteem together with pupils’ pre- and
post- FAMe™ responses to the ‘How | feel at School Questionnaire’. Findings
from the analysis of the qualitative data collected during the post-FAMe™

pupil interviews are also included (Section 4 Part B).

In Sections 5 and 6, findings from participating teachers’ pre- and post-
FAMe™ online surveys and the post-FAMe™ SENDCO survey are presented,
including details of their experiences of using the FAMe™ System and

suggestions for its future development.
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viii.  Section 7 reports pupils’ descriptions of the interview process and their

thoughts about the FAMe™ Project, as a concept and in practice.

ix.  This is followed by a summary of the key findings.

Section 1.
Part A.

Pupils’ Pre -FAMe™ Quantitative Data

In this section pupils’ pre-FAMe™ self-report scores, from a range of Quality
of Life (QoL) related questionnaires, are reported. These scores provided a base-
line measure of the participating pupils’ anxiety and depression levels, and a context
for the analysis of the narrative data which follows in Parts B and C. Three widely
used and validated self-report measures were used: the Beck Youth Inventory
Anxiety Scale (BYI-A, Beck et al., 2005); the Beck Youth Inventory Depression Scale

(BYI-D, Beck et al., 2005); and the Myself as a Learner Scale (MALS, Burden, 1998).

Using the BYI-Il administration and assessment manual (Beck et al., 2005),
pupils’ raw scores from the BYI sub-scales were converted into T-scores, according

to age and gender, and grouped into one of the following 4 categories:
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x

Average (T-score <55)
Mildly elevated (T-score 55-59)
Moderately elevated (T-score 60-69)

x

x

x

Extremely elevated (T-score >69

Whilst not a diagnostic tool, the BYI-1l is considered to be a reliable assessment of
symptom severity, and discriminates between groups with differing levels of

psychological distress (Beck et al., 2005).

MALS scores can range from 0-100 and fall into one of 3 categories:

x Above average (score >80)
X Average (score 60-80)

x Below average (score <60)

It is important to note that whilst above average scores on the BYI-Il inventories are
associated with negative psychological well-being, the opposite is true of the MALS,
where an above average score signifies higher than average academic self-esteem

(i.e. is positive).

Table 4 shows the percentage of the total sample (n=20*3) whose scores fell

into each category. Forty five percent of pupils (n=9) reported levels of anxiety, and

13 One pupil chose not to complete the self-report measures following his pre-FAMe™ interview
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55% levels of depression (n=11), that were in the above average range, with 40%
(n=8) and 25% (n=5) having ‘extremely elevated’ pre-FAMe™ anxiety and
depression levels respectively. Such scores are considered to be clinically significant
and signifies a child or adolesent might be in need of further assessment or
intervention (Beck et al., 2005). The majority (h=13) of pupils had average levels of
academic self-esteem pre-FAMe™ (65%) and almost a third (30%) reported above
average (i.e. positive) levels of academic self-esteem. Only one pupil had an

academic self-esteem score that was below average.

Although distributed slightly differently, in terms of the severity level, it was
the same pupils who scored in both the above average depression and above
average anxiety level range (except for one pupil whose scores indicated that he
had mildly elevated depression levels but average levels of anxiety). For this reason,
and because it was expected that the FAMe™ System was more likely to impact
positively on pupils’ anxiety rather than depression, BYI-A scores were used to
determine the two comparison groups for later analyses, i.e. average anxiety levels
(Group 1) and above average anxiety levels (i.e. all pupils with either mild, moderate

or extremely elevated levels of anxiety) (Group 2).
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Table 4.

The percentage of pupils (h=20) whose pre-FAMe™ self-report scores

fell into each category

Self-Report Category

% of pupil

sample (n=20)

in each
category

% of pupil sample
(n=20) with either
average or above
average BYI scores

Average Anxiety Levels

55% (n=11)

55% (n=11)

Mildly Elevated Anxiety Levels 0%
Moderately Elevated Anxiety

5% (n=1)
Levels
Extremely Elevated Anxiety Levels | 40% (n=8)

(n=9)

Average Depression Levels

50% (n=10)

50% (n=10)

Average MALS Score

65% (n=13)

Below Average MALS Score

(n=1)

Mildly Elevated Depression Levels | 10% (n=2) (n=10)
Moderately Elevated Depression 15% (n=3)

Levels

Extremely Elevated Depression 25% (n=5)

Levels Key:

Above Average MALS Score 30% (n=6) Green indicates positive

well-being scores

In addition to the validated self-report measures, pupils completed a
questionnaire, designed specifically for the FAMe™ project, that asked them to think

about the previous week in school and rate: how anxious/worried they had felt in
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class; how interested/bored they had felt in class; and how easy it had been to
understand the work in class. The percentage of pupils rating 1 (not at all), 2 (a

bit/quite), or 3 (very), for each question is shown in Figure 12.

As ‘very’ and ’'not at all' could be either positive or negative responses
(depending on the question) the value labels are not always presented in the same
order in the chart. Instead the bars have been stacked to read from positive (left) to
negative (right). The majority (85%) of pupils (n=17) indicated that they had felt at
least a bit anxious in class during the week prior to the pre-FAMe™ interview; 90%
(n=18) had only been a bit (n=13), or had not been at all interested (n=5), in their

classwork; and 20% (n=4) had not found their classwork at all easy.

Figure 12.

Percentage of pupils (n=20) reporting either ‘very’, ‘a bit/quite’ or ‘not at all’
to three questions relating to their in-  class feelings during the week

before their pre -FAMe ™ interview
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A comparison of pupils’ pre-FAMe™ scores from each of these questionnaires
with their repeat-measures post-FAMe™ scores is reported in Section 4 (Part A) of

this chapter as part of the FAMe™ System evaluation.

Part B.

Pupils’ Pre -FAMe™ Qualitative Data:

Diagn ostic Criteria for Autism

This section begins with a description of the validation process undertaken to
achieve confidence in the relibility of the findings obtained from the narrative data
analysis. This is followed by a report of the descriptive statistics resulting from
Coding Round 1a, a thematic analysis of pupils’ pre-FAMe™ interview transcripts in
which the narrative data was coded to a deductive scheme of nodes developed from:
the diagnostic criteria (DSM-5, 2013; ICD-10, 2010); the Guidelines and Criteria
exemplars, developed during a Centers for Disease Control and Prevention Autism
and Developmental Disabilities Monitoring (CDC ADDM) project (Rice et al., 2013)
and adapted by Carpenter (2013); and autism research literature. Coding followed a

hierarchical coding strategy (Appendix 1D).

Coding results are provided at both an individual and group level throughout.

The extent to which the diagnostic criteria can provide explanation for, or can inform
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understanding of, autistic pupils’ in-school behaviours and school experiences was

explored.

A further inquiry into the data was conducted, to investigate the extent to
which participating pupils attributed positive and negative experiences of school to
external factors, such as their teachers’ behaviour/practice or the physical
environment, or to internal features (of themselves), such as their academic
strengths or weaknesses or their coping strategies. This was important to ascertain,
as the diagnostic criteria seeks to describe or explain inherently internal features of
autistic individuals. Any attribution by participating pupils to external factors
impacting on their school experiences could potentially influence the results and
subsequent interpretation of the coding analysis. It was therefore necessary to
establish whether this was the case. The aim of this first stage of the analysis was

to answer the following research question:

Research Question 1:

Are the explicit and implicit features of autism, specified in the diagnostic criteria
of autism and autism literature, reflected in autistic pupils’ descriptions of their

lived experiences of school and, if so, to what extent?

The goal was to gain insight into the capacity of the explicit and implicit features of

autism (taken from the diagnostic criteria, criteria exemplars, and autism literature)
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to provide an explanation for and/or aid understanding of the experiences of school

described by autistic pupils.

Validation of Coding

In order to ensure that my coding of the qualitative data was methodologically
robust and reliable, | used two different methods of validation. In the first instance
my Director of Studies (Dr Luke Beardon - EdD Autism), and a research colleague
who is an independent autism researcher with a particular interest in autism theory,
and with whom | have collaborated on other autism related projects (Dr Nick Chown
- PhD Autism), read all the references provided as examples throughout the coding
scheme (Appendix 1) and confirmed their agreement that each reference was coded
correctly, i.e. was an example of the node it had been coded to. This process

returned an agreement rate of 100% without any need for alteration/modification.

In the second stage of data validation Dr Chown coded one complete pre-
FAMe™ interview transcript'4 following the coding rules (Appendix 1C) and returned
the coded transcript to me for comparison. During this stage, email correspondence
highlighted that certain areas of the coding scheme required further explicit
clarification to prevent any potential miscoding of pupils’ references should a

repeat/follow-up study be conducted. This was particularly true in relation to the

14 Dr Chown signed a confidentiality document in which he agreed not to disclose any details of the
anonymised pupil interview transcript (Appendix 16)
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autism theory nodes (the analysis of which is presented in Part C). Deciding whether
or not a behaviour and/or experience described by an autistic individual can be
explained by a particular autism theory is vulnerable to subjective interpretation
based on an individual coder’s understanding/interpretation of the theory itself. In
order to ensure maximum reliability the coding rules were revised and made more
explicit in relation to each node, with additional examples provided where there had

been evidence of potential disagreement and/or confusion.

It was also made explicit that coders (n.b. for this study | was the only coder)
are required to follow the coding rules regardless of their own understanding of
autism theory. It was decided during this process that there should be a requirement
to assume that all of the experiences/perceptions/feelings, described by participating
pupils, were autism related/impacted by their being autistic, i.e. the coder must not
distinguish between experiences that might be thought ‘typical’ of adolescents
regardless of their neurology, e.g. arguing with friends, or being stressed, and those
that are more obviously explicit to autism, e.g. not understanding sarcasm or body
language. This reduces the potential for a coder’s subjective opinion to impact on
coding and the subsequent analysis. Following Dr Chown’s communications, the
coding rules were updated to ensure it was made explicit that all references to
experiences/thoughts/feelings that had the potential to result from autism (i.e. a
feature listed in the diagnostic criteria), or that could possibly be explained by autism

theoryl/ies, were to be coded to the appropriate node/s.
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| accepted that this strategy might lead to some over-coding of references to
autism criteria and theory nodes but decided that this was preferable, in an
exploration of the capacity of these to explain the experiences of autistic individuals,
than to risk introducing subjective views about what was and wasn’'t an autism
related experience, or was an experience that could be explained by a particular

autism theory.

The revised strategy and a description of the method used to develop
individual nodes for coding, with examples of the interview material coded to each
node, is provided in Appendix 1. Following these modifications to the coding
strategy/rules, the inter-rater reliability, between myself and Dr Chown, of the
complete pupil trancript was 98% and 94% respectively for coding rounds la

(diagnostic criteria) and 1b (autism theory).

Coding round la.

Pupils’ Pre-FAMe™ Interview s Coded to Explicit and Implicit

Features of Autism as Defined in the Diagnostic Criteria

The autistic population is a heterogeneous group of individuals, who
inherently share difficulties in specific areas, relating to social communication and
interaction, and restricted, repetitive patterns of behaviour, interests, or activities
(DSM-5, 2013), but for whom the particular manifestation of these difficulties is
unique (Attwood, 2008; Beardon, 2012; Rosqvist, 2012). Thus, in order that any

individual differences in the accounts given by pupils about their current experiences
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of school were not lost from view, through the process of displaying group coding
only, the following pie charts present the coding of pupil transcripts at an individual
(Figs.13 and 14); gender group (Figs.15 and 16), anxiety group (Figs.17 and 18);

and whole sample group (Figs.19 and 20) level.

Of the deductive nodes created from the list of implicit features of autism, set
out in the DSM-5 (2013), ICD-10 (2010) and the criteria exemplars, i.e.: sleeping and
eating disturbances; meltdowns/behavioural difficulties and temper tantrums;
shyness/social anxiety; fears/phobias; self-directed aggression/self-injury; lacking
spontaneity, initiative and creativity in the organisation of their leisure time; difficulty
applying conceptualisations in decision-making in work (even when the tasks
themselves are well within their capacity); problems with play/imagination; language
and developmental delays; and poor imitation skills, only two had references coded
to them. These were ‘Shyness/Social Anxiety’ (n=70) and ‘Behavioural Difficulties’
(n=8). Other nodes were represented in the pupils’ narrative data but did not related
to current school experiences (e.g. they were experiences that had happened in the
past or at home) and so were omitted from the analysis (see coding strategy,
Appendix 1C). Only one pupil (Site 3, Pupil 02) made references coded at
‘behavioural difficulties’, all of which related to his engaging in aggressive behaviour
which was directed at others (rather than at himself). As the majority (90%) of the
references coded to these nodes were associated with shyness and social anxiety,
these two implicit features were collapsed into one category (‘Criteria Implicit’) for

reporting purposes throughout Figures 13-20.
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References relating to: general anxiety/worry and masking behaviours - i.e.
not specifically attributed to the social environment/socialising/having attention
drawn to them (which were coded to Criteria Implicit, ‘Shyness/Social anxiety’), or
perfectionistic tendencies (coded to DSM-5, B3, ‘Highly restricted, fixated interests)
- were coded to deductive nodes developed in response to the wide reporting of
these features in academic autism literature. As the majority, 80 of the 89 references
(90%) coded to this node, were associated with general anxiety/worry these two
implicit features have been collapsed into one category (‘Literature Implicit’) for

reporting purposes throughout Figures 13-20.

Findings are reported as percentages of the total units of coding made by
individuals and/or groups, rather than the number of units of coding made, to
eliminate the potential for data from the more/less verbose pupils to impact on
distribution figures. Using percentages in this way enabled a more accurate

comparison of individual and group data.

I.  Coding comparison by i ndividual pupil

The distribution of coding to nodes of the school experiences described varied
widely between individual pupils (Fig.13). For example, over half (54%) of the
individual units of coding made by Site 3, Pupil 07 were coded to the ‘Criteria Explicit’
nodes, i.e. it was possible to infer that these experiences were affected by/resulted
from an explicit feature of autism as defined in the DSM-5 (2013) diagnostic criteria.

In contrast, only 8% of the units of coding made by Site 2, Pupils 02 and 03 were
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coded to one of these nodes. Difficulties relating to social communication and social
interaction (i.e. DSM-5, Al; A2; and A3), accounted for over a quarter of the
individual units of coding made by Site 1, Pupil 04 (26%), but only for 2% of the units
of coding made by Site 3, Pupil 02. For some pupils, the percentage of units of
coding coded to shyness and social anxiety (Criteria Implicit) was greater than those
relating to general anxiety and worry (Literature Implicit). For other pupils the

opposite was true.

Figure 13.

The percentage of references (UoC) relating to current experiences of school
made by individual pupils in their pre  -FAMe™ interview

which were coded to each criteria related node
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The following summary table (Table 5) is provided to show the percentage
distribution range of references coded to each ‘Criteria Explicit’ node amongst

individual pupils, and the number of pupils making at least one reference coded to

each node.
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Table 5.

The percentage distribution range, amongst individual pupils (n=21) of

references coded to each of the nodes in coding round la

Node

% Distribution Range
Amongst Individual Pupils

Number of pupils
making at least one
reference coded to

the absence of an autism
specific deficit

n=21 .
( ) this node
Al.. Deﬂgts in social-emotional 0-12% 12 (57%)
reciprocity
A2. Deficits in non-verbal
communication behaviours used 0-13% 16 (76%)
for social interaction
A3. Deficits in developing,
maintaining, and understanding 0-14% 15 (71%)
relationships
B1. Stereotyped or repetitive No references coded to this
motor movements, use of 0
. node

objects, or speech
B2. Insistence on sameness,
infle_xibl_e adherence to routines, 0-25% 16 (76%)
or ritualised patterns of verbal or
nonverbal behaviour
B3. Highly restricted, fixated
interests that are abnormal in 0-8% 4 (19%)
intensity or focus
B4. Hyper- or hypo-reactivity to
§ensory irlput or unusual 0-36% 18 (86%)
interests in sensory aspects of
the environment
Criteria Implicit
. . . 0-18% 20 (95%)
i.e. Social anxiety/shyness
!_lterature Impl|c.|t . 0-17% 19 (90%)
i.e. general anxiety and masking
Other Negati

er egative 16-72% 21 (100%)
Other positive/neutral
Including references to skills or 4-53% 21 (100%)
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None of the explicit features of autism were universally referred to. Hyper- or
hypo-reactivity to sensory input was the explicit feature of autism to which the highest
proportion of references was attributed by any one pupil (36%) and was also referred

to by the highest number of pupils (n=18).

The pie charts in Figure 13 were simplified (Figure 14) to show the distribution
of coding to three distinct compound categories: Criteria Explicit (all 8 criteria nodes
combined); Criteria Implicit; and unrelated to the DSM-5 criteria for autism (i.e. all
other coding). This is followed by a summary table which provides details of the
percentage distribution range between individual pupils, and the number of pupils

who made at least one reference coded to each of the compound nodes (Table 6).

Figure 1 4.

The percentage of references (UoC) relating to current experiences of school
made by individual pupils during their pre  -FAMe™ interview coded to

‘Criteria Explicit’ ‘Criteria Implicit’ and ‘Unrelated to Criteria’.

Site 1, Pupil 01 Site 1, Pupil 02
Male Male
Average Anxiety Levels Average Anxiety Levels
UoC=43 UoC=15
7%
14%
67% 73%
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Site 1, Pupil 03
Male
Average Anxiety Levels
UoC=47

11%

Site 1, Pupil 05
Female
Above Average Anxiety
Levels
UoC=101

5%

Site 1, Pupil 08
Male

Above Average Anxiety Levels

UoC=24

Site 2, Pupil 02
Female
Average Anxiety Levels
UoC=48

8%

Site 1, Pupil 04
Female
Above Average Anxiety
Levels
UoC=58

7%

Site 1, Pupil 06
Female
Above Average Anxiety
Levels
UoC=46

Site 1, Pupil 09
Male
Jo Self-Report Scores
UoC=43

9%

Site 2, Pupil 03
Male
Average Anxiety Levels
UoC=41

10%

2%
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Site 1, Pupil 07
Male
Average Anxiety levels
UoC=38

8%

8%

Site 2, Pupil 01
Female
Average Anxiety Levels
UoC=39

Site 2, Pupil 04
Male
Above Average Anxiety
Levels
UoC=64

17%




Site 3, Pupil 01
Male
Average Anxiety Levels
UoC=32

16%

Site 3, Pupil 03
Male
Above Average Anxiety Levels
UoC=32

13%

3%

Site 3, Pupil 06
Male
Average Anxiety Levels
UoC=41

10%

Site 3, Pupil 02

Male
bove Average Anxiety Levels
UoC=66

Site 3, Pupil 04
Male
Average Anxiety Levels
UoC=59

2%

Site 3, Pupil 07
Male
Above Average Anxiety
levels
UoC=28

4%
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Site 3, Pupil 05
Male
Average Anxiety Levels
UoC=47

6%

Site 3, Pupil 08
Female
Above Average Anxiety
levels
UoC=73




Table 6.

The percentage distribution range, amongst individual pupils, of

references coded to the compound nodes Criteria Explicit, Criteria Implicit

and Unrelated to the D SM-5 Criteria for Autism (i.e. all other coding)

% Distribution Range Number of pupils making at
Node Amongst Individual Pupils least one reference coded to
(n=21) this node
Criteria Explicit 8-54% 21 (100%)
Criteria Implicit 0-17% 19 (90%)
Unrelated to the DSM -5
- 0, 0,
Criteria for Autism 41-88% 21 (100%)

It is evident from Figure 14 that, for the majority of pupils (90%), a greater
proportion of their references relating to current experiences of school were not
related to the diagnostic criteria (explicit or implicit) than were. The between-pupil
percentage distribution range, of the total number of references each made that were
coded to the combined criteria explicit node, was 8-54%, with a mean of 24% and a
median of 21%. The distribution of coding to the criteria implicit node, which relates
almost exclusively to shyness and social anxiety, ranged from 0-17% of the total
number of references made per pupil, with an average of 8.2% and a median of 7%.
The majority of pupils (90%) made references which were coded to this node, with
Q KDYLQJ - RI WKHLU WRWDO FRGHG UHIHUHQFH

that social anxiety is a salient feature of their school experiences.
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Coding comparison by g ender

Interview data was next separated into two groups according to the pupils’
gender. One pupil told me he is “gender fluid” and, at the time of the pre-FAMe™
interview, identified as male (which he is, biologically). The percentage distribution

of coding of the two groups’ interview data relating to current experiences of school

is shown in Figure 15.

Figure 15.

The percentage of the total number of references  relating to current school
experiences made by male and female pupils

that were coded to each criteria related node

Male Pupils
n=15 3%
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3% /2%
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Between gender-group differences were observed, in relation to the
percentage of references coded to the explicit features of autism. A higher proportion
of the total number of references made by female pupils (14%) were coded to nodes
relating to social communication and interaction (DSM-5, Category A), than of those
made by the male pupils (8%). The percentage of references coded to DSM-3, A3.,
I.e. ‘deficits in developing, maintaining, and understanding relationships’, made by
girls, whilst relatively small (7% of their total references) was more than three times
that of the boys (2%). In contrast, a higher percentage of the units of coding made
by male pupils (16%) than female pupils (9%) were related to restricted, repetitive

patterns of behaviour, interests, or activities (DSM-5, Category 4).

The pie charts in Figure 15 were simplified (Figure 16) to show the distribution
of coding to the three distinct categories that were developed during analysis of
individual pupil’'s data (Fig. 14), i.e.: Criteria Explicit; Criteria Implicit; and unrelated

to the DSM-5 criteria for autism (i.e. all other coding).

It can be seen that just under a quarter (23%) of the male pupils’ individual
units of coding, and just over a quarter (27%) of those made by female pupils, were
coded to ‘Criteria Explicit’ nodes, i.e. it was possible to infer that the behaviours
and/or school experiences being described were affected by/related to an explicit
feature of autism (DSM-5). These percentages rose to 32% and 34% when the
‘Criteria Implicit’ (social anxiety/shyness) node was included in this total, with male
pupils having a slightly higher percentage of their references coded to this node (9%),

than female pupils (7%).
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Figure 16.

The percentage of the total number of units of coding made by male
and female pupils that were coded to

‘Criteria Explicit’ ‘Criteria Implicit’ and ‘Unrelated to Criteria’

Male Pupils Female Pupils
n=15 n=6
UoC=620 UoC=365

9%
68% 66% 7%

ii. Coding comparison by anxiety group

Pupils’ data was grouped according to the pupils’ pre-FAMe™ anxiety level,
as measured on the BYI-A self-report scale (i.e. those pupils with average levels of
anxiety and those with above average anxiety levels). The distribution of coding, of
each groups’ references relating to current school-related experiences, to the explicit
features of autism (Round l1a nodes) is shown in Figure 17 and simplified in the

same manner as before (i.e. Figs.14 & 16) in Figure 18.

Although the overall percentages of references coded to each explicit feature
of autism were relatively low, between anxiety-group differences were observed. For

example, the percentage of the units of coding made by those in the above average
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anxiety group, which related to difficulties in developing, maintaining and
understanding relationships (6%), was 3 times that of the average anxiety level
group (2%), and the percentage of the total number of units of coding made which
related to difficulties resulting from changes to routine was double (9% and 4%

respectively).

Figure 17.

The percentage of the total number of units of coding made by pupils with
average or above average levels of anxiety
coded to each criteria related node

Average Anxiety
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The most significant difference in the coding of the two groups’ references
was observed at the ‘Other Positive/Neutral Experiences’ node. Far fewer of the
references made by pupils with above average levels of anxiety made references
that were coded to this node (18%) than were those made by the pupils with average
levels of anxiety (32%). This node includes references to personal skills and
enjoyment of school or the specific absence of autism related ‘deficits’ (criteria
explicit features). The two anxiety groups had very similar percentages of their units
of coding coded to the criteria implicit and literature implicit nodes, which relate
almost exclusively to experiences of anxiety and stress (social and general), which

is surprising considering that the groups were defined by their clinical anxiety levels.

Figure 18.

The percentage of the total number of units of coding made by pupils with
average or above average levels of anxiety  coded to,

‘Criteria Explicit’ ‘Criteria Implicit’ and ‘Unrelated to Criteria’

Average Anxiety Above Average Anxiety
Levels Group Levels Group
n=11 n=9
UoC=450 UoC=492

20%

8%

63% 9%
72% > ’
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It is evident from Figure 18 that the majority of references made by the pupils,
which related to current experiences of school, in both the average and above
average anxiety groups (72% and 63% respectively) were not related to either the
explicit or implicit criteria nodes, i.e. the in-school behaviour and/or school
experiences being described could not be related to any feature of autism specified
in the DSM-5 or its criteria exemplars (Carpenter, 2013). However, a higher
proportion of the references made by pupils with above average levels of anxiety
were attributed to explicit features of autism (28%) than of those made by pupils with

average anxiety levels (20%).

Whole Sample Coding

The percentage distribution of the references, made by the whole pupil
sample which related to current experiences of school, coded to the deductive nodes
developed from the diagnostic criteria, its exemplars, and autism literature, is shown
in Figure 19 and simplified in 20 (to the same three compound categories defined in
Figs. 14, 16 & 18). The percentage of pupils making at least one reference that was

coded to each node is also provided.

The diagnostic criteria (DSM-5) related ‘explicit’ nodes with the highest
percentages of pupils’ references coded to them were: B2., ‘Insistence on sameness,
inflexible adherence to routines, or ritualised patterns of verbal or nonverbal
behaviour’ (7%, n=69); and B4., ‘Hyper- or hypo-reactivity to sensory input or

unusual interests in sensory aspects of the environment’ (6%, n=59).
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