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Abstract

Students with autism face a multitudinous array of day-to-day internal horizontal
transitions, and school-to-school external vertical transitions, during their educational
journey. This research explores the educational and lived experiences of five students
with autism. Its intentional aim is to promote greater understanding about their unique
needs, to positively inform, influence, policy, and practice. To contribute towards the
reduction of autistic disabling educational barriers, in turn enabling students to reach
their full potential. Narrative analysis methods were used to explore participants unique
first-person experiences, to interpret and analyse their fabula, transcribed spoken words,
and sjuzet, non-verbal cues, as a means to represent their true reality. Transition and
change theory models were adapted as a tool to represent these findings. Case
comparisons were made to identify common themes, which were then compared with
general and reviewed literature, to gain a comprehensive understanding about the

educational experiences of the wider autistic population.

Findings indicated that all participants faced a wide range of academic and emotional-
social difficulties, termed concurrent stressors. It was evident that a diagnosis and
autism specific support did not guarantee a reduction in stressors and improvement in
state of health, due to core autistic features such as co-occurring depression, obsessive
phobias, and inescapable social difficulties. All participants experienced the greatest
number of stressors and a major deterioration in health, during the secondary phase. All
participants experienced a reduction in stressors and improvement in health, during the
sixth form phase. The university phase had mixed results with the minority of
participants’ health deteriorating, or remaining stable, and the majority of participants
showing an improvement overall. This research concludes, autism is a lifelong
disabling condition, requiring early diagnosis, to ensure that stressors are understood,
supported through autism specific support, to minimise deterioration in state of health,

and to improve educational, academic, emotional-social, experiences.
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Glossary

Key term

Description of key term

Autism spectrum
condition (ASC) or
Autism spectrum
disorder (ASD)

A neurodevelopmental condition/disorder referred to as being a spectrum
which runs from low to higher functioning levels.

Aspergers

‘Higher functioning’ autistic individuals who, prior to the publication of
the most recent diagnostic guidelines (DSM-V and ICD-11), would have
been diagnosed with ‘Asperger syndrome’. From a diagnostic perspective
this term is no longer in use.

Autism

Referring to individuals with ASC, ASD, Asperger’s and/or ‘higher
functioning’ autism.

Change

“The act of becoming different, or the result of something becoming
different”.[1(Cambridge online dictionary)]

Developmental
disorder

“Any disorder present at birth or which first appears in infancy, childhood
or adolescence”.[2(p88)]

Executive function

*...an umbrella term that encompasses various higher-order cognitive
processes considered to be necessary for preparing and performing
complex goal-directed behaviors in situations in which automatic

(habitual) behaviors are not sufficient”.[3(p3089)]

External-Vertical

The process of change that an individual goes through moving from one

transition educational phase to another e.g., Pre-school to primary, primary to
secondary, secondary to sixth form/FE college, sixth form/FE college to
university/HE.[4]

FE Further education e.g., sixth form school or college

HE

Higher education e.g., university

‘Higher functioning’

autism

‘Higher functioning”’ is not a medical diagnostic label (hence the use of
inverted commas throughout), however it is a term often used in literature
to refer to individuals with autism who have moderate to high levels of
intelligence with mild or no functional language impairments.

Internal-Horizontal
transition

Any process of change that an individual goes through during their
educational phase e.g., from a lesson to breaktime, from one lesson to
another, from one activity to another, from home to school, from the usual
teacher to a substitute teacher, from a sensory free environment to a

sensory overwhelming environment. “Referring to movement across
various settings that a child and his/her family may encounter within the

same time frame”.[4(p4)]

Neuro-diverse
(neuro-divergent)

A term used to refer to a collection of conditions such as ADHD, ASD,
dyspraxia, dyscalculia, dyslexia, dysgraphia, Tourette syndrome, anxiety
disorders, obsessive-compulsive disorder. ““...a range of developmental,

neurological conditions and represents those who are, in some way,
‘atypical’ and who experience the cognitive and sensory world in a

“different” way”.[5(p9)]

Sixth Form Refers to the educational phase when A-level or BTEC studies are
undertaken aged 16 years plus (following GCSE exams aged 16 years).
Transition ““A change from one form or type to another, or the process by which this

happens”. [6(Cambridge online dictionary)]
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Chapter One: Introduction
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1.1 Chapter Overview

To gain insight into Autism Spectrum Condition (ASC) this chapter will describe what
autism is, a brief history of autism, its diagnostic criteria, prevalence, and the process
involved in becoming diagnosed. The differences and difficulties experienced by those
with autism will be discussed in terms of neurophysiology, executive functioning,
central coherence, psychology, mental health, co-occurring neuro-diverse conditions,
and other co-occurring conditions. The unique change and transition difficulties faced
by individuals with autism will be examined. Finally, the chapter will conclude by
detailing the research question, aims, objectives, the participants involved and the

research title.
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1.2 Autism terms used in this research

Semantic language in this research has chosen to refer to the ‘individual’ first and their
‘autism’ second, recognising that an individual’s core may be made up of a multitude of
diagnostic elements rather than solely autism. This ordering of words aims to
encompass all experiences, whether autism related or not in order, to reflect the
individual’s holistic lived experience. For example, some individual experiences may be
a bi-product of having a co-occurring condition such as ADHD rather than solely due to
their autism. It is vital to note that others might have a differing word order preference
which | (the researcher) am respectful of and that literature does not definitively agree
on what this should be. The ultimate decision to use ‘individual with autism’ word
order has been based on my (the researcher’s) personal preference as an individual who
has autism, who does not consider autism as the core of my being but as an important
piece which contributes towards who | am and my experiences. Thus ‘individual with
autism’ will be used throughout rather than conditional-first person language (‘autistic
individual’) with the term ‘individual’ or ‘individuals’ being used to refer to
individual(s)/student(s) diagnosed with autism spectrum disorder (ASD). Unless
referring directly to specific terminology used in the worldwide diagnostic
frameworks,[7, 8] the term ‘ASD’ will be replaced with ‘autism’ or ‘autism spectrum
condition (ASC)’, with the word ‘disorder’ being replaced with the word ‘condition’.
Based on a neuro-diverse ethos of not viewing individuals as less than, lacking or
inferior, the terms deficit’, ‘disability’, ‘impairment’, will be replaced with ‘difference’
where appropriate to do so. The intention of this thesis is not to judge individuals’
actions, behaviours, characteristics, differences, experiences, or thoughts, as being

inferior or superior to individuals not diagnosed with autism.
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1.3 What is autism?

“Autism spectrum disorder is characterised by persistent deficits in the ability to
initiate and to sustain reciprocal social interaction and social communication,
and by a range of restricted, repetitive, and inflexible patterns of behaviour,
interests or activities that are clearly atypical or excessive for the individual’s
age and sociocultural context. The onset of the disorder occurs during the
developmental period, typically in early childhood, but symptoms may not
become fully manifest until later, when social demands exceed limited
capacities. Deficits are sufficiently severe to cause impairment in personal,
family, social, educational, occupational, or other important areas of
functioning and are usually a pervasive feature of the individual’s functioning
observable in all settings, although they may vary according to social,
educational, or other context. Individuals along the spectrum exhibit a full range
of intellectual functioning and language abilities.”[8(p6A02)]

1.3.1 Social communication differences

Wing and Gould referred to autism as having a ‘triad of impairments’,[9] namely
“impairment of social relationships, social communication and social understanding
and imagination”.[2(p272)] These social differences are inseparable, each influencing
the other, and are present from birth “but may not become fully manifest until social
demands exceed limited capacities, or may be masked by learned strategies in later
life”.[7(p50)] Literature demonstrates that individuals have varying degrees of social
communication deficits which result in problems interpreting, expressing, spoken and
unspoken language to varying degrees, and using their body language and spoken words
to express themselves.[9] For example, they may have reduced or excessive eye contact
and limited conversational skills, unless involving a topic of interest. Deficits with
linguistic processing, interpreting others’ body language and spoken word,
misinterpreting intent, and taking speech literally, are also evident. Social interaction
deficits often result in problems communicating and interacting with peers, teachers,
family members and wider society. Thus, core to autism is a lack of social skills,[10]

especially the skills needed for social play. Research evidences that individuals appear
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to not innately acquire the necessary social skills needed during their developmental

stages, resulting in them often needing to be taught these.[7, 11-17]

For individuals to be able to interpret others’ mental states, actions, see things from
another’s point of view, research theorises that an efficient network of mirror neurons
are needed (to be discussed further in section 1.6), which are believed to be less
efficient in an individual’s brain.[18] Individuals also demonstrate varying degrees of
social imagination difficulties and differences which some researchers claim are caused
by lack of theory of mind (ToM), although not universally accepted by all
researchers,[19] resulting in difficulties with social perception, imagining another
person’s perspective, and understanding that others have thoughts and perceptions that
differ from their own (sometimes referred to as ‘mind-blindness’). These researchers
hypothesize that individuals lack the usually innate social cognitive developmental

skills, which are normally acquired by around the age of four years.[18, 20-22]

1.3.2 Restricted repetitive behaviours

Restricted repetitive behaviours (RRB) are common for individuals. Literature
demonstrates that individuals also present with other secondary behaviours such as
insistence of sameness (1S) and obsessive interests,[7, 23, 24] as well as sensory,
emotional and motor skill differences and difficulties (D&D).[7, 24] 1S and inflexibility
are believed to be the reason why individuals find change and transitions difficult.[7, 8]
Research evidences that RRBs are often triggered by D&D associated with anxiety,
stress, attention, change, transition, cognition, emotional regulation, executive
functioning (EF), language processing, mental health (MH), receptive language, self-
esteem, sensory processing, social behaviour and social language.[25]. RRB’s are
sometimes referred to as ‘abnormal’, ‘stimming’ (self-stimulating), or ‘challenging’
behaviours in literature.[26, 27] These can take the form of repetitive motor movements
such as arm flapping, spinning, clapping, particularly in the younger years and are
usually outgrown for ‘higher functioning’ individuals.[28-30] Other behavioural D&D
mentioned in literature as also co-occurring for individuals are echolalia[7, 23, 30] the

repetition of words and phrases, and pica,[31-36] the eating of non-food items.
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1.4 A brief history of autism

The term ‘autistic’ first appeared in the literature in the 1920°s when Sukhareva[37]
used ‘autistic pathological avoidant psychopathy’ to describe children we now believe
to have ASC. Research continued, and in the 1940’s Kanner[38] described children
with the condition as having a fixation on certain objects, liking routine and struggling
to accommodate unexpected changes to that routine. Also, in the 1940’s, Asperger[39]
published research that first described children with the condition that were ‘higher
functioning’ and of average to above average intelligence. He was also one of the first
researchers to suggest that autism had a genetic link, after documenting how parents
presented with similar characteristics to their ‘Asperger’ child.[39] This finding was
later, supported by Folstein et al[40] who evidenced the occurrence of genetic risk
factors in their twin studies. In 1979 Wing and Gould’s research[9] introduced the term
‘triad of impairments’ to describe social communication, interaction and imagination

deficits amongst individuals.

When it came to hypothesizing about the causes or reasoning for the condition,
Kanner[41] proposed that autism was caused by ‘refrigerator mothers’ or mothers that
were seemingly cold and uncaring which resulted in trauma to their child. Whilst there
is some that supported this notion,[42] others, such as Rimland,[43] challenged it and

introduced a different idea, that the cause had neural roots.

The American Psychiatric Association’s (APA) Diagnostic and Statistical Manual of
Mental Disorders (DSM-V)[7] and the World Health Organisation’s (WHO)
International Classification of Diseases (ICD-11)[8] sections on mental, behavioural or
neurodevelopmental disorders, are the current diagnostic manuals used for ASC by
medical assessors worldwide. In 1952 the first version of DSM[44] was created. At
this point, autism was classified under the medical term of ‘childhood
schizophrenia’.[44] It wasn’t until the 1980’s, when versions of the DSM-I11 were
published in 1980 and 1987, that the condition was separated from this grouping and
given its own diagnostic term, that of ‘infantile autism’[45] which was then changed
seven years later to ‘autism disorder’.[46] In 1993, almost 50 years after Asperger’s
initial reports, the term ‘Asperger’s syndrome’ was included in the ICD-10[24] and a
year later, in 1994, ‘Asperger’s disorder’ was included in the new DSM-IV[47] manual.

Finally, in 2013, ‘autism spectrum disorder’ or ASD became the new diagnostic label
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in the DSM-V,[7] which combined the previously separate diagnostic categories of
‘autism’, ‘Asperger’s disorder’, with ‘Asperger’s’ no longer being used as a diagnostic
label in the USA. It wasn’t until 2022, that this was mirrored in the UK, through the
updated ICD-11[8] which saw the removal of the diagnostic labels of ‘autism’,
‘Asperger syndrome’, ‘pervasive developmental disorder - not otherwise specified
(PDD-NQOS)’, replacing them with ‘autism spectrum disorder’ or ASD.[8] History of

autism and terminology is illustrated in figure 1.1.
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History of autism

1926 Grunya Sukhareva: Research identified autistic traits in six children. Originally referred to
as ““schizoid (eccentric) psvehopathy" was now replaced with "autistic (pathological avoidant)
psvchopathy™.

Introduced the term ‘autistic (pathological avoidant) psychopathy’.

1943 Leo Kanner: Research identified eleven children with “object obsession’a “need for
sameness” and “resistance to (unexpected) change”.

Introduced the term “Autistic Disturbances of Affective Contact’(1943) and * Infantile autism’
(1944).

1 9 4 4 Hans Asperger: Research identified four children with autism, and parents with similar
presentations, likely to indicate a genetic link.

Introduced the term “High functioning autism’ and ‘ Asperger s syndrome’.

1 9 49 Leo Kanner: Theorised that autism was caused by “refrigerator mothers”.

Introduced autism as a consequence of ‘Refrigerator mothers’.

19 52 DSM-1: Childhood autistic characteristics were termed ‘childhood schizophrenia’.
Introduced the term * Childhood schizophrenia’.

19 6 4 Bernard Rimland: Research challenged Kanner’s “refrigerator mothers” theory, introducing
neural theory, that autistic characteristics related to neurological factors.

Challenged ‘Refrigerator mothers’ theory. Introduced the term ‘neural theory’ as a reason for
autism.

1967 Bruno Bettelheim: Research supported Kanner’s “refrigerator mothers” theory.

Reinforced autism as a consequence of ‘Refrigerator mothers’.

1 977 Susan Folstein & Michael Rutter: Research of twins identified genetic risk factors of autism.

Introduced evidence of genetic risk factors.

1 979 Lorna Wing and Judy Gould: Research identified “rriad of impairments” (social
communication, interaction and mmagination deficits).

Introduced the term *7riad of impairments’.

1 980 DSM-III 1980: ‘ Infantile autism "added and autism no longer grouped with childhood
schizophrenia. DSM-III-R (1987): replaced ‘infantile autism’with ‘autism disorder’.

DSM-III and DSM-III-R: Included diagnostic category of ‘infantile autism’'(1980) replaced
1987 with ‘autism disorder’ in 1987.

ICD-10: “Asperger syndrome’ added.
1993
ICD-10: Included diagnostic category of ‘dsperger syndrome’.

1994 DSM-IV: Categorised autism as a neurological, ‘pervasive development disorder (PDD)’, an
umbrella term including Asperger s syndrome, autistic disorder, childhood disintegrative
syndrome, Rett’s disorder, PDD not otherwise specified (PDD-NOS).

DSM-IV: Included diagnostic category “pervasive developmental disorder’ and ‘Asperger’s Disorder’.

201 3 DSM-V: Categorised autisin as ‘autism spectrum disorder’ which combined autism,
Asperger s, childhood disintegrative disorder:

DSM-V: Included diagnostic category ‘autism spectrum disorder’. ‘Asperger’s disorder’
removed from DSM-V.

2 02 2 ICD-11: “Autism spectrum disorder’ (mirroring DSM-V).

ICD-11: Included diagnostic category ‘autism spectrum disorder’. Asperger’s syndrome’was
removed from ICD-11.

Figure 1.1: History of autism and terminology.[7-9, 24, 37-47] DSM=Diagnostic and Statistical Manual
of Mental Disorders, ICD=International Classification of Diseases.
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1.5 Diagnostic criteria

1.5.1 Current diagnostic criteria in the UK

In the UK, the National Institute for health and Clinical Excellence (NICE) works
closely with supporting organisations, such as the National Autistic Society (NAS),
Royal College of Nursing (RCN), providing autism guidance for best practice.
NICE[48] recommends that the foundation of an autism assessment follows the
diagnostic criteria of ICD-10,[24] being replaced by ICD-11[8] or DSM-V.[7] At the
time of writing this thesis the UK autism assessors were using DSM-V,[7] as a guide,
awaiting the implementation of ICD-11[8] in 2022, which will mirror DSM-V,[7] using

‘autism spectrum disorder’ as an umbrella term.

Current autism assessment, which involve specific diagnostic questionnaires, use
algorithms based on the previous ICD-10,[24] DSM-IV[47] and current DSM-V.[7]
These gather specific autism related information, around the core domains of social-
communication deficits and restrictive repetitive behaviours, which can then be used to
evidence whether an autism diagnosis is applicable or not. Commonly used in the UK
are DISCO (Diagnostic Interview for Social and Communication Disorders),[49]
ADOS-2 (Autism Diagnostic Observation Schedule, Second Edition),[50] ADI-R
(Autism Diagnostic Interview - revised).[51] DISCO focuses on developmental
behaviour and abilities across the life span, gathering evidence from the individual and
others, such as a parental figure.[49] ADOS-2 focuses on current behaviour and
abilities, assessing social communication, interaction, play and/or imagination.[50]
ADI-R focuses on behaviour, social interaction, communication, language, restricted,
repetitive behaviours, and interests.[51] It is important to note that all questionnaires are
not used in isolation, they are combined with a variety of psychological methods such as

observations, and other assessment tools.

During the assessment process, assessors will screen for other conditions to identify
whether a differential diagnosis is required. Conditions considered are,
neurodevelopmental disorders such as dyspraxia/developmental co-ordination disorder
(DCD) or global developmental delay (GDD), as well as mental health, or behavioural

disorders such as ADHD and attachment disorder. Regressive developmental disorder
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such as Retts, sensory disabilities such as a hearing impairment, medical or genetic
disorders such as genetic abnormalities, and functional disorders such as eating
disorders are also screened. Further information on these conditions can be found in
DCM-V and ICD-10.[7, 24]

When a diagnosis of Autism Spectrum Disorder (ASD) is made, it is graded according
to the exact nature, level or severity of the individual’s social communication and
restricted repetitive behavioural difficulties. The DSM-V[7] assessment criteria
categorises ASD from level one to three, with level one individuals seen as having a
mild form of the condition and requiring the lowest levels of support. Level two and
three individuals said to require “substantial support” or “very substantial support”
respectively.[7(p52)] It also asks the assessor to specify whether the individual has
accompanied or has associated (1) intellectual impairment, (2) language impairment, (3)
another neurodevelopment, mental, or behavioural disorder, (4) catatonia and (5)
another known medical or genetic condition or environmental factor. Similarly, the
ICD-11[8(p6A02)] categorisation places those assessed as having ASD into one of five
groupings according to not having or having a disorder of intellectual development and
an absence or presence of impairment of functional language or, in the most severe

cases, a complete absence of functional language.

1511 How should sensory differences and difficulties be included?

The DSM-V[7] includes sensory hyper or hypo sensitivities in the context of RRB

diagnostic criteria.

“Hyper- or hypo-reactivity to sensory input or unusual interest in sensory
aspects of the environment (e.g., apparent indifference to pain/temperature,
adverse response to specific sounds or textures, excessive smelling or touching

of objects, visual fascination with lights or movement”[7(p50)]

This is not included in the UK’s ICD-10[24] or new ICD-11[8] diagnostic criteria.[8,
24, 52] Robertson et al[53] emphasised the importance of sensory processing being
viewed as a primary autistic characteristic, rather than a secondary characteristic, due to

its prevalence and impact on individuals socially, behaviourally, as well as its
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relationship with their social brain and cognitive empathy. The DISCO[51]
questionnaire does however examine sensory abnormalities, with Leekam et al[54]
evidencing 90% of individuals’ experience these throughout their lives, usually
affecting at least two sensory domains. Vision, smell and taste have been indicated in
research as being the most common senses affected.[49, 54, 55] Kern et al[56] identified
individuals had abnormal auditory, visual, tactile and oral sensitivity, and with the
exception of tactile sensitivities, all of these improved with age. Oral hyper-sensitivity
was found to be greater for individuals, compared with non-autistic peers, with research
indicating that this often resulted in food selectivity or the refusal to eat certain flavours
and textures of foods.[57] Manning et al[58] investigated autistic childrens’ visual
perception of moving objects. Their findings indicated that this was more intense for
them, suggesting that this hyper-visual focus was likely to be one of the reasons why

sensory overload occurred.

In general, literature indicates a strong link between sensory difficulties, mental health
conditions and quality of life.[59, 60] However, Spain et al[61] systematic review
concluded that greater sensory abnormalities and RRB were not linked with increased
social anxiety. Mazurek et al[62] research demonstrated a connection existed between
greater sensory over-responsiveness and increasing levels of anxiety, and that an
increase in both also increased the severity of gastrointestinal issues. Wigham et al[63]
investigated the relationship between sensory abnormalities, anxiety and RRB. Their
findings suggested that hypo-sensitivity (less sensory signals) triggered anxiety which
then resulted in RRB as an attempt to cope with the anxiety.[63] Sensory abnormalities
are also believed to impact social development and contribute towards individuals’
social D&D.[64] Engel Yeger et al[65] pointed out a negative correlation between
increased sensory D&D and ‘higher functioning’ individuals lack of ability to perform
daily routines. Fernandez-Prieto et al[66] demonstrated that improvement in executive
functioning (EF) abilities mediated, sensory abnormalities and socially competent
behaviours, especially when EF areas of emotional regulation and control abilities

improved.
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15.2 Prevalence

Data on the prevalence of autism in the UK is limited. Brugha et al[67] indicated that
approximately 1.1% of the UK population have autism, although the size of participants
in this survey was low and UK coverage limited. Recent data from Northern Ireland
(2020) on the number of children with autism is 4.2%. This increase is thought to be
due to improvements in data collection as well as understanding about this condition
resulting in greater referrals and assessments.[68] Data from the USA (2013) reports
autism prevalence as 1.8%.[69] Data from Australia (2018) reported autism prevalence
as 1.3%.[70]

Literature highlights that often individuals camouflage their autistic characteristics, as
an attempt to appear normal, to fit in with their peers, not wanting to come across as an
autistic stereotype, and that this results in lack of referral for diagnosis. Camouflaging
also appears to result in individuals’ experiencing difficulties with their own self-
perception as well as exhaustion from suppressing their natural characteristics.[71]
Both UK, USA and Australia report a higher proportion of males having autism in
relation to females, ranging from 1.5 times more likely to 5.8 times more likely.[67-70]
It is hypothesized that ‘higher functioning’ autistic females, compared with males, are
especially good at camouflaging their social D&D,[72] as well as having a greater
linguistic ability to mask their D&D.[73] Loomes et al[74] meta-analysis of
approximately 13.8 million individuals, discovered a disproportionate difference
between male and female autistic diagnosis at a ratio of 3:1. They suggested another
reason that female autism is not diagnosed efficiently is due to autism assessment
questionnaires being male orientated, resulting in females not meeting the assessment

criteria to be able to get an autism diagnosis as easily or as quickly as a male would.

Literature indicates sociodemographic and economic factors, such as income, ethnicity,
parental education and race can influence the ability to access and navigate the
assessment system and, ultimately, impact the demographic profile of the prevalence
seen.[75] Research indicates that when parents have greater understanding about autism
characteristics then this appears to result in larger clusters of autism cases in certain

areas,[76, 77] which is presumably due to the positive impacts of raising awareness.
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1.5.3 Starting the process and becoming diagnosed

A recent report from the British medical association (2019) refers to the autism
diagnostic process in the UK as “failing a generation”[78(p1)] and that “the potential
impacts of a delayed diagnosis on a child’s development are alarming”.[78(p2)] They
criticise the long waiting times for the first appointment, a lengthy diagnostic process
involving many assessment stages (figure 1.2), and the further delays between

assessment completion and receipt of the final diagnosis.[78]

Autism diagnostic services throughout the UK appear to vary greatly in the provisions
offered and support received. Kennedy et al[79] estimated that there was an
approximate waiting time of 1-2 years for the initial assessment appointment.
Following the first assessment appointment the individual then goes through an autism
assessment period involving several key individuals, professionals, which can take a
considerable amount of time.[78] It is important to note that, literature indicates that
prior to this initial appointment there are also considerable delays due to lack of autism
awareness within the educational establishment as to who are responsible for initiating
the referral to the autism assessing team. Crane et al[80] UK findings revealed that;
“the average delay between concerns first being noted and the child receiving a
diagnosis of an ASD was 4.6 years. The delay between the parent initially contacting a
health professional and the child receiving a formal diagnosis was 3.6
years”.[80(p157)]

In the UK according to NICE (2011) guidelines there should be a single point of referral
to a specialist autism assessing team, every nation and local authority appear to have
variations on this approach.[48] In general, autism referrals tend to predominantly occur
via the school for school aged children[81] and involve multifarious elements (figure
1.2 left side). Referrals to autism assessment teams are made through the school’s
special educational needs co-ordinator (SENCO) or additional learning needs co-
ordinator (ALNCo), upon the request of parents or teachers. Literature illustrates that
referral is unlikely to occur unless multiple parties, the parents, the teachers, the
SENCO/ALNCO, provide evidence of concern and that the greater the concern, the
greater the chance of being referred.[82] However, even when referred not all children
go on to receive an autism diagnosis the first time they are assessed[77] and they may

go on to be diagnosed several years later,[77] delaying their autism specific support.
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Figure 1.2: Autism spectrum condition referral process for children (<19 years) and adults (>19 years) in
the UK. Adapted from: NICE[48]
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1.6 Literature, autism, co-occurring differences and difficulties

1.6.1 Neurophysiology

Minshew and Williams (2007) summarised the neurobiological features of autism, how
an individual’s central nervous system is impacted by this condition. Differences
ranged from neuro-connectivity, to pre-frontal cortex-white matter-physiological
differences, to brainstem, cerebellar differences.[83] Khalil et al[84] described what
they termed the ‘social autistic brain’ as being physiologically, functionally, and
neurologically different. Baron-Cohen et al[85] supported previous findings, that an
individual’s brain has amygdala differences, the part of the brain responsible for
emotional responses to stimuli. Schultz et al[86] referred to the amygdala as the
“central meditor of temporal and frontal lobe systems as they participate in processes
critical to social functioning”,[86(p12)] hypothesizing that differences here caused
emotional response differences and difficulties (D&D) as well as D&D processing
social stimulus. Research involving neuroimaging of individuals’ brains hypothesizes
that frontal lobe differences result in executive functioning (EF) D&D, particularly due
to pre-frontal cortex D&D, which is responsible for an efficient working memory,
affective and social behaviour.[86] Differences in an individual’s limbic systems, as
well as cerebellum, are hypothesized in research to result in social D&D, affective D&D
and restrictive repetitive behaviours (RRB),[86, 87] which were described in more
detail earlier. Differences in an individual’s cerebellum is believed to not only impact
motor processing but also social and autobiographical cognition and function.[87, 88]
Lastly, research indicates that the greater the differences in an individual’s mirror
neuron systems and white matter-structure (frontal lobe), compared with a non-autistic
peer, the greater the severity of their D&D.[89] As mentioned previously in the context
of social imagination, individuals are believed to have an inefficient impaired, system of
mirror neurons,[90, 91] likely to cause their social D&D.[92-95] This is assumed to
impact all aspects of social interaction, emotional and empathetic responses, as well as
theory of mind (ToM).[96] More recent research of Chan et al[97] indicates key mirror
neuron D&D for individuals when they perceive another’s every day actions, when they

perceive emotional-social actions, and that their mirror neuron D&D improve with
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maturity, which may explain why social D&D often lessen with age.[97] These

physiological, functional, and neurological, differences are illustrated in figure 1.3.

Pre-frontal cortex[82, 85]
*  Working memory

Executive functioning Limbic system[85, 86]
Affective behaviour
Social behaviour * Restrictive repetitive behaviour

Affective behaviour
Social behaviour

Amygdala[84, 85]

Responses to emotional stimuli
* Processing social stimuli

Cerebellum[82, 86, 87]

* Motor processing
* Social and autobiographical
cognition and function

Brainstem([82]

Figure 1.3: A cross-section of the brain showing the regions that have been shown to exhibit
physiological, functional, and neurological differences amongst individuals with autism. Bullet points
indicate when specific functional differences have been demonstrated. Image produced by Dr Claire
Vogan.

1.6.2 Executive functioning

Executive functioning (EF) plays a major role in individuals’ D&D and will be referred
to throughout this thesis. In general EF is “...an umbrella term that encompasses
various higher-order cognitive processes considered to be necessary for preparing and
performing complex goal-directed behaviors in situations in which automatic (habitual)
behaviors are not sufficient”.[3(p3089)] Figure 1.4 illustrates the elements that make
up, what is termed, an EF ‘disorder’.[98] All individuals will have varying degrees of
EF D&D,[66, 99] that require support and these will continue into adulthood.[100]
Neuroimaging evidences that EF D&D results from pre-frontal lobe differences,
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resulting in an inefficient working memory and D&D with affective and social
behaviour.[86] Geurts et al[101] emphasised that individuals have greater EF D&D
when compared with individuals without autism. That it is important to understand
what specific EF D&D an individual has, as these will be unique for every individual,

requiring individualised specific support.[101]

...monitorand ...stop and ...create and maintain

evaluate your thinking systems to keep track
own before acting of information and

performance materials

Resulting in
Resulting in D&D: D&D: Impulse Resulting in D&D:
Self-monitoring control Organisation

...change
...sense time, be i r ﬁ r ﬁ r strategies or
on time - Resulting revise plans
’ Resultin . h s
complete tasks in D&D:g <: Executive in D&D: when conditions
within a time Concept f tioni 1:“"!:)':‘9 change
frame of time UI'IC ioning exibly
: _ deflc.:lfs affects Resuling o
recognize || Resulting ability to... inD&D: || information in
when it is time to mTask : Working mind and use it
get star.fed on initiati (LI fo complete a
something and Ao task
begin w.ffho.ut Resulting in Resultingin
procrastinating D&D: Emotional D&D: Planning
control & Prioritizing
...manage feelings ...create steps to reach a
by thinking about goal and to make decisions
goals about what to focus on

Figure 1.4:Differing effects of executive functioning deficits within the autistic brain. Adapted from: The
National Center for Learning Disabilities.[98] D&D = Difficulties and differences.

Hass et al[102] pointed out the complex nature of the term EF, how there is often
disparity in literature about its exact meaning. Due to EF being a characteristic of
autism it is vitally important to understand its definition and how EF D&D relate to
each individual in the context of academic and emotional-social experiences. Literature
evidences that EF D&D negatively impact individuals’ academic abilities, literacy and
overall academic achievements.[103] As noted in Dijkhuis et al[104] individuals’
academic success in higher education (HE) is dependent on the EF D&D that they
experience and how this often results in them dropping out of HE. Of importance for
later chapters in this thesis, figure 1.4 illustrates the ranges of affects those that have
difficulties with EF can cause. Finally, research indicates that EF is linked with many
other domains such as sensory processing and behaviour regulation,[66] theory of mind
(ToM) and weak central coherence (WCC).[105-107] Improvement in EF D&D have
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been found to improve emotional regulation, sensory D&D, social competence[66] as

well as social imagination abilities and ToM.[107, 108]

1.6.3 Weak central coherence

In the context of individuals, some researchers refer to them as having weak central
coherence (WCC), such as D&D generalising situations and processing information to
gain general meaning, focusing instead on specific details within situations.[109]
Kanner[12] referred to WCC as an inability to experience things as a whole, how
individuals have an obsessive focus on parts and insistence for sameness (IS). Reid[110]
supported Kanner’s (1943) ideas, stating that cognitive D&D, such as WCC,
particularly inflexibility, results in individuals finding it difficult to adapt to changes,
new experiences. It is well documented that cognitive D&D, managing change, triggers
anxiety, stress and that this has the potential to result in more serious mental health
(MH) conditions.[15, 16, 111, 112]

1.6.4 Psychological

Social vulnerability, a psycho-social construct, appears to be particularly prevalent for
individuals.[113] Research suggests that individuals with high 1Qs have less psycho-
social skills and that they are less psycho-socially mature, compared with their non-
autistic peers, resulting in them being seen as having a lower psycho-social age,[114-
116] that these individuals often do not meet their developmental milestones based on
their chronological age.[114-116] Research evidences that individuals have D&D
conceptualising themselves, their self-concept and self-understanding.[117-120] In
McCauley et al[121] individuals demonstrated that they lacked academic self-concept,
or their perception of their own academic capability, when discussing their reading
ability. Academic self-concept and understanding one’s academic ability are both
believed to be linked to one’s academic success.[121] Difficulties with gender self-

concept for individuals is also demonstrated in research.[122]
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1.6.5 Mental health

Throughout literature it is evidenced that individuals commonly have co-occurring
mental health (MH) conditions.[123, 124] They frequently experience higher levels of
anxiety,[125-130] with the intellectually more able individuals being at a greater risk of
experiencing anxiety when compared with ‘lower functioning’ individuals.[131, 132]
Research indicates that when an individual has higher levels of RRB, that this is often a
sign of increasing anxiety,[95] triggered by fears, phobias, changes, sensory
environments, and social D&D.[133, 134]

Specific phobias are very common for individuals,[7, 24, 135] such as phobias related
to animals,[134] foods,[136] with unusual fears such as environmental disasters and
those that are weather related.[134] Social phobias are also particularly common for
individuals[135] and are documented as worsening with age.[30] Although less
commonly reported, depression is noted as co-occurring amongst individuals in some
studies.[123, 128, 129, 137-139] These studies report differing prevalence of co-
occurrence ranging between 10-37%,[123, 128, 129, 137] with those diagnosed later in
life being at more risk of developing the condition.[138] However, studies also report a
positive correlation between improvement in D&D and a reduction in depressive

symptoms.[139]

Eating disorders (ED), which take a variety of forms, are documented as occurring in
many individuals, particularly food selectivity.[136, 140, 141] Some researchers
hypothesize that children presenting with ED may have undiagnosed autism.[142]
Others suggest that autistic characteristics may actually trigger ED such as
anorexia.[143, 144] This they say is due to sensory abnormalities and obsessive

thoughts causing food restrictions which eventually present as the ED.[143, 144]

A co-occurrence of obsessive compulsive disorder (OCD) is evidenced in
literature,[145-147] with prevalence ranging between 9-37% of individuals.[123, 129]
This condition, they say, is likely to be triggered by the core autistic characteristics of
“insistence on sameness, inflexible adherence to routines, or ritualized patterns of
verbal or nonverbal behavior and highly restricted, fixated interests that are abnormal

in intensity or focus”.[7(p50)]
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Sleep disorders are also common for individuals,[148, 149] with between 50-80% of
individuals documented as experiencing sleep D&D.[150-153] Researchers noting how

lack of sleep is likely to trigger challenging behaviours.[150, 153, 154]

Finally, researchers stated that self-harming was significantly greater for individuals,
and that self-harming behaviours increased the risk of suicide,[155-157] particularly
when the individual has co-occurring MH conditions.[158, 159] Literature evidenced
that individuals had a 72% likelihood to display risk markers of potential suicidality
(compared with 32% of non-autistic peers),[155, 160] as well as a greater predisposition

for suicidal ideation and completing suicide.[161, 162]

1.6.6 Co-occurring neuro-diverse conditions

Individuals commonly have co-occurring neuro-diverse conditions.[7, 163] Attention
deficit hyperactive disorder (ADHD), has wide ranging reported prevalence of co-
occurrence in the literature, of between 5-75% of individuals[7, 123, 129, 164, 165]
with the higher percentages reported from ‘higher functioning’ individuals.[166]
Dyspraxia, also known as developmental co-ordination disorder (DCD), presents with
very similar characteristics to autism[167] with some research suggesting that as many
as 95% of ‘higher functioning’ individuals also having this condition.[168]
Approximately a sixth of individuals are diagnosed with co-occurring dyslexia,[169]

with an even smaller minority diagnosed with dyscalculia[170] and Tourette’s.[171]

1.6.7 Other co-occurring conditions

Studies have reported, <10% of individuals suffering from epilepsy,[172, 173]
psychosis,[174, 175] and post-traumatic stress disorder (PTSD).[176, 177] However in
terms of PTSD, some studies hypothesize that individuals are at a greater risk of social
victimisation and trauma which may lead to PTSD symptoms, with a 32% greater risk
of PTSD following trauma compared to 4% risk for non-autistic peers.[178] A small
proportion of individuals without autism who are diagnosed with borderline personality

disorder are believed to exhibit autistic traits,[179] due to a similar presentation of
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emotional and social interaction D&D,[180] particularly D&D in terms of social

understanding, emotional responsive, interpersonal skills.[181]
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1.7 Change and transition for those with autism whilst in
education

Change can be defined as an “act of becoming different, or the result of something
becoming different”[1(Cambridge online dictionary)] and transition as “a change from
one form or type to another, or the process by which this happens”.[6(Cambridge online
dictionary)] The mental flexibility or adaptability needed for successful change and
transition are challenging for all individuals due to their core diagnostic behaviours,
their “insistence on sameness, inflexible adherence to routines, or ritualized patterns of
verbal or nonverbal behavior. Highly restricted, fixated interests that are abnormal in
intensity or focus”,[7(p50)] and their “range of restricted, repetitive, and inflexible
patterns of behaviour, interests or activities that are clearly atypical or excessive for the
individual’s age and sociocultural context”.[8(6A02)]

Individuals transitioning throughout education face a proliferation of change and
transitioning experiences. External-vertical transitioning is described as the process of
change that an individual goes through moving from one educational phase to
another.[4, 182] For example from primary to secondary, secondary to sixth form
college, sixth form college to university. The majority of autism transitioning research
focuses on these external-vertical transitions, with studies tending to emphasise the
importance of specialised autism support and understanding during this transition,
documenting the disparities that exist for individuals and looking at what happens when
transitioning support doesn’t meet the unigue transitioning needs of the individual.[4,
183]

By contrast, internal-horizontal transitioning is described as the process of change that
an individual goes through on a day-to-day basis.[4] For example, changing from a
lesson to breaktime, from one lesson to another, from one activity to another, from
home to school, from the usual teacher to a substitute teacher, from a sensory free
environment to a sensory overwhelming environment. Research on the internal-
horizontal transitioning experiences of individuals is sparce, but important as noted by
Twomey because “for the child with autism, momentary changes defined as horizontal
transitions are as challenging and important as changes in children’s life trajectories

(vertical transitions)”.[184(p58)] Twomey goes on to evidence that individuals had
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better overall outcomes when their “daily horizontal transitions were

adapted”,[184(p60)] to meet their unique transitioning needs.

Linking with previous sections, figure 1.5 summarises that characteristics and co-
occurring conditions that have the potential to impact the transitioning experiences of

individuals during their educational journey.
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1.8 About this thesis

1.8.1 Research question

What are the internal-horizontal and external-vertical transitioning experiences of

students with autism throughout their education journey?

1.8.2 Aim of the research

The aim of the research is to explore the internal-horizontal (day-to-day) and external-
vertical (one educational phase to another) transitioning experiences of individuals
(students) with autism throughout their educational journey through their own, first-
person, lived experience stories. This information will be used to promote greater
overall understanding of autism, positively inform, influence policy makers and practice
by encouraging them to implement strategies that will reduce existing disabling barriers.
It will also be used to identify ways of breaking down any societal barriers experienced
by them due to their disability (disabilities), to fight discrimination, as well as to
identify positive experiences and examples of good practice. Thus, it is hoped that it
will improve the lives of individuals and enable them to reach their full potential.

1.8.3 Objectives of the research

e To analyse individuals’ internal-horizontal transitioning experiences during each
educational phase.
o To identify their concurrent stressors (CS) and related state of health.
o To identify concurrent stressor support (CSS) provided and needed.
e To analyse individuals external-vertical transitioning experiences moving from one
educational phase to another.
o To identify their concurrent stressors (CS) during the move from one
educational phase to another and related state of health.

o To identify concurrent stressor support (CSS) provided whilst transitioning
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between educational phases and identify support needed.

e To identify what shapes individuals’ reality, self-advocacy, self-identity formation,
resilience, and any disabling experiences.

e To identify each individuals core transitioning themes (CTT), sub-themes (TST)
and concurrent stressor (CS) topics.

e To identify core transitioning themes (CTT), sub-themes (TST), and concurrent
stressor (CS) topics, across the individual cases, and analyse in conjunction with
related literature.

e Following the completion of the thesis, to use the information within to produce a
guide: ‘Educational Transitions. A guide to best practice: Supporting neuro-diverse
students’ transitions into a new educational phase and with their day-to-day needs’.
This guide is intended for educational support providers, illustrating potential
barriers, differences and difficulties facing individuals (with autism and related
neuro-diverse conditions), on their educational journey, and the support needs that
they might have.

e Following the completion of the thesis, to use the information within to produce
resources for neuro-diverse students (their families): (1) ‘Preparing for secondary
school or sixth form: Managing your transition into a new educational phase and
your day-to-day needs’ and (2) ‘Preparing for university: Managing your transition

into university and your day-to-day needs’.

1.8.4 Research Participants

The individuals who participated in this thesis had all progressed through education to
the university level. Thus, all were considered to be ‘higher functioning’ and, under the
current diagnostic frameworks explained earlier, would be considered to be “Autism
spectrum disorder level one”’[7(p52)] under DSM-V criteria or as having an ICD-11
diagnosis of “Autism spectrum disorder without disorder of intellectual development
and with mild or no impairment of functional language”.[8(6A02.0)] Those diagnosed
with autism before 2013, would have been diagnosed with Asperger’s disorder or
Asperger’s syndrome[24, 47] and, thus, may still refer to themselves as having

‘Asperger’s’ or being an ‘Aspie’.
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1.8.5 Research title

Key to the methodology and theoretical framework was deciding the title of the thesis,
which needed to represent the research question, the intent of this written thesis, what
the research wants to reflect and/or evoke, its rhetorical form, its theoretical positioning,
its formatting, as well as search engine factor considerations. | (the researcher) decided
upon the research title, Stories of students with autism, their lived experiences
transitioning throughout education: A narrative analysis’. The full reasoning behind

this choice of title will be addressed as the chapters evolve.
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Chapter 2: Literature review
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2.1 Chapter overview

Internal-horizontal transitioning and external-vertical transitioning experiences
have been explored. Theoretical concepts of change and transition investigated namely,
Schlossberg’s transitioning theory, bio-ecological model, hierarchy of needs model and
the four-phase adaptive cycle model. The critical literature review section evidences the
experiences shared by individuals (with autism), parents, and professionals, during
transitions. A multitude of influential factors appear to shape transitioning experiences.
Emotional-social differences and difficulties (D&D) such as friendship, mental health
(MH), bullying and discrimination, and groups. Academic D&D. Being autistic D&D,
such as someone’s understanding about autism, whether on the part of the individual
(with autism) or others, their ability and willingness to disclose and/or ask for support,
as well as the impact of co-occurring conditions. Transitioning between educational
phases D&D, transition support, sensory D&D, change and uncertainty D&D,
independence D&D, accommodation-campus-classes D&D, and communication D&D.
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2.2 Introduction and Background

2.2.1 Literature review research question

In accordance with the overall research aim and points discussed in the introduction
chapter, the role of this literature review, within the context of this PhD, is to produce a
pragmatic and reliable representation of the transitioning experiences of students with
autism, day-to-day and transitioning from one educational phase to another and to
document any themes arising from the literature. Thus, the main aim and purpose of this
standalone, comprehensive, and systematic literature review with meta-aggregation is to
answer the literature review main research question: What are the transitioning
experiences of students with autism? With the sub-questions exploring this from both
(a) day-to-day (internal-horizontal transitioning) perspectives and (b) changing from
one educational phase to another (external-vertical transitioning) perspectives. It is not

the purpose of this standalone literature review to reinterpret any research data.

In the context of this thesis transition refers to the process of change that an individual
goes through, moving from one experience to a new experience, which is different in
some manner. As defined in Johansson,[182] the forms of transitions discussed in the
context of this thesis are (1) internal-horizontal transitions, the day-to-day changes
which occur during an educational phase and (2) external-vertical transitions which
occur when a person moves from one phase to another e.g., primary to secondary,
secondary to sixth form, sixth form to university.[182] The educational transitioning
experiences of individuals are made up from multitudinal factors, and it is my (the
researcher’s) job to interpret and analyse these as narrative data whether; internal-
horizontal transitions, or external-vertical transitions, to truly represent the individual’s

lived experiences in this thesis.

I will continue to use the term ‘individual(s)’ to refer to individual(s) or student(s) with
autism in the research studies being reviewed. The term ‘other(s)” will be used
throughout this chapter to refer to others included in the research studies who are
directly involved in the support of individuals. Thus, others could include parents,

teachers, and any other support workers whose input was gathered in the course of the
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studies. Other key terms and synonyms used throughout this review have been

summarised in table 2.1. Definitions of terms can be found in the glossary section.
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2.3 Methodology and Methods

A systematic empirical literature review with meta-aggregation, developed by the
Joanna Briggs Institute (JBI1)[185] in 2014, was deemed (by me, the researcher) to be
the most appropriate qualitative approach. This literature review used this approach as a
means to synthesise evidence-based, primary qualitative research, to summarise what is
currently known about the educational transitioning experiences of individuals and to
use this combined information to build upon existing knowledge. Empirical qualitative
literature included used methods of direct observation and/or other qualitative data
methods that explored the experiences of individuals. Finally, this was sourced,
whenever possible, in line with the “alternative hierarchy of evidence’ proposed by
Noyes.[186] This hierarchy was designed to be context specific to account for evidence
based views and experiences and, thus, was believed to be most applicable in answering
the literature review question in the context of individuals, their views and experiences,

see figure 2.1.

systematic
review

of well-
designed

qualitative
studies

systematic review of
well-designed mixed
method evidence
(e.g., surveys)

well conducted qualitative
study, or qualitative process
evaluation published in peer
review journals

well-designed research and
consumer surveys

opinions from lay people, respected
authorities, descriptive studies and reports
from third sector, public organisations and
committees

guantitative studies including randomised and

nonrandomised and case controlled studies without

embedded qualitative or mixed method process
evaluation

Figure 2.1: View, experiences, and hierarchy of evidence. Adapted from: Noyes[186(p530)]
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2.3.1 Search strategy

2311 Key search terms and synonyms

| (the researcher) refined the scope of the review by establishing key search terms which
would enable me to source literature relating to the main concepts of the research
question and sub questions. Table 2.1 demonstrates how concepts relating to the
literature review questions resulted in key search terms, using Fineout-Overholt et
al[187(p158)] PICO (population, issue, context, outcome) qualitative model.

Table 2.1: Identification of key terms using the PICOT.
Literature review question: What are the transitioning experiences of students with autism?

Population Issue Context Outcome
PICO Autism Transitioning Education Experience
(qualitative) School
term College
University
Alternative | e ASD e change e College e Bullying
terms e Aspergers e experience | e  University e  Executive
(synonyms) | e  ‘Higher e Further Education function
functioning’ (FE) e  Friendship

e neurodevelopmental
e neurodiverse

e  Higher education
(HE)

Primary
Secondary

Sixth form
Student

Support
Tutoring

e Loneliness

Adapted from: Fineout-Overholt et al[187(p158)]

2312

Inclusion and exclusion criteria

JBI[185(pp26-28)] guided the inclusion and exclusion criteria in this literature review,

as illustrated in table 2.2. | used inclusion criteria relating to the (1) types of

participants, individuals (in title of advanced search), (2) types of phenomena of

interest, transitioning (in title of advanced search) experiences throughout education,

internal-horizontal transitions and external-vertical transitions, (3) context, individuals

internal-horizontal transitioning experiences and external-vertical transitioning

experiences in the context of their educational journey, (4) types of outcomes,

individuals’ experiential accounts, as well as proxy parental, teachers, support persons,

description of individuals’ experiential accounts and (5) types of studies, empirical
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qualitative literature with direct observation data and/or data that explores the
experiences of individuals, this allowed for incorporation of the three highest quality

levels in the Noyes[186(p530)] alternative hierarchy of evidence (figure 2.1).

Additional limits (restrictions)

Inclusion and exclusion criteria was further guided by Smart[188(p5)] with the
additional limits or restrictions being put in place. Firstly, for location, namely UK,
USA, Canada, Australia, and New Zealand. This ensured that educational experiences
of individuals were aligned and papers were written in English. Secondly, the type of
resource was limited to articles in peer-reviewed journals. In terms of quality of
evidence, this allowed for incorporation of the three highest quality levels in the
Noyes[186] alternative hierarchy of evidence. Finally, if the initial search results were
greater than 100 articles then a publication date specification would be inputted as
2010 - 2020 (to current year), as illustrated in table 2.2 and if search results were still
greater than 50 then additional subject inclusion and exclusion criteria would be added

as illustrated in table 2.3.
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Table 2.2: Inclusion and exclusion criteria.

Category Inclusion criteria Exclusion criteria
Types of ¢ Individuals with a medical diagnosis of o Individuals without a medical diagnosis
participants autism or other alternative terms for autism of autism.
(i.e., ASD, Asperger, Atypical autism) e Individuals with autism and a learning
disability
o Kindergarten/pre-school individuals
Types of e Transitioning throughout education; o Unrelated to educational transitioning;
phenomenon namely including
of interest o Day-to-day or internal-horizontal o into employment
transitions o into vocational work
o From one educational phase to
another or external-vertical transitions
Context o First-hand descriptions of transitions in the o Second-hand descriptions of transitions
mainstream educational environment in the mainstream educational
environment
o Unrelated to transitions in the
mainstream educational environment,
including those relating to
o  Employment
o  Specific programme
o  Specialist schools
o Planning
Types of o Experiential accounts from individuals o Experiential accounts that are unrelated
outcomes with autism ) to general transitioning experiences,
¢ Descriptions by others of the experiences including those relating to
of individuals with autism; including those o  Specific support programmes
of . o Planning
o  Parents or parental figures
o  Teachers
o Support persons
Typgs of o Systematic reviews of qualitative studies o Articles that are not qualitative in
studies e Systematic reviews of mixed method nature
evidence
o Qualitative studies in peer review journals
Location e Worldwide ¢ Countries with an incomparable
education system (e.g., non-European,
Asian, Arabic). NB: with the exception
of USA, Australia, New Zealand.
Type of e Peer reviewed articles e  Not peer reviewed articles
resource
Publication e 2010-2020 e  If 2010- 2020 search results were
data still greater than 50 articles then
additional related ‘subject’ criteria
will be added e.g., students

Adapted from: JBI[185(pp26-28)], Noyes[186]and Smart[188(p5)]

Table 2.3: Additional search criteria when hits >50.

Category Inclusion Exclusion criteria

criteria
Additional ‘subject” If search criteria is over 50 then exclusion criteria will be added e.g.,
segtrcr_\ specifications special education/education interventions/foreign countries/pre-school
criteria

/intervention special/early intervention
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2.3.1.3 Electronic database searching

Several evidence-based research (EBR) data bases were used to source literature.
Consumer Health Database, EBSCO, Education Database, Elsevier ScienceDirect, KB
+ Jisc Collections Cambridge university press, KB+ JISC Collections Springer
Compact, KB+ Wheel SAGE, Nursing & Allied Health Database, ProQuest Central,
ProQuestion Hospital Collection, Psychology Database, PubMed Central, Research
Gate, SAGE, Science Direct, SpringerLink, Social Science Database, Sociology
Database and Wiley were accessed through Swansea University ‘i-find’. In addition,

ProQuest, SAGE, and Science direct were accessed directly through their own websites.

For all searches Boolean operators were used. For example, ‘and’ was used when
searching for multiple terms in the title and ‘not” was used to exclude subjects when hits
were greater than 50. The standard procedure for word truncation was used when
multiple word endings were likely. This ensured that all word variants were captured
during a search. Search limiters of ‘title’, ‘any field’, ‘availability’, ‘resource type’,

‘date’ and ‘subject’, were used, as documented in tables 2.2 - 2.3, and figures 2.2 - 2.3.

The literature review took place at two separate time points. Firstly, a background
literature review took place in 2017, and secondly a final literature review took place in
October 2020. Due to the educational term ‘transition’ being commonly used in
research literature to refer to the ‘transition from one educational phase to another’,
rather than ‘day-to-day transitions’, it was essential to do two variations of the literature
search, firstly ‘autism (related term) transition’ in the ‘title’ of the search, figure 2.2.,
and secondly ‘autism (related term)’ in the “title’ of the search with
‘experience*/transition*’ in the ‘any field’ category, figure 2.3. This aimed to source
articles relating to day-to-day transitions that might have otherwise been missed. Figure
2.2 and 2.3 summarises the advanced search strategy implemented in accordance with

inclusion criteria.
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Title:  Asperger (Title: College |Any field: Experience®|Availability: Peer reviewed Resource type: articles
Transition |Title: School Any field: Experience* Availability: Peer reviewed Resource type: articles
Title: Education Any field: Experience® Availability: Peer reviewed Resource type: articles
Title: University Any field: Experience®|Availability: Peer reviewed Resource tvpe: articles
Title:  Autism Title: College |Any field: Experience*|Availability: Peer reviewed Resource type: articles
Tramsition |Title: School  |Any field: Experience*|Availability: Peer reviewed Resource type: articles
Title: Education Any field: Experience® Availability: Peer reviewed Resource type: articles
Title: University Any field: Experience*|Availability: Peer reviewed Resource type: articles
Title:  Autistic Title: College  Any field: Experience* Availability: Peer reviewed Resource type: articles
Transition |Title: School Any field: Experience*|Availability: Peer reviewed Resource type: articles
Title: Education Any field: Experience® Availability: Peer reviewed Resource type: articles
Title: University Any field: Experience®|Availability: Peer reviewed Resource type: articles
Title: High
functioning
Autism Title: College | Any field: Experience® Availability: Peer reviewed Resource type: articles
Transition |Title: School  |Any field: Experience*|Availability: Peer reviewed Resource type: articles
Title: Education Any field: Experience® Availability: Peer reviewed Resource type: articles
Title: University Any field: Experience*|Availability: Peer reviewed Resource type: articles
Title: ASD m: College  |Any field: Experience* Availability: Peer reviewed Resource type: articles
Transition |Title: School Any field: Experience*|/Availability: Peer reviewed Resource type: articles
Title: Education Any field: Experience* Availability: Peer reviewed Resource type: articles
Title: University Any field: Experience®|Availability: Peer reviewed Resource type: articles

Figure 2.2: Advance search strategy implemented in accordance with inclusion criteria using ‘autism
(related terms) transition’ in title

Availability:

Availability:

Availability:
Availability:

Peer reviewed Resource type:
Peer reviewed Resource tvpe:
Peer reviewed Resource type:

Peer reviewed Resource tvpe:

Availability:
Availability:
Availability:
Availability:

Peer reviewed Resource type:
Peer reviewed Resource tvpe:
Peer reviewed Resource tvpe:

Peer reviewed Resource type:

articles
articles
articles
articles
articles
articles
articles
articles

Availability:
Availability:

Availability:
Availabili

Availability:
Availability:
Availability:
Availability:

: Peer reviewed Resource

Peer reviewed Resource type:
Peer reviewed Resource type:
Peer reviewed Resource tvpe:

Peer reviewed Resource type:
Peer reviewed Resource tvpe:
Peer reviewed Resource type:

Peer reviewed Resource tvpe:

e: articles

articles
articles
articles

articles
articles
articles
articles

Title: Asperger |Title: College |Any field: Experience® / transition®
Title: School Any field: Experience® / transition®
Title: Education Any field: Experience® / transition™
Title: University Any field: Experience® / transition®
Title: Autism Title: College |Any field: Experience® / transition®
Title: School Any field: Experience® / transition®
Title: Education Any field: Experience® / transition™
Title: University Any field: Experience* / transition*
Title: Aautistic Title: College |Any field: Experience® / transition®
Title: School Any field: Experience® / transition®
Title: Education Any field: Experience® / transition*
Title: University Any field: Experience” / transition*
Title: High
functioning
Autism Title: College |Any field: Experience® / transition®
Title: School Any field: Experience® / transition®
Title: Education Any field: Experience® / transition™
Title: University Any field: Experience® / transition®
Title: ASD m: College An_gﬁeld: Experience® / transition*
Title: School Any field: Experience® / transition®
Title: Education Any field: Experience® / transition™

: University Any field:

Experience*® / transition*

Availability:
Availability:
Availability:

Availability:

Peer reviewed Resource type:

Peer reviewed Resource tvpe:
Peer reviewed Resource tvpe:
Peer reviewed Resource tvpe:

articles
articles
articles
articles

Figure 2.3: Advance search strategy implemented in accordance with inclusion criteria using ‘autism

(related terms)’ in title
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2314 Selection of relevant papers

As outlined in figure 2.4, the initial search adhering to inclusion and exclusion criteria,
resulted in a total of 475 hits, after duplications were removed. These results were
stored in Microsoft Excel and their titles screened for eligibility by a combination of eye
and using the “find” function in Excel. A total of 542 articles were removed due to
duplication. Further search strategies were used to eliminate papers that did not meet the
inclusion criteria such as; exclusion criteria words in title and exclusion criteria
terminology in the gist of the title (see appendix 2.1). The remaining 69 papers had their
abstracts screened, determining if they met the inclusion criteria or should be excluded
based on exclusion criteria and a further 12 were deemed inappropriate for inclusion.
All systematic reviews amongst the remaining studies (n=6) had their reference lists
checked and any studies where titles and abstracts met the eligibility criteria were added
to the selection of papers on the excel spreadsheet (n=4). This final list of 61 articles
were checked for full text availability and any papers, which were unable to be sourced,
were removed (n=3). | screened the full text for 58 papers for eligibility using a check
list (appendix 2.2) to ensure the papers met the inclusion and exclusion criteria. This
resulted in a final number 36 papers that were deemed suitable for data extraction.

2.3.15 Recording results

Literature review results were recorded using PRISMA (preferred reporting items for
systematic reviews and meta-analysis), through adaption of Moher et al[189(p8)] model
and Page et al[190] updated guidelines, as illustrated in figure 2.4 and table 2.4.
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2.3.2 Data extraction

2321 Selection of relevant papers for data extraction

A data extraction summary sheet was used to enable me to gather relevant information
that could then be critically appraised and used in the literature analysis. Table 2.4

illustrates the data extract findings for 36 studies.
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Identification of studies via data base searches

| | Identification of studies via other methods

Records identified through
i-find data base. Based on
search criteria A
(n=494)

Records identified through
ProQuest data base. Based
on search criteria A

Records identified
through
SAGE data base. Based on
search criteria A

Records identified through
i-find data base. Based on
search criteria B

Additional records identified through science direct
data base (systematic review search) and systematic
review sources that met inclusion criteria
(n=15)

Articles excluded:
n=105

Reason 1: Not
meeting inclusion
criteria n=58
Reason 2: duplicates
n=15

Articles included in review = 36

E (n=82) (n=328) (n=113)
g L l l | |
Q
=
=
c
3
- Articles removed before screening: n=542
Articles after duplicates removed n=475 —
Reason 1: Duplicates
4
. - . — Articles excluded: n=406
Articles after screening (titles for eligibility) N
n=69 " Reason 1: Not meeting inclusion criteria

¥ Additional articles screened
- Articles excluded: n=12 (abstract for eligibility) from
= Articles after screening (abstract for — remaining six systematic  F=—p
2 eligibility) Reason 1: Not meeting inclusion criteria reviews references
= _ n=109
= n=57
w
of
> !
s
‘c " Articles added
3 Articles after screening (full text for M n=4
u'g_"; eligibility) Articles excluded: n=3

n=58
Reason 1: Could not source
Full text articles excluded: n=22
Reason 1: Could not source
h 4 Reason 2: specific focus not meeting inclusion criteria e.g., disclosure only and not educational transitioning
icl ing inclusi P o experience

- Articles meeting inclusion criteria n=36 g Reason 3: Specific focus on psychometric results and not experiences being shared
% Reason 4: Specific focus after education
=5 Reason 5: Was not peer reviewed
g Y Reason 6: Specific focus ASD and what this means not educational experiences having ASD

Reason 7: Not enough focus on the ASD individual’s perspective

Figure 2.4: Article inclusion PRISMA flow diagram. Adapted from: Moher et al[189(p8)] model and Page et al[190] updated guidelines
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Table 2.4: Data extraction summary: The educational transitioning experiences of individuals with autism (day-to-day and from one educational phase to another).

Author Aim Participant  Participant Method Limitations * Educational Key themes
(with ASD)  (supportin phase
g person
with ASD)

Alverson et Investigating the high school ~ n=5 n=22 Phenomenological Possible bias as reflecting FE/6 & Communication / Emotional-social

al[191] to college transitioning (parent/ qualitative approach experiences of ASD individuals HE/Uni (friendship) / “Their autism’

experiences of young adults staff) using individual diagnosed prior to 2013 when
diagnosed with Asperger interviews over a 6- to diagnostic criteria was stricter
12-month

Anderson et Perspectives of university n=48 nfa Qualitative. Online Required respondents to have good HE/Uni Academic / Accommodation-campus-

al[192] students with autism in survey. computer skills to access online classes / Change & Uncertainty /

(2018) Australia survey. Those struggling Communication / Emotional-social
academically or emotionally-social (bullying &/or discrimination, groups,
may not have been in position to mental health) / Sensory / “Their’ autism
respond. (co-occurring conditions, disclosing

autism) / Transition support (mentoring,
support in general) / Transitioning
between educational phases

Anderson et Investigating university n=11 n=6 Qualitative descriptive ASD diagnosis not verified. HE/Uni Academic / Accommodation-campus-

al[193] experience of students with approach. Recounting past experiences when classes / Change & Uncertainty /

(2020) ASD disability services may have been Emotional-social (bullying & or
different to current situation and discrimination, friendship, groups, mental
possibly providing inaccurate data health) / “Their’ autism (co-occurring
on current service provisions. conditions, disclosing autism / Sensory /

Transition support (mentoring, study
skills, support in general) / Transitioning
between educational phases

Anderson et Investigating college n=7 n=18 Qualitative interviews, ASD diagnosis unverifiable HE/Uni Independence / Transitioning between

al[194] experience for young adult grounded theory educational phases (from FE to HE)

(2017) with ASD approach.

Beardon et To enable individuals with n=238 nla Qualitative Self-reported data and ASD FE/6 & Emotional-social (groups), ‘Their” autism

al[195] ASD to voice their opinions, questionnaires (closed diagnosis unverifiable. Complex HE/Uni

highlight challenges and open questions). data with the potential for multiple
experienced, and establish an interpretations.

evidence base on which to

improve services

Bolourianet  Investigating university n=13 Qualitative interviews, Data from behavioural measures HE/Uni Academic / Accommodation-campus-

al[196] experiences from the ASD content analysis. were not available to enrich classes / Emotional-social (friendship /
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factors impeding meaningful
post-secondary experiences

findings.

groups / mental health) / Independence /
“Their’ autism (co-occurring conditions,
disclosing autism) / Transitioning between
educational phases (FE-HE)



Author Aim Participant  Participant Method Limitations * Educational Key themes
(with ASD)  (supportin phase
g person
with ASD)
Bottema- Perspectives of autistic youth ~ n=248 nla Online survey (open Self-reported data and ASD S & FE/6 Academic / Emotional-social (bullying,
Beutel et high school experiences, on ended questions). diagnosis unverifiable. Anonymous friendship, mental health) / “Their’ autism
al[197] the impacts of autism, school Content analysis. with payment incentive which / Transition support (mentoring, study
professionals, family might encourage misrepresentation. skills, support in general)
members, and peers.
Cage et Examining ASD experiences  n=14 nfa Semi-structured Participants were predominantly HE/Uni Academic / Accommodation-campus-
al[198] at university and the reasons interviews. thematic late-diagnosed ASD, undiagnosed at classes / Communication / Emotional-
they dropped out. analysis. the time of dropping out, likely to social (friendship, mental health) /
influence self-understanding and Independence / Sensory / “Their’ autism
support provisions. Recounting past [Transition support (support in general)
experiences prior to Equality Act
2010, when disability services may
have been different to current
situation possibly resulting in
inaccurate data on current service
provisions.
Cai et Investigating educational n=23 n=15 Semi-structured *) FE/6 & Academic / Change & uncertainty /
al[199] experiences and support questionnaire. HE/Uni Communication / Emotional-social
needs of ASD students in (groups, mental health) / “Their’ autism
HE. (co-occurring conditions, disclosing
autism) / Sensory
Camarenaet Investigation of post- n=21 n=33 Semi-structured Self-reported data and ASD FE/6 Academic/ Emotional-social (friendship) /
al[200] secondary aspirations for interviews (closed and diagnosis unverifiable. ‘Their’ autism
adolescents with autism, open ended).
obstacles and resources
shaping their educational
achievements.
Cheak- Exploring social, educational, n=13 n=19 Focus groups. Focus groups may be confusingand  FE/6 & Emotional-social (mental health)
Zamora et and vocational needs and Grounded theory. overwhelming for some ASD HE/Uni
al[201] experiences of ASD youths participants.
and care givers.
Cremin et Exploring parents perspective  n/a n=8 Qualitative exploratory Self-selected group of parents. P&S Academic / Change & Uncertainty /
al[202] on transition to and early descriptive method. Fathers underrepresented. Not Emotional-social (friendship) / Sensory /
experience of secondary Thematic analysis. involving stakeholders. ‘Their’ autism / Transition support
school for students with (support in general) / Transitioning
autism. between educational phases
Deacy et Investigating best practice in nfa n=30 Mixed methods: Not involving stakeholders or P&S Communication / Transitioning between
al[203] relation to the planning, (SEN Online survey individuals with ASD. educational phases
process and strategies that teachers) questionnaire

support the transition of
students with ASD from
primary to post-primary
school.

(Quantitative data using
SPSS).
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Author Aim Participant  Participant Method Limitations * Educational Key themes
(with ASD)  (supportin phase
g person
with ASD)

Dillon et Investigating parental nla n=15 Mixed methods: Semi- No involvement of individual with P&S Academic / Accommodation-campus-

al[204] perspective of the transfer structured questionnaires ~ ASD. classes / Change & Uncertainty /

(2012) from mainstream primary to / followed by in depth Communication / Emotional-social
secondary school for children interviews. Pre- (bullying &or discrimination, friendship,
with autism. transition: focus groups mental health) / Sensory / “Their’ autism /

and in-depth interviews. Transition support (mentoring, study
Post-transition: skills, support in general) / Transitioning
retrospective between educational phases

perceptions. Grounded

theory.

Dillon et Investigating school n=14 nla Mixed methods: Self- Self-reported data and ASD S Academic / Emotional-social (friendship,

al[205] experiences of ASD children  (n=14 reported questionnaires diagnosis unverifiable. groups) / “Their’ autism / Transition

(2016) compared with the typically without and semi-structured support (support in general)
developing school children. ASD) interviews.

Dixon et Investigating the perceptions  n=2 n=6 Case study. Semi- Lack of engagement and lack of S & FE/6 Academic / Emotional-social (groups) /

al[206] of key stakeholders in the structured interviews. rich responses from 1 ASD “Their’ autism (disclosing autism) /
transition of two students Thematic analysis. participant. Transition support (support in general)
with AS into high schools.

Foulder- Investigating how children n=5 nla Face to face semi- Not purely focused on ASD, P&S Emotional-social (co-occurring conditions,

Hughes et with ASD and/or DCD felt (n=1 DCD structured interviews. inclusion of DCD. mental health)

al[207] about the transition to only) Thematic analysis.
secondary school from
primary.

Gelbar et Surveying experiences of n=35 nfa Online survey. Self-reported data and ASD FE/6 & Academic / Emotional-social (bullying,

al[208] individuals with ASD at diagnosis unverifiable. HE/Uni friendship, mental health) / “Their’ autism
college or who had
previously attended.

Gurbuz et To understand the socialand ~ n=26 n/a Online questionnaire. Self-reported data and ASD HE/ Uni Academic / Change & Uncertainty /

al[209] academic experiences of (n=158 Thematic analysis. diagnosis unverifiable. Emotional-social (friendship, mental
autistic university non-ASD) health) / Sensory / “Their’ autism /
students. Transition support (mentoring, peer

support, study skills)

Hastwell et As part of this project: n=28 n/a Longitudinal study. (@) HE/ Uni Academic / Accommodation-campus-class

al[210] Longitudinal study to Thematic analysis. / Emotional-social (mental health) /

(2013) investigate the experiences of Sensory / “Their’ autism / Transition

ASD university students.

support (mentoring, peer support, study
skills, support in general)
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Author Aim Participant  Participant Method Limitations * Educational Key themes
(with ASD)  (supporting phase
person with
ASD)

Hastwell et Investigating what would n=28 nfa Part of longitudinal *) HE/ Uni Academic / Emotional-social (bullying
al[211] improve AS students study. Focus groups, one and/or discrimination) / Sensory
(2012) university experience and to one interviews, email.

increase their life chances.
Hatfield et Exploring predisposing, n=26 n=136 Online questionnaire Self-reported data and ASD FE/6 & Transitioning between educational phases
al[212] reinforcing, and enabling (n=83 (closed and open-ended diagnosis unverifiable. Higher HE/Uni

factors related to the parents/ n=53  questions). socio-economic backgrounds.

transition planning professionals) Questionnaire not tested previously

processes for adolescents for validity and reliability.

with autism.
Hillier et To evaluate the n=25 nla Focus group. Self- Focus groups may be confusingand ~ HE/ Uni Academic / Emotional-social (mental
al[213] effectiveness of a support reported questionnaires. overwhelming for some ASD health) / Independence

group model for university participants and unclear who final

students in improving data came from.

psychological and

functional outcomes.
Hoy et Investigating the n=5 n=10 Semi-structured (@) P&S Transition support (support in general) /
al[214] experiences of the primary (n=6 teachers/ interview. Transitioning between educational phases

to secondary school n=4 parents) Case study.

transition of children with

ASD, from multiple

stakeholders.
Humphrey et Exploring how pupils with ~ n=20 n/a Semi-structured (@) S Change & Uncertainty / Emotional-social
al[215] AS make sense of their interviews, pupil diaries (bullying &or discrimination, friendship,

educational experiences. & drawings. mental health)/ ‘Their’ autism (disclosing

autism) / Transition support (support in
general)

Lambe et Investigating the views of n=25 nfa Focus groups. Focus groups may be confusingand ~ HE/ Uni Academic / Emotional-social (bullying,
al[216] students with autism Thematic analysis. overwhelming for some ASD co-occurring conditions, mental health) /

preparing to start uni. participants and asking students to Independence

Hopes, Worries, Concerns. project into the future may be

difficult due to social imagination
deficits.

Makin et Examining the factorsthat ~ n=15 n=32 (n=14 Mixed methods: ™) P&S Academic / Emotional-social (bullying,
al[217] influence a successful parents/ n=18  Psychometric mental health) / Change and uncertainty /

school transition for teachers) questionnaires Sensory / “Their’ autism / Transitioning

autistic children in one
local education authority in
England.

(quantitative).
Semi-structured
interviews (qualitative).

between educational phases
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Author Aim Participant  Participant Method Limitations * Educational Key themes
(with ASD)  (supportin phase
g person
with ASD)

Mitchell et Investigating support needs  n=18 nfa Semi-structured Self-reported data and ASD FE/6 & Transitioning between educational phases

al[218] of young people with ASD interviews. diagnosis unverifiable, opinions HE/Uni
prior to starting college. regarding the type of support they

valued and who provided support
may differ, especially the role of
parents, with wider population.

Peters et Exploring experiences of nfa n=17 Mixed methods. Self-reported data and ASD P&S Academic / Change & uncertainty /

al[219] the transition to secondary Online questionnaire diagnosis unverifiable, access to a Emotional-social (groups, mental health) /
school for students with (closed and open ended).  computer and the internet Transitioning between educational phases
AS/HFA from the parental may have limited participation.
perspective.

Sosnowy et Investigating key areas of n=18 n=16 Interview survey. (@) FE/6 & Academic / Independence / ‘Their’ autism

al[220] independent living, post- HE/Uni (co-occurring conditions, disclosing
secondary education, and autism)
employment for
individuals with ASD.

Stoner et Investigating perspectives nla n=8 Interviews and Parents taking part in study were P Transitioning between educational phases

al[221] and concerns of parents of observations. potentially more action orientated or
young children with ASD Cross-case analysis. problem-focused, not representative
related to transitions. of population.

Tobias[222] Investigating the n=10 n=5 Focus groups. Focus groups may be confusingand P &S Academic / Sensory / “Their’ autism /
challenges and support overwhelming for some ASD Transition support (mentoring, peer
needs of secondary school participants. support, study skills, support in general) /
children with autism. Transitioning between educational phases

Van Hees et Investigating the n=23 nla Semi-structured Potential selection bias due to FE/6 & Change and uncertainty / Emotional-social

al[223] (2014) challenges and support interviews. Grounded students who attended regular HE/Uni (mental health) / “Their’ autism
needs of higher education theory. interviews, actively involved in (disclosing autism)
children with autism. transition planning, being

interviewed, which might not
represent wider population.

Van Hees et Examining how senior n=34 n=60 Semi-structured Potential familiar bias - those FE/6 & Academic / Change & Uncertainty /

al[224] (2018) students and first-year interviews. Grounded involved had a ‘warm’ relationship. ~ HE/Uni Emotional-social (bullying and/or
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college students with
autism spectrum disorder,
their mothers and fathers
navigate the higher
education transition, and
how this context impacts
on dynamics in the parent—
child relationships.

theory.

discrimination,, friendship) / Independence



Author Aim Participant  Participant Method Limitations * Educational Key themes
(with ASD) (supporting phase
person with
ASD)

Vincent[225] Identifying the specific n=21 nla Semi-structured Self-reported data and ASD HE/ Uni Emotional-social (mental health) /
experiences of young interviews. diagnosis unverifiable. Transitioning between educational phases
autistic adults making
this transition.

Wiorkowski[226]  Investigating the n=12 nla Face to face interviews. May have excluded less sociable HE/ Uni Academic / Change & uncertainty /

experience of individuals
with autism spectrum
disorders who have
experienced the higher
education system.

Data analysed using
heuristic methodology of
Dr. Clark Moustakas
(1990).

ASD individuals.

Emotional-social (bullying &or
discrimination, friendship, groups, mental
health) / Independence / “Their’ autism
(disclosing autism) / Transition support
(mentoring, peer support, study skills)

Adapted from: Aveyard et al.[227]

*General limitations which apply to all quantitative studies includes: Data is not generalisable. Potential selection bias. Likely to not represent the wider population, gender differences, different levels of
autism, differency between countries/locality. Likely to not be transferable to another education system. The majority of studies have a small number participants which might restrict granuality of data and not
reflect the wider population. P=primary, S=secondary, FE=further education, 6=sixth form, HE=higher education, Uni=university

68|Page



2.3.3 Critical appraisal

| assessed the literature quality (credibility, confirmability, dependability,
transferability, and plausibility) using the critical appraisal qualitative checklist from
Joanna Briggs Institute[228] (2020) and Lockwood et al[229] research synthesis

guidance, located in appendix 2.3.

2.3.4 Analysis and synthesis

| analysed and synthesised the literature through meta-aggregation. This involved
thematically bringing together literature data, into generalised statements,
recommendations for action in this research area and guidance for future practice. Meta-
aggregation synthesis guidance was sought from Hannes et al[230] and Aveyard et
al[227] with me clearly defining concepts, linking themes between papers and defining

pragmatic lines of action leading to recommendations for future practice.

Thirty-six research articles were analysed and synthesised using the following steps; (1)
identifying and coding the paper’s main findings or results, (2) developing themes, by
tabulating codes into themes, (3) naming themes, (4) comparing themes, assessing
whether the name given to a theme was appropriate and whether codes fit themes, (5)
considering the quality of papers on overall theme, (6) considering the consistency of
data overall, and (7) justifying how themes were interpreted and data included in
results.[227] Figure 2.5 illustrates the themes, sub-themes, and number of studies
relating to each theme. A more detailed description of this can be found in appendix 2.4,
tables A-J, which features the literature synthesis into transitioning themes, subthemes,
and the study participants who shared their experiences has been specified for clarity

(e.g., individual, or other).
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Bullying &
discrimination
n=11 (1A=9, 0=4)

Mental health
n=19 (1A=17, 0=4)

Groups
n=6 (1A=5, 0=1)

Friendship
n=21 (1A=18 0=8)

Emotional-social

n=28 Academic

n=23 (A=20, 0=7)

Communication
n=3 (1A=3. 0=1)

Disclosing
n=11 (1a=11)

‘Their’ autism
(self and others)

n=23 (1A=21, 0=7)

Accommodation-

campus-classes Literature

Co-occurring

n=>5 (IA=4, 0=1 .
ek ) reviewed =6 (14=6. 0=1)
n=36
Transitioning between
Independence educational phases
n=8 (IA=7. 0=3) n=15 (1A=10, O=11)
Change & Transition Mentoring/peer
Uncertainty support — support/study
1’1:8 =6, 0=2 S Il:13 skills
A ) ensory n=10 (1A=9. 0=2)

n=10 (A=8, 0=4)

Support in
general

n=7 (IA=5, 0=5)

Figure 2.5: Overview themes and sub-themes within literature reviewed. Where n is the total number

of studies included in the theme or subtheme. These studies are also split into 1A (number of studies
that involve first person accounts from individuals with autism) and O (number of studies that involve
the accounts collected from other individuals involved in the support of an individual with autism

e.g., parents, teachers, support workers).
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24 Results

This meta-aggregation literature review explored the educational transitioning
experiences of individuals, day-to-day (internal-horizontal) and transitioning from
one educational phase to another (external-vertical). The major findings of this
review highlight the limited studies that document individuals’ experiences of said
transitions. Unsurprisingly, as it is the core attribute of autism, the predominant
theme in this review was emotional-social challenges and experiences. Although
many themes overlapped, other themes relating to individuals’ experiences that
followed, in order of dominancy in the literature review, were (1) emotional-social
(n=28), (2) academic (n=23), (3) ‘their’ autism (n=23), (4) transitioning between
educational phases (n=15), (5) transition support (n=13), (6) sensory (n=10), (7)
change and uncertainty (n=8) (8) independence (n=8), (9) accommodations-campus-
classes (n=5) and (10) communication (n=3). Each theme included first-person
accounts from individuals with autism (1A), and others (O), including their parent(s)

and/or support persons, as illustrated in figure 2.5.

2.4.1 Emotional-social

The majority of studies, twenty-eight in total, referred to emotional-social
experiences,[191-193, 195-202, 204-211, 215-217, 219, 220, 223-226] with
emotional-social skill deficits commonly presenting for individuals.[193] This theme
was broken down into four sub-themes namely (1) friendship (n=21), (2) mental
health (n=19), (3) bullying and/or discrimination (n=11), and (4) groups (n=8). As
illustrated in figure 2.5 and detailed further in appendix 2.4, table A.

2411 Friendship

Out of twenty-one studies, eighteen studies reflected the direct experiences of
individuals[191-193, 197-200, 205, 206, 208, 209, 215-217, 220, 223, 224, 226] and
eight studies represented others’ views of individuals’ experiences.[191, 202, 204,
206, 217, 219, 220, 224]
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Forming friendships appeared to be difficult, exhausting and stressful for most
individuals.[209, 219] Friendships were often stated as being non-reciprocal,
particularly in their earlier years, and tended to be limited in number.[217] Many
individuals said that it was something they desired, according to parents in Cremin et
al[202] and worried about, particularly when transitioning from one phase to another,
as mentioned by individuals in Lambe et al[216] and Gelbar et al.[208] Individuals
blamed their difficulties around forming friendships on their lack of social
skills,[191, 208] tendency for social avoidance,[216] their need to socialise in a
quieter space[208] and them having a preference for socialising virtually.[191] They
also stated how they often felt pressurized to mask their autism in order to feel like
they fitted in.[193, 198, 217] Individuals shared how they sought like-minded
friendships,[196] with people who shared similar interests to them, and this was
something many optimistically hoped for at university, but rarely appeared to
achieve.[198, 200, 220] However, it should be noted that, some did describe their
university peers as more accepting, according to individuals in Anderson et al[192]
and parents in Dillon et al.[204] They spoke about forming friendships through
special interest groups.[193, 204, 224] Whilst some felt they benefitted from
structured socialising in university (e.g., during lectures),[216] many still struggled

with unstructured socialisation (e.g., in a nightclub).[216, 217]

2412 Mental health

Out of nineteen studies, seventeen studies reflected the direct experiences of
individuals[192, 193, 196-199, 201, 207-210, 215-217, 223, 225, 226] and four

studies represented others’ views of individuals’ experiences.[201, 204, 217, 219]

Mental health (MH) related conditions and symptomology appeared frequently in the
literature as impacting individuals day-to-day functioning which included the
generation of worry, fear, stress, anxiety, depression, suicidal ideation, and post-
traumatic stress disorder (PTSD) symptoms.[192, 196-198, 215, 225] The triggers
for such conditions were numerous and wide ranging, often seen in external-vertical
transitions into a new educational phase, particularly prevalent during the primary to

secondary transition[204, 217, 219] as well as internal-horizontal day-to-day
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transitions[199, 207, 219] e.g., change of teacher. Some individuals blamed their
autistic characteristics as the cause for their MH difficulties. Such characteristics
included difficulties in coping with change,[193, 199, 209, 223] support needs
learning life skills (advocacy, independent living, social),[191, 193, 194, 196, 198,
216, 218, 220] executive functioning (EF) difficulties,[199, 211, 213, 223] feelings
of social isolation,[217] obsessive interests,[210] perfectionism,[193]
procrastination[193] and feelings of social pressure to fit in.[216, 217, 223] Many
blamed their current MH issues on previous negative school experiences,[196, 216,
217] particularly bullying and victimisation[211] where they felt peers often took
advantage of their vulnerability[217] and exploited their social naivety.[215]

2413 Bullying

Out of eleven studies, nine studies reflected the direct experiences of
individuals[193, 197, 208, 211, 215-217, 224, 226] and four studies represented
others’ views of individuals’ experiences.[204, 217, 219, 224]

Unstructured social times, when staff were not around, appeared to result in a lot of
mental distress for individuals. This was either because bullying physically took
place during this time or it triggered memories of bullying which occurred
previously.[216, 217] Individuals also shared how they felt they were discriminated
against by peers, teachers, lecturers, because of having a ‘hidden’ disability that was
not considered as being serious.[198, 226] On a positive note, some saw their
transition from further education (FE) to higher education (HE) as an opportunity to
form friendships and a time when the bullying would stop[224] and although many

individuals saw improvements, this was not the case for all.[208]

2414 Groups

Out of six studies, five studies reflected the direct experiences of individuals[192,
193, 195, 196, 205] and one study represented others’ views of individuals’

experiences.[219]
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Many individuals said that they found being with groups of peers challenging and
stressful,[193, 195] with the majority of individuals stating that they avoided social
groups altogether, according to parents in Peters et al.[219] However, a minority of
individuals shared that they enjoyed academic groups[205] or specific groups and
clubs.[192]

2.4.2 Academic

The majority of the literature reviewed, twenty-three studies, detailed individuals
academic experiences,[192, 193, 196, 198-200, 202, 204-206, 208-211, 213, 216,
217, 219, 220, 222-224, 226] twenty studies reflected the direct experiences of
individuals[192, 193, 196, 198-200, 205, 206, 208-211, 213, 216, 217, 220, 222-224,
226] and seven studies[202, 204, 206, 217, 219, 220, 222] represented others’ views
of individuals’ experiences. As illustrated in figure 2.5 and detailed further in

appendix 2.4, table B.

Executive functioning (EF) deficits appeared to impact all aspects of individuals’
academic and social life.[199, 211, 216, 223] They spoke about difficulties
associated with their academic independence,[213, 219] ability to focus,[208]
distractibility,[199] ability to follow instructions[219] (particularly when given
orally),[206] organisation[199, 200, 206, 217, 219, 220] and time management.[196,
202, 208, 223] The academic curriculum challenged many, particularly with the
advancement in academic demands as they progressed through the phases.[210]
Individuals outlined difficulties with academic assessments and deadlines,[196] lack
of clear instructions,[209] when feedback was abstract or unclear,[198, 209] where
there was lack of simplification,[205] where there was an expectation they answered
questions in class,[192] with group work,[193] when there were sensory
distractions[226] and when they felt there was no time for them to intensely focus on
their specialist interest.[210] University appeared to be an educational phase when
they could specialise in the subjects that interested them, generating excitement
through being taught by people they saw as experts in the field.[216, 226] Although

it was noted that a preoccupation with one particular subject was sometimes
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detrimental to other subjects and had the potential to result in the individual

exhausting themselves.[209]

Literature evidenced how individuals appeared to be most academically challenged
during the secondary school phase, according to parents in Peters et al.[219] The
reasons for this included teachers not adapting their teaching style, or support, to
meet their needs and teaching at too fast a pace.[204, 205, 217] However, it is worth
noting that some did state that they found the more formal secondary environment
and teaching style better when compared with their primary phase, according to
parents in Dillon et al.[204] On joining the secondary phase, some believed that they
were behind academically, lacking the foundations of English, mathematics, and
science and this, they said, was due to difficulties experienced in primary
school.[226] Fine-motor skill challenges occurred for some, as noted by individual in
Cai et al[199] and according to parents in Cremin et al,[199, 202] which made it
difficult for them to write at speed, take notes, write legibly and, thus they felt their
efforts did not reflect their true academic ability.[199] Homework was presented in
the literature as challenging for the majority, who struggled with the invasion of
schoolwork into their home environment, according to parents in Dillon et al[204]
and individuals in Dillon et al.[205] Those who did homework required additional
support[205] and some mentioned that it exceeded their independent academic
abilities.[217]

It was unclear in the literature whether all individuals were offered and received
academic support, particularly in secondary school, with some saying they were
offered it but refused to accept it because they didn’t want to be treated differently to
their peers, to standout or to receive any special treatment.[196] In university timely,
flexible, support was expressed as important.[199] The type of support varied
amongst individuals but often included being given extra time in assessments,[199]
use of note takers, access to IT equipment and software, alternative assessments to
exams[200] and, for some, reducing their course from full time to part time.[193]
Without such support it was noted that individuals experienced significant anxiety
and stress.[198]

75|Page



2.4.3 “Their’ autism

The majority of the literature reviewed, twenty-three studies, discussed individuals’
experiences of their autism.[191-193, 195-200, 202, 204-206, 208-210, 215-217,
220, 222, 223, 226] Twenty-one of these studies reflected the direct experiences of
individuals[191-193, 195-200, 205, 206, 208-210, 215-217, 220, 222, 223, 226] and
seven studies represented others’ views of individuals’ experiences.[191, 202, 204,
206, 217, 220, 222] This theme was further broken down into two additional sub-
themes namely (1) disclosing autism and asking for support (n=11) and (2) co-
occurring conditions (n=6). As illustrated in figure 2.5 and detailed further in
appendix 2.4, table C.

Findings from the majority of studies evidenced individuals’ experiences of their
autism as having co-occurring conditions (ADHD, dyspraxia, dyslexia, OCD, mental
health disorders) and they discussed their experiences disclosing their autism. Many
individuals shared negative experiences that resulted from others lacking autistic
understanding,[195, 198, 204] having a stereotypical approach to autism,[210]
stigmatising (fear 0f[192]) and/or patronising them.[209] Some shared that they
wished, and were happier when, others had more of a person-centred empathetic
approach[199] that supported their academic and social needs and was accepting and
understanding of their unique differences.[210] Individuals also spoke about their
difficulties socially interacting and communicating[195] which resulted in them
being labelled and left out by peers.[197] They often referred to themselves in a
derogatory manner (e.g., using terms such as ‘freak’, ‘having a bad brain’, ‘mentally
disabled’, ‘nerd’, ‘not normal’, ‘weird’) which some researchers state is shaped by
the reactions of others to them.[215] For many this resulted in them masking their
autism in an attempt to fit in with peers, which proved exhausting,[193, 223] with
many bullied because of their differences.[217] Although in the minority, some
individuals in the literature reviewed did express a positive self-perception of their
autism.[215]

Some studies demonstrated that individuals only received support in education when
stress triggers resulted in them presenting with challenging behaviour, which
appeared to worsen during puberty, according to parents in Cremin et al.[202] These
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behaviours were often termed ‘unacceptable’ rather than considering, that they
resulted from autistic behaviour triggers,[199] that staff needed to modify their
expectations and provide proactive support to manage these.[217, 222] The studies
that related to university individuals[208-213, 216, 218, 220, 223-226] demonstrated
that some individuals received their diagnosis after the primary school phase,[204]
later in life,[198] or after dropping out of, this phase.[210] They felt that reasons for
this late diagnosis were the result of barriers in the assessment process, such as male
orientated assessment tools.[198] However, there were cases of individuals who had
been assessed and hence could access support but chose not to as they didn’t want to,

in their words, ‘stand out’, according to parents in Cremin et al.[202]

The majority of individuals were aware of their diagnosis but many were
unwilling,[206] expressed doubts,[223] were fearful,[192, 196] to disclose their
autism when starting a new educational phase. They stated that they wanted to be
considered ‘normal’, treated ‘normally’, to not be stigmatised, to not stand out from
their peers and to not have people feeling sorry for them.[200, 215] When disclosure
did happen, it tended to be because caregivers did this or persuaded the individual to
do this for support reasons[199, 206] and those that did disclose expressed positive
results.[196] The majority of individuals who did not disclose prior to starting
university, expressed the belief they either did not deserve the support, did not need
the support or were not disabled enough to warrant it.[198] However, many ended up
disclosing when their symptoms worsened and they realised support
accommodations were needed.[192] For some, support was put in place but not
accessed by the individual as they felt it was troublesome having to use note-takers
or take exams in different rooms to their peers.[226] For many who did disclose, they
were still uncomfortable disclosing to peers outside of the university campus.[208]
Some individuals in Anderson et al[193] appeared to lack knowledge about
university support services and/or have the advocacy skills to be able to access
support, whilst others refused support due to them not having an official diagnosis,
according to parents in Dillon et al.[204] For those that did choose to access support,
some spoke of significant delays getting support put in place, as was the case for
individuals in Anderson et al[192] and Wiorkowski.[226]

77|Page



2.4.4 Transitioning between educational phases

Approximately half of the literature reviewed, fifteen studies related to the
experiences of individuals transitioning from one educational phase to another (i.e.,
external-vertical transitions) and the team of individuals involved in supporting
them.[192-194, 196, 202-204, 212, 214, 217-219, 221, 222, 225] Ten studies
reflected the direct experiences of individuals[192-194, 196, 212, 214, 217, 218, 222,
225] and eleven studies represented others’ views of individuals’ experiences.[194,
202-204, 212, 214, 217-219, 221, 222] As illustrated in figure 2.5 and detailed
further in appendix 2.4, table D.

The majority of primary individuals appeared apprehensive about their move to
secondary due to loss of familiarity, moving to a bigger campus, having to
communicate with multiple teachers and emotional-social worries about making new
friends.[217] Past negative primary experiences appeared to trigger less optimism
and negative feelings about this transition, according to parents in Dillon et al.[204]
Transition planning and support took several forms such as opportunities to meet
peers and key staff, tours of the school, receiving visual information about the school
and having an IEP (Individual Education Plan) that accompanied them to the
school.[214] The majority of individuals stated that they knew about and were
involved in their transition plan.[203] Once in secondary school, the key to success
appeared to be a positive relationship between the individual and staff member(s), as
well as keeping regular communications between home and school, according to
parents in Cremin et al.[202] For the minority, minimal or ineffective transitioning
support took place, resulting in heightened levels of anxiety, according to parents in
Peters et al.[219] Transitioning from secondary to sixth form (further education)
appeared to be uncoordinated and an overall negative experience for the majority of
individuals.[212] The majority of individuals in Anderson[192] stated that they
received sixth form (further education) to university (higher education) transitioning
support. Support generally took the form of help with administrative tasks,
opportunities for university visits and/or orientation events, with parents still playing

a significant role in this process.[218]
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2.4.5 Transition support

Thirteen studies explored day-to-day transition support.[192, 193, 197, 198, 202,
204-206, 209, 210, 214, 222, 226] This theme was broken down into two sub-themes
namely (1) mentoring, peer support, study skills (n=10) and (2) support in general
(n=7). As illustrated in figure 2.5 and detailed further in appendix 2.4, table E.

It was clear throughout the literature that internal-horizontal or day-to-day transition
support was crucial for individuals.[199, 207, 219] This support commonly included
study skills support,[197, 205] mentoring,[192, 222, 226] peer support[193, 204,
210] and, sometimes, other types of alternative measures such as access to sensory
free spaces, activity groups, therapy groups and life skills training.[194, 220] Study
skill support was common throughout primary and secondary phases[197, 204, 222]
and individuals tended to receive this support through a teaching assistant which they
stated was helpful.[197, 205] Assistants aided the individual in a number of ways
such as breaking work down into smaller chunks, visualizing learning, discussing
academic learning and helping them to prepare for lessons.[197] They were also
there to listen and it was often felt that they understood the individual’s unique
needs.[205] Peer support was mentioned as an important form of support particularly
in the secondary phase, according to parents in Dillon et al.[204] University
individuals, however, expressed that when peer support took the form of notetaking
in lectures it was not appropriate.[198] Specialist autism mentoring did not appear in
the literature referring to pre-university phases. In the university phase, those that
did have autism mentors, were positive about the person-centred experience and felt
it helped them academically and socially.[193, 210, 226]

As discussed earlier, other disability support services were also available to
individuals in their university phase, these included reasonable adjustments both in-
class and for exams. Regardless of the phase, individuals that did not have or were
not accessing support struggled and often disengaged academically and/or
socially.[198] For those that engaged with support it appeared to help them manage
their challenges, particularly when the support was person-centred.[192, 222] In the
compulsory education phases, parents expressed the importance of them being able
to address their child’s support needs with their school through an open-door
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approach.[214] This proactive method was, they felt, a good way to avoid
behavioural escalations and reduced their child’s overall anxiety. However, ensuring
this information was disseminated to all teaching-staff involved in their support
appeared to be key, as challenges sometimes arose with individuals who had multiple

staff working with them, according to parents in Cremin et al.[202]

Individuals in Dixon et al[206] addressed other internal-horizontal transitioning
support needs that they had such as support moving between classrooms, during free
periods, and with organisational skills.

24.6 Sensory

Ten studies discussed sensory experiences,[192, 193, 198, 199, 202, 204, 209, 210,
217, 222] eight studies reflected the direct experiences of individuals[192, 193, 198,
199, 209, 210, 217, 222] and four studies represented others’ views of individuals’
experiences.[202, 204, 217, 222] As illustrated in figure 2.5 and detailed further in
appendix 2.4, table F.

Sensory over and under sensitivity was common for individuals in the literature
reviewed.[202-204, 214, 217, 219, 221, 222] This often related to sensory overload
in their educational setting[193, 204, 217] and impacted negatively on an
individual’s academic performance and their ability to cope.[192, 193, 198] In one
case an individual needed to change schools because of these difficulties, according
to parents in Cremin et al.[202] For some, challenging behaviours sometimes
resulted from sensory stimulations.[199] For these individuals, sensory free areas
were seen as being an important place an individual could go, a place of safety, when
they felt overwhelmed.[222] University had many elements, such as social events,
pubs, clubs, that resulted in sensory challenges.[210] Lecture theatres could also
sometimes cause auditory issues for individuals, making it difficult for them to
process what the lecturer was saying.[209] In these cases individuals benefitted from

having lecture transcription as a support measure.[193]
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2.4.7 Change and uncertainty

In this literature review eight studies related specifically to change and uncertainty
experiences,[193, 199, 204, 209, 215, 219, 224, 226] six reflected the direct
experiences of individuals[193, 199, 209, 215, 224, 226] and two studies represented
others’ views of individuals’ experiences.[204, 219] As illustrated in figure 2.5 and
detailed further in appendix 2.4, table G.

Change and uncertainty challenges were common for the majority of individuals in
the literature reviewed[193, 199, 204, 209, 215, 219, 224, 226] and was seen as a
trigger for elevated levels of stress.[199, 204, 207, 208, 217, 219, 225] This was due
to an individual’s need for predictability, routine and structure in their day-to-day
transitions.[215, 219, 224] Examples of such challenges included changes of rooms,
change of teachers and social interaction changes, according to parents in Dillon et
al.[204] Some individuals even stated that the lack of academic structure at
university made this the most challenging phase.[199] However, these individuals
also stated that once support was implemented things improved. It should be noted
that there are also positives associated with change, with one study emphasising its

importance in bringing about personal growth and strength in said individuals.[226]

2.4.8 Independence

Eight studies explored experiences relating to independence,[194, 196, 198, 213,
216, 219, 224, 226] seven studies reflected the direct experiences of individuals[194,
196, 198, 213, 216, 224, 226] and three studies represented others’ views of
individuals’ experiences.[194, 219, 224] As illustrated in figure 2.5 and detailed
further in appendix 2.4, table H.

As would be expected, independence challenges became more demanding with age
and were sometimes seen to overwhelm individuals during their university
phase.[198] Pre-university individuals expressed their desire for autonomy and

independence,[224] although many still wanted parental support to continue.[224] In
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terms of support measures, for some, independent living skills were taught prior to
starting university.[196, 213, 216]

2.4.9 Accommodation-campus-classes

Out of five studies related to accommodation-campus-classes experiences,[193, 196,
198, 204, 210] four studies reflected the direct experiences of individuals[193, 196,
198, 210] and one study represented others’ views of individuals’ experiences.[204]

As illustrated in figure 2.5 and detailed further in appendix 2.4, table I.

In university, the larger size of academic campus was noted as being stressful for
individuals as well as larger numbers of students in lecture theatres and other
classes.[198] From the literature reviewed it appeared as though less than half of the
university individuals lived away from home.[193, 196, 210] Those who lived on
campus expressed that this was stressful and they spoke of the need for person-
centred support during and after their move.[196] However, combining living at
home with university-life was not without it stresses and many that chose to live at

home noted the logistical stresses of the daily commute.[196]

2410 Communication

Three studies referred directly to communication experiences,[191, 198, 199]
however, it is important to note that communication was discussed in the context of
other themes, three studies reflected the direct experiences of individuals[191, 198,
199] and one study represented others’ views of individuals’ experiences.[191] As
illustrated in figure 2.5 and detailed further in appendix 2.4, table J.

Stressful specific communication experiences shared in the context of this review
were difficulties that resulted in individuals taking what teachers said literally,[191]
which led to misunderstandings and the negative consequences of academic work
being completed incorrectly.[199] Some individuals spoke of how their negative

experiences resulted in them avoiding oral communication wherever possible and a
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preference to converse via emails and virtual messaging.[191] Others felt that they
missed out, because they were not part of the day-to-day communication chains or

groups that their peers had.[198]
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2.5 Strengths and limitations of literature review

This literature review has demonstrated the following strengths. (1) It has included
studies which represented (i) first-person accounts from individuals, (ii) accounts
from others, namely parents and/or staff, to fill in any gaps in information
surrounding individuals’ experiences and support episodic memory difficulties which
are particularly relevant during the earlier educational years. (2) It purposefully
focused on empirical qualitative literature, sourced in line with the Noyes’ alternative
hierarchy of evidence,[186] including studies that used methods of direct observation
and/or data methods that explored the educational experiences of individuals, studies
related to transitioning experiences, either between phases (external-vertical
transitions) and/or ‘day-to-day’ (internal-horizontal transitions). (3) It used the
PICOT qualitative model search strategy,[187] and its meta-aggregation inclusion
and exclusion criteria was guided by JBI[185, 186] and Smart[188(p5)]. Boolean
operators, truncation, and multiple reviews of literature in 2017 and 2020, were all
implemented to ensure maximum relevant literature was identified. (4) It tracked and
recorded its results using a data extraction summary sheet[227] that was in-line with
PRISMA.[189, 190] Results were critically appraised and synthesized for quality
through the JBI critical appraisal checklist[228] and Lockwood et al[229] research
synthesis guidance. (5) The meta-aggregation synthesis approach resulted in defined
themes (sub-themes), concepts, which could be compared across studies, and that
could produce defined pragmatic lines of action which lead to recommendations for
future practice.[227, 230]

Limitations of this meta-aggregation literature review stem from my (the
researcher’s) subjectively deciding what the aggregate themes, sub-themes and the
usable findings are. Readers of this synthesis may have a different perspective about
the findings and their relevance in terms of future research and practice. Limitations
in relation to the studies included in this review must also be considered. (1) Studies
may not reflect the wider autistic population due to (i) potential selection bias, (ii)
studies only including individuals with ability to take part (e.g., with relevant
communication skills to do so, a computer to access a survey) (iii) gender differences
not being explored, (iv) potential non-transferability between educational systems

and countries, (v) an overall small participants number which restricted granularity
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of data, and (vi) an exclusion criteria which limits the data range through subject
specification criteria when final searched results are greater than 50. (2) Studies may
not reflect the wider parental population due to the likelihood that parents taking part
are action focused and hence may present a biased view. (3) Studies may not reflect
the current diagnostic criteria and/or legal situation e.g., due to studies taking place
before diagnostic criteria changes, changes in laws and/or changes in understanding
and support. (4) Studies may not include individuals who are experiencing or have
experienced traumatic incidents, as they may be disinclined to take part in a study.
(5) A large proportion of studies (n=11) included participants who self-reported their
autism diagnosis and research data, which was not verifiable. (6) Studies that
involved focus groups (n=6) may have excluded some participants due to their social
communication-interaction difficulties. (7) Studies relating to primary and/or
secondary school experiences were limited to secondary (parental, staff) accounts of
experiences (n=5), which may not have been a true reflection of the individuals true
experiences. (8) All studies (n=36) were qualitative in nature which is not
generalisable.
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2.6 Recommendations for further research and practice

Some of the studies reviewed used semi-structured methodological approaches
(n=14/36) that may limit storytelling and constrict experiences being shared. Focus
group scenarios (n=6/36) may not have been suitable for some individuals who find
group scenarios difficult. Thus, the main recommendation for future research and
practice to come from this review is that a greater number of studies should consider
using a narrative approach which allows for these unique first-person experiences to
be explored whilst minimising the autistic barriers with communication. To represent
the wider autistic population, it is essential that researchers provide a research
platform that does not limit participation in any manner (table 2.5). An extensive list
of specific areas that would benefit from future research is given in table 2.6.
Researching these areas will provide a greater insight into the educational
transitioning experiences of individuals, practitioners will then be able to understand

and support their transitioning needs in a more efficient and efficacious manner.

Table 2.5: Summary of potential improvements that could be made to future research study
methodologies that have been identified by this literature review.

Aim to ensure:

e  Accessibility to the research methodology for individuals
o Do not limit participation to online surveys so that individuals who lack a computer
and/or computer skills can still be represented
o Instudies that involve focus groups, an alternative means of data collection are
offered to those whose social difficulties may limit their abilities to express
themselves in groups

e Autistic participants are recruited from a wide demographic range
o Specifically, more studies involving primary-aged individuals to give first-person
accounts of their educational experiences
o Recruit from a wider variety of socio-economic backgrounds
o Ensuring a balance of gender (equal male to female ratio)

e  Autism diagnoses of participants in research studies are verified by an autism professional to
ensure accuracy and consistency of data
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Table 2.6: Alphabetical summary of the specific areas of research, which have been identified by this
literature review, which require further exploration of individuals® (with autism) experiences in
education.

Barriers to disclosure of autism both inside and outside of their educational establishment
Challenges linked to fine-motor skills

Changing from full-time to part-time education at university

Developing a positive self-perception of their autism and its contributing factors
Discrimination

Impact of academic curriculum changes

Impact of and involvement in social activities linked to education both inside and outside of
the academic setting

Impact of having co-occurring conditions in combination with autism

Impact of lacking foundations of English, math and/or science due to earlier primary
educational challenges

Impact of past experiences on future optimism

Impact of receiving a late diagnosis within their educational journey

Impact of the current diagnosis process, support and laws on the individual’s experiences
Internal-vertical day-to-day transitions

Involvement of service providers and parents in transitions, both horizontal and vertical
Literal interpretation of speech within the context of education

Preferences for day-to-day communication in educational establishments

Presentations of ‘unacceptable behaviours’

Reality of living away from home both on campus and off campus at university
Self-advocacy in applying for, accessing, and using autism specific support

Social support measures implemented

Stereotypical, stigmatising and/or patronising behaviour towards them

Teaching adaptions and styles

The impact of positive changes in the life of an individual with autism

Transition into FE and HE

Types of academic support available, their usefulness and reasoning as to why support is not
always accessed

Use of sensory free spaces, activity groups, therapy groups and skills training
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Conclusion

This literature review has highlighted that there are limited studies which document
individuals® (with autism) experiences of change-transitions, with a predominant focus
on their external-vertical experiences, rather than internal-horizontal or day-to-day,
experiences. What is evident from the review is that individuals, in the main,
experience academic and emotional-social challenges during their educational journey.
The research papers in this review did not provide comprehensive insight into the
unique experiences of singular individuals. Thus, this thesis aims to fill this gap in
autism research, to explore what unique variables contribute towards individuals’
educational experiences, and the impact that these might have on their state of health,
both negatively and positively. In conjunction with the research, this thesis will also
consider the influence of support practices, and the part played by the individual’s
‘self”, particularly in relation to what being autistic means to them, getting diagnosed,
disclosing, self-advocacy and what influences their resilience when faced with change-
transitions. In addition, this thesis will provide participants with the opportunity to share

their experiences prior to being diagnosed with autism, which the literature did not do.
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Chapter 3: Methodology
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3.1 Chapter overview

The methodology chapter will discuss the theoretical underpinnings in relation to
investigating and analysing individuals’ lived experiences. Theoretical concepts and
models used to analyse experience, educational development, change and transitioning,
will be explored. The decision to use a narrative analysis approach in the research
design and philosophy will be justified, with researcher-participant relationship and
researcher reflexivity being critically examined. Narrative interview designs, data
collection, interpretation, holistic and categorical analysis, methods, will be

investigated. Ethical and quality considerations will be accounted for.

The research methods (section 3.6) in this chapter will detail an exact overview of the
research methods undertaken throughout, including purposeful sampling, participant
criteria, recruitment, selection, setting and salient contextual factors. The narrative
interview process, design, data collection methods, audio transcription, schema notes
and reflective diary entries. Data interpretation and analysis, holistic-content,
categorical-content, as well as the educational transitioning models, and critical

narrative analysis methods implemented.

90|Page



3.2 Introduction: Theoretical underpinnings of research

3.2 1 How to investigate individuals’ lived experiences

Core to qualitative research is understanding the experiences of individuals,[231]
something that quantitative research fails to capture.[232] Qualitative methods take an
ideographic approach, in other words, they highlight unique elements. Thus, they
enable researchers to focus on and investigate a participant’s experience of their world
from their perspective. An exploration of evidence-based literature reveals that a diverse

range of qualitative approaches are available to researchers.

The anti-positivistic or interpretivist ethos, associated with qualitative research, posits
that individuals’ lived experiences, cannot be studied using traditional scientific
methods and that, in order to build empathy with the individual, they must be studied
within their natural settings.[233] However, the scientific principles that can be applied
to lived experience research, are; (1) determinism, that the events under investigation
have causes and (2) empiricism, that the origin of knowledge stems from experiences,
insight into behaviour, which can then be classified, analysed, relationships can be
discovered, a hypothesis formulated.[234] Research must be; (1) valid, in accordance
with testing requirements, (2) grounded in empirical data, (3) parsimonious or, able to
predict potential outcomes for participants, (4) verifiable, (5) functional, (6) encourage
further research in this area.[235] An exception to general applicable scientific
principles in this context is ‘generality’ which is not possible due to small participant
numbers in the majority of qualitative studies. Pinnegar et al[231] and Smith[236] both
emphasise that research which is not generalisable can still bring about profound change

for individuals, by increasing understanding about their experiences.

Qualitative techniques used throughout research enable participants to share their
perspectives about their lived experiences, often with the aim of promoting greater
overall understanding of marginalised, disenfranchised, groups, a technique common in
psychological research.[237-239] Erikson[240] and McAdams[241] emphasised the
importance of a lived experience story as not only a means by which one can understand
an individual’s identity but also as a way in which an individual understands themself

and are understood by others. Clandinin et al[242] highlighted the importance of lived
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experience research within the educational sector. They theorise that educational
research has the potential to influence how other researchers will then view said
experiences. Many lived experience researchers demonstrate the application of the
principles of Deweyan theoretical beliefs, that they learnt by ‘doing’ their lived
experience research, and how this then created opportunities for them to inform other
lived experience researchers about the individuals being researched and their lives.[242-
244]

3.2.2 How to analyse individuals’ experiences, reality, ‘truth’

3221 Theoretical concepts of experience

“... experience is not something that belongs to or is had by individuals but
rather denotes transactions in and across space and time within irreducible
person-in-setting units; and it is perfused with affect that is not (only) the result

of mental constructions...” Roth et al[245(p106)]

There is no clear distinct theoretical framework for analysing experiences, however,
theorist such as Dewey[246-248] have attempted to conceptualise individual
‘experience’, insisting that it cannot exist in isolation and that it will always involve
human interactions of some kind. Dewey noted key distinctions, that researchers should
be mindful of, when analysing experience data such as ‘statements’ made by
participants, that one should not presume are the complete picture of their experiences,
but simply ‘signposts’ towards multifarious ‘experiences’, that require further in depth
investigation.[246] Hohr[249(p29)] proposed that the term ‘experience’ be replaced
with ‘feeling’, made up of, “action, emotion, cognition and communication...” which
“...are intertwined and form an organic unity”. Hohr[249] reflected how this mirrored
Dewey’s proposal that cognition and emotion are inseparable parts which form an

experience.

The principles of relativists, from the idealism and Deweyan perspective, are that
individuals construct their subjective reality, meanings, and understandings, through
their experiences within their social constructs, resulting in a ‘protean reality’, that is

ever changing, due to every experience shaping its formation. Based on this theoretical

92|Page



assumption, it is vitally important that the researcher-participant relationship is reflected
upon, as every interaction is likely to influence, and shape, participants’ experiences and
their conceptual reality.[250, 251] Analysing first-person accounts of lived experiences
enables researchers to truly understand how participants formed their social reality and
interpreted their world. A subjectivist philosophy of idealism, believes that every
individual’s experience, perception, of social experiences will differ greatly, resulting in
the move away from generalisability of data to individual, specific, data, that
encapsulates temporal experiences, over a time continuum, capturing the essence of a
particular problem.[252] A naturalist epistemological approach, states that individuals
are unable to separate themselves from their knowledge,[250] and therefore their reality

needs to be investigated within its natural context, not in isolation.[250, 251]

An interpretivist (subjective) approach enables researchers to search for an individual’s
reality, their ‘truth’,[235] within the context of their lived experience. This approach
hypothesizes that what an individual knows about their reality could not be separated
from who they are, were, and what they deem their reality. That their ‘truth’, is
intersubjectively acquired through social interaction and experiences, requiring the
researcher to include and analyse in detail all interactions and experiences to ensure that
participant data has true veracity.[232] Finally, according to inductive qualitative
methods, lived experience data, should be gathered and interpreted through exact
transcription of their spoken language as well as schema notes and reflective journal
entries that comment on the expressions, phrases, verbal and non-verbal communication
used, social information shared and the researcher-participant social interactions.[253,
254]

3.2.3 Theoretical concepts and models of use for analysing the
lived experience, educational development, change and
transitioning

3231 Bronfenbrenner’s bio-ecological model

In the 1970s and 1980s Bronfenbrenner suggested and developed what he named as his
ecological model. The model provides researchers with a conceptual framework which

they can use to gain an understanding about human development as a result of their
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lived experiences and interactions in their immediate and the wider environment.[255,
256] As outlined in figure 3.1 (a) the model illustrated that experiences are created
within a collection of interrelating or nested systems namely the micro-, macro-,
meso-, exo-, and chrono- systems that are organised in relation to distance from or
potential to impact on the positive or negative development of a central individual (i.e.,

those layers closest to the individual having the greatest impact).

Firstly, the individual’s microsystem, relates to their everyday settings (e.g., lessons in
school, home setting) and those they have direct contact with (e.g., teacher, peers,
parents, siblings etc). Data can be gathered about interpersonal interactions, meaningful
behaviours, dyadic social interactions, and molar activities (perceived by the researcher
as meaningful and intentional activities within the setting). This gives researchers
insight into how participant experiences are shaped within their interpersonal structural
context. Any role expectations expressed by participants in relation to themselves and
others are also important details that should be included in the investigation, and how
differing settings influence these. Secondly, data is gathered from an individual’s
mesosystem, this is how experiences interrelate between settings such as their school
and their home, with a particular focus on the influence that each one has on the other.
Thirdly, data can relate to their exosystem which are the external factors that influence
their experiences. An example of this would be when investigating scenarios such as
when participants are provided with additional external support such as educational
funding to address specific needs or receiving medical interventions. Fourthly, the
researcher investigates the individual’s macrosystem which concerns the individuals
perception of wider societies views about them (i.e., their disability if they have one),
the impact that stereotypes might have on their experiences and whether this results in
events such as bullying and/or discrimination. How the macrosystem influences the
participant’s concept of self is also included in this model. Finally, researchers consider
the chronosystem, by investigating the ‘complete lived experience’, such as any
environmental changes that participants experience throughout their life-time, any major
events (e.g., changing schools, parents divorcing), and document how these may

influence their life experience and their development.[255, 256]
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Figure 3.1 Bronfenbrenner’s bio-ecological model (a) and process-person-context-time (PPCT) model
(b). Adapted from:[255, 256]

In 1994 Bronfenbrenner further developed and renamed his model the bio-ecological
model. As the name suggests, the revision shifted the sole focus of the environmental
influences in an individual’s development to also incorporate other realms of influence
(e.g., personality, 1Q, social skills).[255, 256] The addition became known as the
process-person-context-time (PPCT) part of the model and its integration with the
earlier version of the model is shown in figure 3.1 (b). Researchers could now
investigate individuals’ experiences within the process context relating to their social
and/or physical interactions. It also allows any person(al) attributes revealed such as
difficulties experienced due to factors such as having a disability, academic and
emotional-social skills deficits, resilience, to be included. The change to the model
ensures that a chronological framework is used to clearly identify ‘time’ elements
within the social constructs of a participant’s experience and that details relating to
contextual information (micro, meso, exo and macro systems, as discussed previously)

are also recorded.
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3232 Maslow’s hierarchy of needs model

The hierarchy of needs theoretical model of Maslow[257] often guides researchers in
the field of education, psychology and sociology, in analysing whether individuals are
able to reach ‘self-actualisation’, their full potential, and if not what potential barriers
prevent them from achieving this. This model, as outlined in figure 3.2, consists of areas
that an individual must successfully achieve in order to reach self-actualisation, not a
simple step by step process, as originally proposed by Maslow, but instead a holistic
process whereby any setback in any area can prevent self-actualisation from occurring.
(1) physiological, such as food, water, shelter, (2) safety & security, without fear of
harm, (3) love & belonging, feeling that they belong and/or are loved, (4) self-esteem,
having a positive self-esteem and concept of self, and (5) self-actualisation, being able
to fulfil their complete potential.[257-259]
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Figure 3.2: Maslow’s hierarchy of needs model. Adapted from:[257-259]
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3233 J-curves and performance management

Davies[260] J-curve theory, and Kubler-ross[261] grief cycle theory, change curve,
have formed the foundation of many modern change theories. To gain a complex
understanding about the theoretical nature of individuals lived experiences relating to
change, transitions, adaptive cycles, and the role that wider social contextual
experiences play, researchers can encompass the works of Davies,[260] Kubler-
ross,[261] Kilminster et al,[262] Ellaway et al,[263] MacGill,[264] and Prochaska et
al.[265] In terms of experiences within educational settings, Kilminster et al[262] noted
how transitions are ‘critically intensive learning periods’ whereby learners competence
is not intrinsic, based purely on their abilities, but rather the result of the learning
environment in which the transition occurs. Kilminster et al[262] continued by stating
that the learner’s ability to ‘perform’ is influenced by intrinsic individual changes,
changes that come from within, as well as contextual changes, stemming from outside
influencers. Ellaway et al[263] detailed how contextual change has a disruptive
influence on a learner’s ability to ‘perform’ in a new context, that there is a recovery
period needed for every individual before they are able to return to their original state,
and able to ‘perform’ to their full-potential. Figure 3.3 is an adaption of Ellaway et
al,[263] 2017 model, visually demonstrating that when ‘change’ occurs this can have an
impact on an individual’s, academic and/or emotional-social ‘performance’ experience,
which may drop to a lower level following the ‘change’. As the ‘performance’ drops a
period of ‘recovery time’ begins, during which time adaption and/or acceptance of the

change takes place, before returning to originally state.

MacGill[264] theoretical perspective of change provides researchers with further insight
into the impact of micro changes, how individuals can adapt during each cyclical stage
dependant on key variables of potential, connectedness, and resilience. They theorised
that individuals are only able to manage change, to reach their full-potential, when they
possess key characteristics such as resilience or the ability to withstand the change, and
connectedness or the ability to connect with those involved in the change. Another
dimension that researchers may consider is the theory of Prochaska et al[265] who
theorised that the movement of change occurs in a spiral of progressive stages namely

precontemplation, contemplation, determination, action, and maintenance. The authors
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noted that many individuals don’t simply follow a linear pattern and can relapse at any

point during this spiral, resulting in them regressing to a previous stage.
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Figure 3.3: How change impacts performance during a transition. Adapted from:[263]

3234 Schlossberg’s (Anderson) transitioning theory

“Any event, or non-event that results in changed relationships, routines,

assumptions, and roles” Anderson et al[266(p38)]

Schlossberg’s (Anderson) transitioning theory provides researchers with theoretical
insight into individuals lived experiences through the 4Ss transitioning model, which
explores key variables influencing their transitioning experience, as illustrated in figure
3.4. Firstly, the situation is categorised as event or non-event that resulted in a change
and categorises the variables associated with the change. Secondly, support refers to
any social support available to the individual during the change. Thirdly, self, refers to
the individual’s personal characteristics and coping strategies in managing the change.
Finally, strategies refers to an individual’s coping responses as a reaction to the
change.[266-268] To gain in depth understanding into an individual’s ability to adapt to
transition, researchers can use Schlossberg[268(p5)] ‘model for analysing human

adaption to transition’ alongside a reworked model in Schlossberg[267(p61)] and
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Anderson et al.[266(p38)] Schlossberg’s theoretical model was originally intended for
use in adults, however authors such as Winter[269] demonstrates how this can be

adapted in the context of children.

Potential Assets/Liabilities
SITUATION SUPPORT
Event or Non-event *  Social Support Types: intimate,
Characteristics family unit, friendship, network,
o Trigger institution
o Timing o Convoy
o Control/Source o Funclu')m
o Role Change «  Options
o Duration
o Previous experience
o Concurrent Stress
(s} Assessment STR_\TEGIES
SELF *  Coping Responses
*  Personal Characteristics o Functions
«  Psychological Resources o  Strategies: information seeking,
) direct action, inhibition of action

Figure 3.4: Individuals transitioning, adaption, potential assets, and liabilities. Adapted from: Anderson
et al[266(p38)] (2011)

3.2.4 How to analyse individuals with a disability

To be able to analyse ‘disabled’ individuals lived experiences researchers consider the
role that their disability plays, what terms like ‘disability’ infer, what being disabled
means, critical theorist subjectivist viewpoints, social models of disability, and social
role valorization. In society there appears to be a compulsion towards normalisation
which influences individuals’ reality and identity. Coch et al[270] raised the point, that
the burden of responsibility to be ‘normal’ is placed on the ‘disabled’ child, and their
parent, to fit into society, otherwise they are considered separate from the norm. Social
theory of disability emphasises that ‘disabled’ individuals are oppressed, that their
‘disability’ is the result of the society in which they live.[271] Abberley[271] illustrated
how terms like ‘impairment’, ‘disorder’ and ‘disability’ are social in origin, with society
disadvantaging, disabling, individuals, who should be valued. The author pointed out

that terms like these need to be politically addressed to change societal ideology and
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improve support provided, in turn positively improving ‘disabled’ individuals’ social

experiences and their identity formation.

Critical interpretivist paradigmatic subjectivist viewpoint states that an individual’s
social constructs are likely to have been shaped by how society views their ‘disability”,
how they view them self, their reality, and the part that their ‘disability’ plays in their
self-conception.[235] A subjectivist demonstrates how terms such as ‘ableism’ and
‘dis-ableism’, result in individuals being seen as ‘lacking’ in some way, resulting in
discrimination due to their ‘impairments’.[272] Goodley[272] illustrated how society’s
judgment of an individual’s behaviours as being ‘inappropriate’ and/or ‘challenging’
often resulted in ‘dis-ableism’ through exclusion. They believed that exclusion often
occurred culturally, educationally, and socially, and that this has a predominant

influence on the individual’s identity formation.

The social model of disability,[273] and social role valorization,[274] presents an
advocacy participatory stance, which aims to empower participants through their first-
person accounts. In general, there has been an international shift in attention on the
impact of disabilities and how impairments can influence social inclusion and result in
health disparities. This has led to increased demand for research in this area that
includes the ‘disabled’ individual, in order to gain first-person insight into, and greater
understanding about, the influence that their ‘disability’ has on their life.[239, 275]
Thus, ‘disabled’ participants lived experiences to provide evidence based findings that

have the potential to positively inform, and influence, future policies and practice.[276]

3241 The said and un-said

Researchers investigating individuals lived experience ensure that they gather and
interpret data on both their ‘said’ and ‘unsaid’ communications, including data on their
body language or actions, such as withdrawing, clapping, rocking, and are mindful that
these are equally as important as the words that they use.[16] Thus, qualitative
methodologies and analysis need to ensure these factors are accounted for so that
participants’ voices can be truly heard.
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3242 Proxy parental perspectives

Exploring and understanding what shapes a participant’s identity, their ability to
accurately recall events from their lived experience, is core to a qualitative analysis
researcher and its research aims. McLean et al[277] identified three factors influencing
a life narrative that researchers should consider namely (1) motivational, and affective
themes, which are influenced by an individual’s well-being, (2) autobiographical
reasoning and structural aspects and (3) personality traits. The autobiographical
reasoning, or memories, from early childhood are believed to be shaped by joint
reminiscing between key family members and the child, with the key family member

modelling how a story is told, what to include, exclude and accentuate.[278]

Episodic memory difficulties and individuals with autism

Literature indicates that individuals with autism have significant social communication
and interaction difficulties which are likely to make joint reminiscing with their key
family members difficult, especially during their early childhood[87, 88] and that this
has the potential to lead to difficulties in forming their early autobiographical memories.
Research also indicates that episodic memory impairments can exist for these
individuals[279] as a result of their neurological functioning, which is known to have a
significant effect on their ability to recall emotional and/or social encounters.[280] Such
findings support the use of a research methodology that includes proxy data, such as
parental interview data, to help fill-in any episodic memory gaps.[281, 282] However, it
should be noted that, there is substantial evidence demonstrating how proxy
perspectives often differ considerably from a ‘disabled’ individual’s perspective about
their lived experience which leads one to question the accuracy, reliability and
trustworthiness of solely using proxy parental research studies in representing the true

lived experiences that first-person accounts are crucial in providing.

3.24.3 Individuals with autism and cross-cultural boundaries

“If we begin to understand the framework that lends meaning to these lives, then
we have taken the important first step to being able to access the wider
framework of meaning that is the binding agent of a culture”
Andrews[283(p491)]
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Qualitative researchers often find it difficult to comprehend what factors have the
potential to influence an individual’s formation of meaning and knowing, due to cross-
cultural boundaries between the researcher and their participant which has the potential
to limit their ability to accurately interpret and analyse data.[283] It is essential that
qualitative researchers attempt to imagine what the participant’s world, is like, to gain
greater insight. Some literature postulates that there is a ‘culture of autism’,[284] that
individuals (with autism) may be part of a separate cultural group, within which they
have shared ideas, customs (rituals and obsessions) and social behaviours. However,
there are limited research studies in this area making it difficult to establish whether

theoretically a “culture of autism’ does in fact exist.
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3.3 Research design

3.3.1 Research philosophy

My (the researcher’s) theoretical perspectives, as demonstrated in figure 3.5, is
ontologically subjective,[232] relativistic,[250, 251] epistemological interpretivist,[235]
naturalist,[250, 251] ideographic,[243] and anti-positivistic.[233] As this research is
specifically about individuals with autism who have a ‘disability’, a critical
interpretivist and advocacy stance has been adopted. Theory of disability,[271] the
social model of disability,[273] social role valorization (SRV),[274] subjectivist
viewpoints of ‘ableism and dis-ableism’.[272] These all contributed towards the ethos
of this research, which aims to contribute to research in this area, to influence policy
makers, to improve understanding about individuals with autism (from their first-person
perspectives) and to encourage the implementation of strategies that will reduce existing
disabling barriers.[275] The research philosophy has guided my understanding about
how individuals with autism shape their identity and has highlighted the importance of
analysing societal factors and experiences, in depth, to discover what shapes an

individual’s reality and identity formation.

3311 Addressing ‘dis-ableism’, changing societal ideology,
promoting understanding about differences and difficulties

“To understand the lived experiences of people with disabilities, more
qualitative research is required. Measures of the lived experience of disability
need to be coupled with measurements of the well-being and quality of life of
people with disabilities. To better understand the interrelationships and develop
a true epidemiology of disability — studies are needed that bring health
condition (including co-morbidity) aspects of disability into a single data set
describing disability, and that explore the interactions between health
conditions and disability and environmental factors... Well designed, qualitative
research can be used to investigate the full range of barriers and document good
practices”. World Health Organization[275(pp46-47)]

Recommendations made by the World Report on Disabilities[275] have been included
in the research design, ensuring that participants were able to share their life narrative,

as well as considering, any co-occurring conditions, their mental health, well-being,
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quality of life, family, educational environment and any potential barriers in their
educational journey. The design aimed throughout to address ‘dis-ableism’, to change
societal ideology, to promote understanding about differences and difficulties (D&D)
that individuals with autism may have and, in turn, improve support provided. By
sharing participants lived experiences, in the context of this research, participants have
been provided with a platform to break down the societal barriers experienced by them
due to their ‘disability or disabilities’, to fight discrimination and improve the lives of
other disenfranchised individuals. As a researcher, | refuse to substantiate socio-
therapeutic theories that devalue ‘disabled’ individuals by viewing them as having
‘problems’ because of their “disability’ and wish to avoid the perpetuation of such

inequalities.[285]

Central interest of this research has been to investigate the lived experience of
individuals with autism transitioning throughout education. | have been mindful that
participants have a complex neuro-developmental “disability’, with significantly
impaired social abilities, often presenting with receptive and expressive communication
D&D. | ensured that participants were given an effective research platform in which
they could fully express ‘their voice’ and that, as the interpreter of this data, | was able
to reflect its authenticity.[286]

Based on episodic memory difficulties this research used proxy parental accounts of
lived experiences (life narratives), not in isolation but rather to supplement and/or
expand on participants’ first-person accounts. The inclusion of proxy parental
perspectives was to supplement participants life narratives where applicable, not to
replace participants’ data, and was not used as a stand-alone source of qualitative
data.[287] Concern for individuals with autism was a key attribute of this research
which was why an interpretive paradigm was vitally important. Thus, this research did
not simply accept the educational transitioning processes that existed for participants
but questioned these in the context of critical theory and disability studies. The research
aimed to gain a wider theoretical perspective on the inequalities encountered by
individuals with autism, not only within the educational sector but also society in
general, with the goal of producing findings that could act as a catalyst for positive

transformation in such sectors.
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3.3.2 Prior to the narrative analysis approach

Before embarking on a qualitative study, | needed to evaluate which qualitative
approach was most effective in meeting my research aims and document theoretical
evidence to justify my decision. Following on from the preliminary study (see appendix
3.1), as well as a growth in my understanding (appendix 3.2), | investigated the most
appropriate qualitative research method to use (table 3.1), and it became clear that a

narrative analysis (NA), or life narrative approach was the most appropriate. This

approach was deemed the most efficacious approach because it enabled data from

participants to be gathered on an individual case basis and analysed in a manner most

likely to reflect a true representation of their unique lived experiences.[244]

Table 3.1: Evaluation of qualitative approaches best suited to meet the research aim.

Qualitative Description of approach Evaluation in context of research aim
approach Does it meet the Further
aim? clarification
Case Study Produces data about Yes
individual participants’
experiences
Ethnography Focuses on cultural-sharing | No
within a specific group
Grounded theory Produces a theory about No Aim of this
lived experiences of research is to
participant group investigate
individuals’ unique
experiences not to
produce a theory
about lived
experiences
Phenomenology Focuses on the essence ofa | No Aim of this
group of participants’ research is to
experiences, something they investigate
have in common, a specific individuals” unique
phenomenon experiences not to
investigate a
phenomena
Narrative Produces detailed data Yes

about each individual
participants’ unique lived
experiences

Adapted from:[232]
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3.3.3 The narrative analysis approach

The narrative analysis (NA) approach enabled me to investigate individuals’ lived
experiences, first-person accounts, and provided data that gave insight into their
subjective experiences. NA is illustrated in literature as an appropriate research method
when aiming to understand human experiences, with some theorists agreeing that
individual narratives are a valuable source of empiric data[231, 252, 288] and that they
have “...‘realist’, ‘modernist’, ‘post-modern’, and ‘constructionist’ strands...” even
though some “... scholars disagree on origin and precise definition” Clandinin et
al.[242(p37)] Although, something that many theorists disagree on is the detailed
definition of NA research, which varies according to their research discipline, their
paradigmatic view point (worldview), their investigatory stance,[289] their ontological
positioning with regard to the nature of reality and epistemological constructive
perspective about the relationship between the researcher and the participant.[290] As a
positive by-product of the growth in my knowledge, resulting from this research, there
was the intentional benefit of improvement in the professional effectiveness and
efficacy of my role as an autism university practitioner. Polkinghorne[291] supports this
dual role as a researcher and an autism practitioner, highlighting how participants’
narratives provide practitioners with greater insight into individuals’ behaviour. In
conjunction with this, this research aimed to benefit the wider university’s autism
related policies and practice, as well as in my self-employed role as a private neuro-
diverse consultant and trainer. I aim to endeavour to share good practice with others,
individuals, parents, organisations, schools, further education (FE) and higher education
(HE) establishments.

3331 Researcher-participant relationship

Historically social scientists’ understanding about researcher-participant relationship
has changed overtime. In the nineteenth century they attempted to use physical science
methodologies within their field which adhered to an objective realist stance. They
postulated that the relationship that exists is; (1) bounded (what the researcher and
participant know are not connected), (2) static (lacking in movement or changeability),

(3) atemporal (not related to time), (4) decontextualized (occur in isolation), and that (5)
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findings could be generalised in certain conditions.[236] However, as a narrative
researcher | opposed this belief and their idealist relational perspective, | perceived the
relationship between the researcher-participant as being; (1) unbounded, whereby we
were not distinct separate entities, (2) changeable, (3) temporal, (4) contextual, (5) not
generalisable, as distance between the two of us could not be guaranteed with every

interaction potentially influencing the findings.[236]

The “narrative turn’ presented historically in literature, illustrated to me the changing
relationship between researcher-participant,[231, 292] a change in the understanding of
lived experiences through spoken language (words) rather than numbers[291, 293-295]
and a change in conceptualisation about the researcher-participant relationship.[231] As
a narrative researcher | was mindful of this ‘narrative turn’ in how I interpreted the
meaning a participant assigned to their experience.[296] | recognised that as a
researcher | needed to, work in collaboration with a participant and that this results in a
shared power dynamic.[296] | postulated that the relationship between myself and a
participant was not static or atemporal, it was changeable, that every human interaction
always influenced each other at varying points in time within our lives (in the context of
the research interaction).[231] My subjective stance, also highlighted that | was unable
to maintain an objective positivistic stance during this narrative research because the

researcher-participant relationship was inseparable.[250, 297]

Cautions of narratives

Some academics argue that due to the NA researcher-participant not being able to
distance themselves from each other, that this results in unreliable and biased data.[231]
To counterbalance these views, it was important that | documented specific strategies
used throughout the research to clearly outline and demonstrate the research’s quality. |
demonstrated throughout that the research has credibility, confirmability, dependability,
transferability, and plausibility. Which was achieved by implementing strategies such as
selection criteria that was based on purposeful sampling and literature relevant to this
research, using narrative interview questions that were designed to elicit ‘story telling’
about experiences with open-ended data analysis and participants checking their
interview one transcript for accuracy through a means called ‘member checking’.[290]
This took place during interview two (as detailed in appendix 3.5 (a)) to ensure that the

findings could be justified as being a reflection of their authentic experience.[231]
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Some academics argue that NA researchers having an insider perspective which impacts
their values, assumptions, beliefs and potentially leads to biases, which in turn may
negatively influence the participant’s ability to accurately recollect and describe their
experiences.[298] | posed a common counterargument to this, found in literature, that
by having this insider perspective | also had the skills necessary to quickly develop
rapport during an interview.[299] | believed that such empathetic connections between
myself and the participant was key to unlocking truthful accounts of experiences,
improving research outcomes[298] and that without this connection participants were
likely to withhold valuable data due to negative feelings associated with the
information.[300] I was mindful that any professional relationship that I had with any
participant could potentially impact their responses, our researcher-participant
relationship, as well as how I interpreted their data.[301, 302]

3.3.3.2 Researcher reflexivity (as illustrated in appendix 3.3)

The researcher as the data collection instrument

Key to NA is data collected by the instrument for collecting this, the researcher. 1, as
the researcher, was responsible for deciding what areas needed to be explored.
Academics agree on the importance of the researcher as an instrument within the
interview study to encourage conversation, openness, rapport and trust however what
they disagree on is what this relationship should look like.[303] Many believe that my
role should be one of collaborator rather than solely being an interpreter, analyser, of
participant data, where | aim to have an equitable relationship with the participant or an
equal balance of power. With the researcher using the research to give the participant a
platform to be heard and faithfully represent their experiences in the reported
findings.[304] Some academics argue that it is impossible for the researcher to solely be
a collaborator and elements of interpretation are essential which was why | involved the
participant in as many stages of data collection as possible, through member checking
and through exact participant quotes throughout.[290]
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Researcher reflecting on their: values, assumptions, beliefs, and biases

The literature states that to evidence reliability of NA research | must reflect upon my
values, assumptions, beliefs, and biases throughout my research,[305, 306] and how the
aforementioned researcher-participant relationship may affect participants’ stories told.
This potential influence was considered at every stage of the research namely
participant recruitment, participant interviews, methods implemented, data analysis,
interpretation of data and the reporting of findings.[307] This was done through schema
notes and reflective diary entries, and demonstrated transparency about factors that may
influence the research.[253, 254] My supervisory sessions were often utilised as a

means to debrief and to monitor the aforementioned factors as my PhD progressed.[308]

Researcher’s research design

“To idealists, instruments do not have a standing independent of what they are
designed to measure” Smith[236(p9)]

As a researcher | have been reflexive within the research design, and my researcher-
participant relationship, adhering to the ‘Consolidated criteria for reporting qualitative
studies (COREQ): 32-item checklist’, as detailed in appendix 3.8. Due to my personal
and professional experiences, this research has placed considerable importance on
supporting individuals with autism transitioning throughout education. These
experiences highlighted that something needed to change in the current British
educational system. One might argue that | have a biased view of this educational
transitioning journey and that this may not truly represent the experiences of all
individuals in the UK. The participant, and their parental figure, might also have viewed
me as ‘one of them’, as an insider, with similar experiences and a deeper understanding
about autism. Both of these points highlighted to me the importance of transparent
researcher reflexivity throughout this research to ensure that participants’ experiences in

this research were truly reflective of the majority, as noted in appendix 3.4.

My vast experiences working with individuals with autism, my in-depth understanding
of autistic communication needs, meant that | could use appropriate communication
techniques that not only encouraged ‘story telling’ but also enabled it. For example, |
was able to use non-abstract language which was clear and concise, and redirection

communication techniques when participants were stuck on an obsessive point.
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Sharing of life experiences had the potential to open-up emotional memories for
participants that may need further support, which was accounted for in the research
design and ethical application. When deeply distressing, emotional and personal
information was shared by a participant then | listened and was non-judgemental.
When my opinion was requested by a participant, I used deflection (reflection) to avoid
influencing the narrative being told, e.g., Q: Don’t you think that was really bad? A: It
sounds to me like you felt it was really bad. The nature of communication and
interaction used between myself and participant sometimes elicited me sharing
something that I had experienced to build rapport and encouraged a sense of alliance.
My background professionally and personally enabled me to have an in-depth
understanding of the participant’s world, which helped me to establish rapport and trust
in an effortless and expeditious manner. At the end of all interviews, | ensured that the
participant had been given plenty of time to ask any questions, and | proactively
emphasised and reflected back any positive achievements shared by the participant to

encourage a congenial ending to the interview relationship.

Researcher reporting data

During the report writing phase | needed to relate participant experiences to literature
and theory. Review criteria such as JBI (Joanna Briggs Institute),[185] CASP (Critical
Appraisal Skills Programme: Qualitative Checklist),[309] SRQR (Standards for
Reporting Qualitative Research),[310] was used to ensure standards of reporting of
qualitative narrative data were met.[250, 251] It was essential that | thoroughly
accounted for my role, demonstrated honesty and gave a faithful representation of
participants’ experiences which was why, when any elements of potential researcher
bias were identified, this was acknowledged and critically reviewed in light of other
research.[304]
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Research Philosophy

Research Aim

e 2

experiences, to use participants’ life stories as a platform to

To enable individuals with autism to share their perspectives on their lived

understand their

world and the wider world from which they come, to influence policy makers
implementation of strategies that will reduce existing disabling barriers.

= 2

Research Theoretical Perspective

are able to express through their narratives

That individuals with autism have transitioning needs during their educational
journey requiring support; academically, emotionally and socially, which they
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Figure 3.5: Research Philosophy and Paradigm.
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3333 Setting/site and salient contextual factors

Due to the interpretative nature of qualitative research it was essential that the research
design took a naturalistic approach,[254, 308] that | studied the participants in their
natural setting, wherever possible to do so. This approach helped participants to feel
relaxed, to free them from distractors[311] and, hence, provided me with an opportunity
to observe cause-and-effect through participants’ spoken communication, intonation,
and non-verbal communication.[251] | consciously created an interview environment
that encouraged an empathetic connection with the participant. Thus, overall, this
approach aimed to maximise my insight into participants’ experiences and improve the

overall productivity of the interview.[312]

3334 Narrative interview design

This narrative analysis (NA) research was designed in line with the recommendations
made by Pinnegar et al,[231] adhering to a narrative interview design by interviewing
participants using questions and prompts. It gathered participant subjective narrative
data on their lived experiences, whilst ensuring that the narrative interviews enabled
them to fully account for their experiences and, ultimately, identify transitioning
barriers experienced by them during their educational journey. A naturalistic narrative
interview inquiry method was considered the most appropriate NA approach best suited
to gather data addressing the research question. It provided a “comprehensive and
contextual understanding of a phenomenon. No individual positivist paradigm could

provide the level of detail achieved in a naturalistic inquiry” Mclnnes.[251(p36)]

Methods implemented enabled participants to share their first-person perspective, with
member checking (as discussed in section 3.3.3.1 sub-section ‘cautions of narratives’
and in appendix 3.5 (a)), and proxy ‘parental figure’ perspectives were used to support
any episodic memory gaps (see section 3.3.3.8). Psychosocial influential variables
linked to autism that had the potential to influence participants thoughts and behaviours,
were considered and included in this research when relevant to do so0.[240] These
variables included neuro-developmental delays, neurological differences that impact
grey matter development and maturity, educational demands that didn’t account for

neuro-psycho-social age, their families perspective of autism, the media’s perspective of
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autism, co-occurring psychological and psychiatric conditions, as well as all other
relevant social influencers. In addition to this, | considered participant’s ‘transitions
through points of crisis’, that may have occurred during stages in their ‘life cycle’, in
accordance with Erikson[240] theory.

| took a reflexive perspective during the course of the interview(s), noting that a chain
of cause-and-effect necessitated self-reflection and self-analysis throughout, as a means
to acknowledge my influence on the participant and vice versa.[254] This narrative
research design ensured that maximum flexibility was possible during the interview(s)
so that participants were able to share their experiences freely without feeling
constrained by a rigid interview framework, with occasional prompting from myself

when needed, to ensure that they stay within the research aims and objectives.

3.3.35 Narrative data collection

This research aimed to faithfully record the voice of the research participants,
transforming their literal spoken word meticulously, through an independent
transcription service, into a credible written academic format. Muller et al[313]
highlighted the importance of investigating my dual role as a reflexive transcriber and
the theoretical considerations of using transcripts, as a method of data collection. This
involved considering (1) the transcript, purpose, final product, processes involved, role
of transcriber, (2) the relationship, between reader of transcription and participant’s
voice, which will be discussed in detail in the following sections, and (3) other practical
considerations. In terms of practical considerations in the context of this research
transcription | considered all ethical procedures prior to interview, including the
interview design, prompt questions used. These clearly outlined what | aimed to record
which was then transcribed and why. Through the Swansea University Assessment
Centre, | was able to source a registered and licensed transcription service and, through
this service, ensured accurate and credible transcriptions were produced that met quality
criteria of the research study. To further reinforce reliability and quality of transcribed
data, I also checked all transcriptions with their audio recording, as detailed in the

narrative interview section 3.3.3.4. Data collection methods are detailed in appendix 3.5
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(a). Storage and management of recorded audio files, and transcribed data from each

editorial stage, was essential (as outlined in section 3.4 and appendix 3.7).

Throughout data collection | was mindful of a number of points. Firstly, that some of
the participants’ experiences may have been inexpressible, meaning that they may have
not been able to put them into words, that they were ever changing, influenced by
interactions, thoughts, environmental transactions (personal, social, and material),
temporal in nature, and evolved through time. Based on this | ensured that | wrote
detailed schema notes and reflective diary entries. Secondly, that some experiences
were constantly transforming because of every experience encountered, including the
researcher-participant interaction. Based on this | ensured that | reflected on my
researcher-participant relationship throughout. Thirdly, that data collected during an
interview occurred on an ontological continuum “... a stream of experience that
generates new relations that then become a part of future experience...”, necessitating
that | accounted for and were mindful of the fact that the narrative “... inquiries are
themselves a form of relation that can and should be questioned in the course of
ongoing research” Clandinin et al.[242(p41)] As well as following the principles of
Deweyan theorists in the context of their ‘Continuity and Interaction’, | ensured that
essential narrative data was included within the participant’s narrative, through schema
notes and reflective diary entries, such as any “...tension at the boundaries”, any
continuity tension made up from “temporarily, people, action, and certainty”, and any
interaction tension made up from, “context, people, action and certainty” Clandinin et
al.[244(p21)]

3.3.36 Narrative data interpretation and analysis design

To gain knowledge and understanding about the identity and reality of every
participant’s lived experience, an ideographic inductive research design strategy was
used, as recommended by Hiles et al.[314] This research strategy was designed to
systematically gather data that was then analysed and resulted in a complex
understanding of the subjective meaning given by each participant about their
transitioning experiences,[315(p371)] as cited in.[316]
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Prior to analysis, research participants’ narrative interview transcript data was combined
with my schema notes and reflective diary entries to provide me with additional detailed
data on contextual elements and nuances of meaning, as well as being supplemented by
parental figure(s) interview data. | analysed this data as a means to interpret how a
participant made sense of their experiences, delineated through exact transcription of
spoken language, as well as through notes made on expressions, phrases, verbal and
non-verbal communication used, social information shared, and researcher-participant
social interactions.[253, 254]

The NA methodological approach, and theoretical considerations made, in terms of
participant ‘identity and reality’, specifically aimed to ensure that the data collected
accurately represented individuals true reality, and that this data enabled me to
accurately compare participant cases to consider if overarching themes were present, in
the context of evidence-based literature. As detailed in appendix 3.5 (b). This NA data
was later considered in the context of other participants’ data to identify if
transferability between participants and situations was possible,[250] as opposed to
generalisable data that could be applied to other settings,[250, 251] with the ultimate

aim of bringing about profound change for individuals.[231]

Holistic and categorical consideration

Based on the work of Lieblich et al,[317] Beal,[318] Hiles et al,[314] Labov[319] and
Polkinghorne,[320] participant case data was analysed using holistic and categorical

analysis.

Firstly, a holistic approach was used to analyse the participant’s whole narrative through
their transcribed ‘text’ (spoken) and non-verbals (as noted in reflective diary entries and
schema notes), aiming to discover narrative changes through time, and how these joined
to form their complete narrative. Holistic-content analysis (HCA) approach analysed
the core themes that when joined together formed the whole educational journey.
Throughout the thesis, these are termed ‘core transitioning themes’ (CTT). Holistic-
form analysis (HFA) approach analysed significant experiences that took place
throughout the whole narrative, demonstrating times where there was narrative
cohesion, turning points, progression, or regression, as well as changes in participant’s

identity and perceptions.
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Secondly, a categorical approach was used to analyse the events that occurred within the
participant’s narrative, which were grouped into units of similarity. Categorical-content
analysis (CCA) approach analysed the essence of participant’s experiences, by breaking
their transcribed text (spoken) and non-verbals (as noted in reflective diary entries and
schema notes), into what is termed throughout the thesis as ‘transitioning sub-themes’
(TST), which contained narrative identified potential causes of stress otherwise known
as ‘concurrent stressors’ (CS). Categorical-form analysis (CFA) approach analysed the
linguistics or non-verbals to look for evidence of the emotional significances of
participant’s experiences, that written transcription data on its own may not have

revealed.

3.3.3.7 Application of the theoretical models for analysing
educational development, change and transitioning in the
research design

Characterising the transition

This research did not simply recount participants educational transitioning experiences
verbatim, it used relevant theoretical transitioning models and models of cyclical
change, to account for and analyse, any complex data variables that occurred in
experiences shared. Descriptions of the various models applied are detailed earlier in
this chapter. In conjunction with the ethos of Schlossberg’s theory,[266-268] | did not
simply focus on external-vertical transitioning, from one educational phase to another,
but also analysed internal-horizontal transitions, linear transitions, day to day

transitioning experiences of participants.

Schlossberg’s transitioning theory,[266-268] with its core identifiable transitioning
categories of situation, support, self and strategies (figure 3.4),[266] was adapted into an
‘educational transitioning model’ for analysing participants’ data, as illustrated in figure
3.6. The method for use within this study is discussed in more depth in appendix 3.5 (c).
Within the context of this transitioning model particular attention has been paid to
incorporating or accounting for concurrent stress (CS) triggers, self-characteristics
(‘undiagnosed’ CS), concurrent stress support (CSS) provided, and coping strategies
implemented by the participant. Bronfenbrenner Bio-ecological and PPCT model,[255,
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256] also contributed to the formation of this adapted or usable ‘educational
transitioning model” with particularly attention given to participant data that reflected
the part played by the micro-, meso-, exo-, macro-, and chrono- systems, and the
process, person features.

n SITUATION: The participant’s theme e.g. primary CTT E SELF: The participant’s self characteristics
Event or Non-event Characteristics: Personal characteristics & Psychological resources:
1. Trigger/Role change/concurrent stress For example:
+ Specify transitioning subthemes which are ongoing throughout the
narrative Other’s’

+ Specify any major concurrent stressors occurring over several

perceptions of
themes (e.g. primary and secondary phase)? ) Participant Self.
*+ Specify any new or continuing concurrent stressors Undiagnosed Concept
Conditions Psychological
Resources & Psycho-
social age

<chronological age?

Coping strategies implemented to; modify.
take control and or manage the ‘CS’.

B SUPPORT: The participant’s CSS n STRATEGIES: The participant’s coping responses
Social Support Types: Coping Responses: e.g., State of Health:
« Intimate, family unit, friendship. network. institution + Forexample: state of health comparing prior functioning to current

functioning resulting from transitioning theme. Mention any strategies used

o Stable? Regardless of participant. Efficacy? Positive? S 1 ) 1 .
& P P ¥ by the participant e.g. direct action such as self-harming.

o Unstable? Likely to be influenced by participant. Efficacy?
Positive? Unchanged?

o Unstable? Greatly influenced by participant. Efficacy?
Negative? Increasing concurrent stress?

o None? Continuation of concurrent stress

Figure 3.6: Educational transitioning model. Adapted from:[255, 256, 266-268]

Adapting to the transition

This research design did not simply recount participants adaption to transition verbatim,
it applied Maslow’s[257-259] hierarchy of needs model, as an analytical tool to identify
what variables prevented participants from reaching their full potential, and to
potentially address these barriers to identify whether support was needed. Application
of Ellaway et al,[263] model (figure 3.3) was also included where relevant, as an
analytical tool exploring the impact that change had on a participant within the context
of their narrative, in terms of their, academic and/or emotional-social experience
(performance), how long it took them to adapt following a change, and to identify any
support needs. To gain further insight into participant’s relationship to change the
research analysis was mindful of MacGill[264] theoretical perspective which considered
the influence of key variables of potential, connectedness and resilience and

Prochaska[265] theory which considered the movement of change as a spiral of
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progressive stages of precontemplation, contemplation, determination, action,

maintenance.

3.3.38 Interpreting and analysing conversational text

Literature on how to analyse conversational text for narratives was included in this
design. This included elements of ‘story boundaries’ or beginnings and ends,[321, 322]
the chronology of events[319] and ‘storying stories’ or looking at narratives through
multiple lenses.[323] Interpretation of participants narratives followed the principles of
‘re-storying’[232] and was guided by the following frameworks:

e Ollerenshaw et al[324] e.g., determinants; characters, setting, problem, action,
resolution

e Clandinin et al[252] e.g., three-dimensional approach of interaction
(personal/social), continuity (past, present, future) and situation

The various differing methodological approaches considered during the NA of
transcripts were discourse analysis methods,[319, 325] text analysis based on structural
elements,[326] three dimensional space,[244] and life course stages, experiences.[327]
Throughout the NA participants key experiences, resulting from events occurring in a
time frame, were categorised as narrative features by myself, the researcher, before
meaning was interpreted. | investigated every narrative feature in the context of its past,
present, and implied future. My NA approach differed from post-positivist, as it paid

detailed attention to context, something that post-positivists in general limit.[242, 244]

This research interpreted the participant’s voice, through discourse analysis, as a means
to identify patterns.[328] I identified narrative threads, analysed them, not only from
participant’s transcribed words but also through my schema notes and reflective diary
entries, which were vital for documenting participant’s use of language in telling their
story, the ‘said’ and the ‘unsaid’. I investigated narrative features within the
participant’s story, through its fabula content, “breaking text into smaller units of
content and submitting them to ... descriptive treatment” Lieblich et al.[329(p112)]
Throughout the interviews, and NA stages, | looked out for signs of unconscious
soliciting by paying particular attention to two major narrative threads, identified by

Rogers,[328(p111)] firstly, “knowing, not saying, and writing”, secondly, “not knowing,

118 |Page



not saying, and denial or erasure”, and | utilised parental figure interview data to fill in

any episodic memory gaps.

To ensure participant’s data reflected their lived experience, | collaborated with them,
interpreting their story through exact quotes and observational notes on non-verbals, |
paid particular attention to their thoughts, feelings, emotions, actions, and interactions
as well as the social structures in which their stories were located, including their
achievements and challenges. Member checking (see appendix 3.5 (a)), which took
place during the second interview, ensured that my initial interpretation of data was in
keeping with their ‘truth’. Interpretation of participant’s data by ‘re-storying stories’
followed the principles outlined by McCormack[323] and Ollerenshaw et al,[324]
within the NA framework set out by Polkinghorne.[291] This NA focused on actions
and events described by the participant to generate their story, rather than ‘analysis of
narrative’ creating their story. The research methods section 3.6 demonstrates the re-
storying principles used in my interpretation and analysis of participant’s narrative
interview data,[244, 313, 323, 324] and as further detailed in appendix 3.6.
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3.4 Ethical considerations

Research participant narrative data, to be used in the academic community, had many
ethical considerations such as anonymity for the participant and true representation of
their lived experience. This entailed accurate channelling of their lived experiences into
academic form, by working with them as their ally reflecting their literal spoken words
and intent rather than deciphering and interpreting their meaning. Due to the
relationality of NA, | had to consider my ethical duty, practice and code.[304] In depth
ethical considerations were accounted for and are detailed in appendix 3.7. Ethical
approval for the narrative study was awarded by the Research Ethics Committee,
College of Human and Health Sciences, Swansea University, Singleton Park, Swansea,
SA2 8PP, South Wales, U.K. The research adhered to the University’s ethical code of
practice and it was approved in accordance with their criteria. | adhered to data

protection laws, confidentiality, and storage of personal data.
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35 Quality

Qualitative researchers disagree on the criteria used to assess the quality of a research
study.[330] Many researchers argue against the application of a standardized assessment
on the quality of qualitative research,[330, 331] particularly when narrative in nature,
due to the wide variety of methodological approaches used by such researchers. They
state that core to a narrative is flexibility so that participants are able to tell their story
without the impediment that standardisation would bring. | adopted the naturalistic
criteria developed by Lincoln et al[250] in this research as well as the recommendations
made by O’Brien et al[310] in their Standards for reporting qualitative research, which I
used as a guide when appraising, applying, and synthesizing the study findings. The
COREQ framework was also used.[305] For further details on the quality criterion

included in this research see appendix 3.8.
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3.6 Research methods

3.6.1 Purposeful sampling and target number

This narrative research used a purposeful sampling strategy in which individuals were
selected to share their experiences transitioning throughout education. The target
number of university and/or post-university individuals in the research was set at
between 5-15 research participants. This number was in line with an average for other
narrative reviews in either the same or similar research fields (narrative literature
reviewed as of 8/2/19).[332-335] Using a representative sample group enabled me to
apply participants’ data, in the context of current evidence-based literature, to the wider

population in question.

3.6.2 Inclusion criteria and exclusion criteria

A summary of the inclusion/exclusion criteria used to recruit participants and their
parental figures for interviews is shown in table 3.2. Crucial to the research question
were individuals who had a medical diagnosis of autism spectrum disorder (ASD), as
verified by me in my professional role as an autism practitioner, and who were either
currently in university or had attended university (with or without successful completion
of study). To broaden data retrieval, they could be of any gender and could have
attended any university in the UK. The participants were aged between 18-26 years.
This age range was believed to be representative of the individual with autism
population who were currently in or had recently attended university. The upper age
limit of 26 years was used based on estimated figures, to account for the fact that
individuals can take longer to complete secondary and/or further education (estimate of
two extra years), and/or may need to retake years at university (estimate of two extra
years) (estimates based on my professional experience). The interviews were conducted
through the medium of English which meant that non-English speakers were excluded
from the study. The “parental figure’ was parents or carers who had been involved in the
participants life throughout their educational journey and who were able to converse in
English.
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Table 3.2: Summary of the inclusion/exclusion criteria for participants and their parental figure.

Participant
Inclusion criteria Exclusion criteria
Medical diagnosis of ASD Non-English speaker

Recently attended or currently attending | Not diagnosed with ASD
university
Between 18-26 years old

Parental figure

Inclusion criteria Exclusion criteria
Carers involved through the participant | Non-English speaker
journey

3.6.3 Recruitment and selection

Individuals at university or who had attended university, were recruited through the
autism spectrum condition (ASC) service, local autism social groups and word of mouth
within the autism sector through an introductory cover letter. Individuals interested in
being part of the research emailed me, | then checked that they met the inclusion
criteria, and those who did were sent all the ethically approved information needed to

proceed (see section 3.4 and appendix 3.7).

3.6.4 Setting/site and salient contextual factors

Research participants who were currently attending university were interviewed on their
university campus, in a private and familiar location. Participants who were no longer
attending university or who were only available during the holiday period were
interviewed in a private room in their homes. Refreshments were made available for
both parties to encourage a sense of informality. Parental figure interviews also took
place in a private room in their homes or, when this was not possible due to time and

travel constraints, over the telephone.
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3.6.5 The narrative interview process and data collection methods

3651 Design of narrative interview framework and prompts and
test interview

I implemented procedures that aimed to enable participants to fully express their lived
experience story, through a narrative interview framework. The framework was planned
in detail prior to the interview(s) to account for key literature findings, to ensure
appropriate data was recorded through schema notes and reflective diary entries and to

prepare instrumental needs such as audio recording equipment.

Prior to starting the narrative interviews, | conducted a test interview with a pilot
participant who met the inclusion criteria, as detailed in appendix 3.9. The aim of this
was to refine the narrative interview framework and prompts, and to gain insight into
how the participant could potentially respond during their interview. Following the test
interview minor changes to the narrative interview framework and prompts were made,

this was then used throughout all participant interviews.

3.6.5.2 Audio transcription

Audio recordings were used to gather all interview data. After each interview, data was
sent to an external transcription service for transcription. Upon receipt of a raw
transcript from the service, | assessed it for accuracy via the methods outlined in the

narrative interview section below (3.6.5.4).

3.6.5.3 Schema Notes (Sjuzet and Fabula) and Reflective Diary
Entries

I collected participant’s non-verbal data during every interview phase through schema
notes, or Sjuzet and Fabula entries, and reflective diary entries (which were made post-
interview), any additional sjuzet and fabula entries were also added post-interview.
Sjuzet notes detailed the plot in which the narrative was told, how the research
participant told their story, their intonation, tone of voice, over emphasising, body

language, and so on. Fabula notes detailed the content of the participant’s story, such as
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key occurring events that were often retold by the participant, represented via direct

quotes taken from the individual transcripts.

3.654 Narrative interview

Data was collected through the medium of narrative interviews and data collection steps
followed as outlined in figure 3.7. In participant interview one I collected data using a
narrative interview framework and prompts mind map to guide the interview (appendix
3.10). Audio recordings were made and non-verbal data collected through schema notes
and reflective diary entries. Post-interview one the audio recordings were uploaded to
an external transcription service and returned as raw transcribed data. | assessed the raw
transcript, for accuracy and any transcription errors were highlighted to and corrected
by the transcription agency. The updated transcript was re-checked for accuracy. | then
added my schema notes and reflective diary entries to the transcript creating the
combined transcript from interview one. From this transcript | wrote a summary of

findings for use in interview two (member checking).

In participant interview two (member checking) the participant was invited back to
review the summary of findings from interview one for accuracy. Any corrections given
by them and any additional information supplied was noted. Once again, audio
recordings were made during the interview and schema notes/reflective diary entries
written. Post-interview transcripts were created and checked for accuracy using the
methods described for interview one. | then added the participant corrections and any
additional relevant information raised, with its accompanying schema notes/reflective
diary entries, to the combined transcript from interview one to form an updated

combined transcript.

In the parental figure(s) interview data of relevance to the participant’s story was
collected using a narrative interview framework and prompts to guide the interview. As
in other interviews, audio recordings were made during the interview and schema
notes/reflective diary entries written. Post-interview transcripts were created and
checked for accuracy using the methods described for interview one. | then added any
relevant information raised by parental figure(s), with its schema notes/reflective diary

entries, to the updated combined transcript from interview two to form a final transcript.
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For each participant, their final transcript was then used in the re-storying and analytical

process.

Research question: What are the internal-horizontal and
external-vertical transitioning experiences of students with
autism transitioning throughout education?

Data Collection

Narrative Interview framework and
prompts

Audio recording of
parental figure
interview

Audio recording of
participant nterview
two (member checking)

Audio recording
of participant
interview one

Raw transcript Raw transcript

Researcher Edits Researcher updates
Interview 1 Interview 1 to
included interview 2

Figure 3.7: Data Collection of individual participant cases.

Raw transcript

Researcher updates
Interview 1 to included
parental figure interview

3.6.6 Data interpretation and analysis

Final narrative transcripts were analysed using a data coding criteria (appendix 3.11)
and the procedure steps outlined in figure 3.8. Initially, I used the stepwise combination
of holistic-content analysis (HCA), categorical-content analysis (CCA), categorical-
form analysis (CFA) and complete holistic-form analysis (HFA) as illustrated in figure
3.8 (steps 1-4). These results were further analysed, and interpretated (step 5) through
use of the educational transitioning model (previous outlined, see figure 3.6) to detail
the participant’s ability to adapt to each core transitioning theme (CTT). Finally, in step
6, | critically analysed the complete narrative to consider the functionality of a
participant’s narrative, how they positioned them self within it as well as any critical

positioning theme that might be suggested.
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Holistic-analysis
Analysis of the sections within the narrative that forms the complete narrative

1
2

» Identification of holistic content analysis (HCA) core
transitioning themes (CTT)

» Identification of categorical content analysis (CCA), the
transitioning sub themes (TST)

Content

- Extraction & linking ofrelevant plot details or statements to TSTs
* Concurrent stressors (CS)
* Concurrent stressor support (CSS)
* Resolution of previous stressors
* Other positive or relevant experiences

» Categorisation of categorical form analysis (CFA) non-verbal
communication linked to statements

* Nature or type

* Emotional significance

» Frequency of occurrence

Categorical-analysis
Analysis of events occurring within the narrative

Form

» Calculation of total holistic form analysis (HFA) score (using
scoring matrix table 2.4)
* Concurrent stressors (CS) total score
* (Categorical form analysis (CFA) total score
+ State of health total score

# Identification of participant’s
typology

Educational transitioning model

# Tllustration of participant’s ability to adapttoa CTT 5
1. Degree of CS influencing
2. Self’ characteristics influencing
3. Concurrent stressor support (CSS) influencing
4. Previous state of health compared with current state of
health

Critical narrative analysis (CNA)

» Identification of the functionality of the narrative, how the 6
participant positioned them self., their critical positioning theme

Figure 3.8: Procedural steps. Data interpretation and analysis methods (steps 1-4), illustration through the educational transitioning
model (step 5), and critical narrative analysis (step 6), implemented in research. CCA = categorical-content analysis, CFA =
categorical-form analysis, HCA = holistic-content analysis, HFA = holistic-form analysis, CNA = critical narrative analysis, CTT =
core transitioning themes, TST = transitioning subthemes, CS = concurrent stressors, CSS = concurrent stressor support.
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3.6.6.1 Procedural steps 1-2

Holistic-content analysis (HCA,; figure 3.8 step 1) was performed on the final narrative
transcript to identify the core transition themes (CTT) (these were the various
educational phases or schools/college attended and mapped through time or age). HCA
data consisted of life changing events within the CTT, the participant’s perspectives
about their experiences, them self and their social fit. Categorical-content analysis
(CCA,; figure 3.8 step 2) was performed on the final narrative transcript to identify the
transition subthemes (TST), or the major categories that the content/nature of the
narrative could be grouped under, that occurred throughout the participants educational
journey. Both HCA and CCA data was made up from participant quotes, which were
analysed and investigated for narrative features through its fabula (transcribed narrative)
content, as well as related schema and reflective diary entries.

CCA data was added to each TST, within each point in the educational journey or CTT,
by identifying relevant statements or plot details (epiphanies, characters, settings,
problems arising, actions occurring, resolutions, turning points, personal and social
interactions, time factors (past, present, future)) that made-up the narrative. Relevant
statements included, but were not limited to, those related to educational events or
experiences told that caused or potentially had caused stress to the participant, otherwise
known as concurrent stressors (CS). Evidence of good support practice that was aimed
at supporting the participant in the educational setting, otherwise known as concurrent
stressor support (CSS), as well as demonstrations of resolutions of a previous stressor or
demonstrations of a positive experience linked to the educational setting, were also
included.

3.6.6.2 Procedural step 3

The relevant statements identified in the content analysis were subjected to categorical-
form analysis (CFA,; figure 3.8 step 3). This was performed by using the fabula notes
and tagging frequency of nonverbal occurrences within the narrative. Nonverbal data
was retrieved from reflective diary entries based on unfocused open listening
techniques, observations of participant’s tone of voice, body language, intonation, as
well as writing notes on meta statements when participants reflected on their self-belief,
self-concept, the logic of the narrative, when moral statements were made and/or inner

dialogues were observed. All CFA data was then categorised and frequencies
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calculated. CFA data that related to state of health, positive and negative, was then used

to illustrate tonal frequency within the narrative.

3.6.6.3 Procedural step 4

In order to perform the holistic-form analysis (HFA; figure 3.8 step 4) stage of the
process | had to design a scoring matrix that could attribute values that reflected the
relative impact of the experience on the participant during a CTT (table 3.3). The score
fora CTT, was calculated by combining value scores to (i) identified CS during the
CTT (using the HCA and CCA results), e.g., major Ac-CS (impacting state of health),
minor ES-CS, or major ES-CS, (ii) CFA linguistic results, which were categorised as
major or minor during the CTT, (iii) participant’s state of health during the CTT, which

was categorised as a major or a minor deterioration or improvement.

The HFA CTT score was then compared with the previous CTT score to formally
considering the overall structure of the narrative and how the participant positioned
them self within each CTT. Focusing on the participant’s typology, cohesion within the
narrative and turning points, as well as how the narrative progressed (e.g., when the
HFA CTT score was positive, how this reflected positive experiences) or regressed

(e.g., when the HFA CTT score was negative, how this reflected negative experiences).

The limitations of using a scoring matrix are discussed in section 6.7.
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Table 3.3: Holistic-form analysis (HFA) scoring matrix. HFA score: Calculated by adding together
relevant HCA, CCA, CFA variables from a participant’s CTT to produce an HFA numerical score that is
attributed to a CTT. This score can then be compared with another CTT to gauge participant’s narrative
progression or regression. For abbreviations see table 3.4.

HFA scoring matrix (using HCA, CCA, CFA data)

Definition

Score

(i) Previously identified CS (from HCA and CCA results) for current CTT

Minor Ac-CS

An individual Ac-CS that occurred during the current CTT that
negatively impacted the participant academically (without

resulting in ES-CS).

n= 0

Major Ac-CS (impacting
state of health)

An individual Ac-CS that occurred during the current CTT that
negatively impacted the participant academically and resulted in

ES-CS during the current CTT.

Minor ES-CS

An individual ES-CS that occurred during the current CTT that
negatively impacted the participant and resulted in ongoing minor

ES-CS during the current CTT e.g., ‘anxiety about how to make
new friends’ (S).

Major ES-CS

An ongoing ES-CS that occurred during the current and other
CTTs that negatively impacted the participant and resulted in

ongoing major ES-CS during the current CTT e.g., ‘being
undiagnosed ASC’ (P/S/6), ‘being bullied’ (S/6).

(ii) CFA linguistic results (c

ategorising stressors) for current CTT

Minor negative CFA tone

The greatest occurrence of a tone when discussing the current
CTT (compared with other CTTSs) that is suggestive of a negative
experience e.g., greatest occurrence overall of ‘withdrawing’
when referring to primary experiences

-25

Major negative CFA tone

The greatest occurrence of negative CCA tone when discussing

the current CTT (compared with other CTTSs) e.g., the greatest
occurrence overall of sad tones when referring to primary

experiences.

-50

Minor positive CFA tone

The greatest occurrence of a tone when discussing the current
CTT (compared with other CTTSs) that is suggestive of a positive

experience e.g., greatest occurrence overall of ‘smiling” when
referring to primary experiences.

n= +25

Major positive CFA tone

The greatest occurrence of positive CCA tone when discussing

the current CTT (compared with other CTTSs) e.g., the greatest
occurrence of happy tones when referring to primary experiences

= +50

(iii) State of health for current CTT

Minor deterioration in
state of health (MiD)

The total of ES-CS that occurred in the previous CTT minus the
total of ES-CS that occurred in the current CTT. A MiD occurs if
the participant has a minor increase in ES-CS overall.

-50

Major deterioration in
state of health (MaD)

The total of ES-CS that occurred in the previous CTT minus the
total of ES-CS that occurred in the current CTT. A MaD occurs if
the participant has a major increase in ES-CS overall.

n=-100

Minor improvement in
state of health (Mil)

The total of ES-CS that occurred in the previous CTT minus the
total of ES-CS that occurred in current CTT. A Mil occurs if the
participant has a minor reduction in ES-CS overall.

n= +50

Major improvement in
state of health (Mal)

The total of ES-CS that occurred in the previous CTT minus the
total of ES-CS that occurred in current CTT. A Mal occurs if the
participant has a major reduction in ES-CS overall.

n=+100

TOTAL Holistic-form analysis SCORE
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3.6.6.4 Procedural step 5

To be able to illustrate the participant’s characteristics of transitioning experiences, how
they adapted to each transition, I combined participant’s HCA, CCA, CFA, HFA
findings in relation to each CTT, into the educational transitioning model (figure 3.8
step 5 and 3.9). This model encompassed the models outlined in section 3.2.3 and 3.3.3,
primarily the ‘educational transitioning model’ (figure 3.6), adapted from
Schlossberg[266-268] transitioning model, with elemental features taken from
Bronfenbrenner’s Bio-ecological and PPCT model.[255, 256] Findings also took into
account, when relevant to do so, the models of Maslow,[257-259] Ellaway et al,[263]
MacGill[264] and Prochaska et al,[265] outlined in section 3.2.3 and 3.3.3.

The model was used as a framework in which to summarise a participant’s lived
experiences and transitioning journey, for each CTT where analysed data was extracted
and applied within the model. This included (1) data representing the participant’s
perception of CS experiences during the CTT, (2) inclusion of participant’s ‘self’
characteristics during the CTT, e.g., if undiagnosed, self-advocacy skills, resilience, and
if data is available what impact this might have had, (3) inclusion of CSS data and how
this influenced the participant’s ability to adapt and (4) the combination of the
aforementioned data to produce a summary of participant’s ability to adapt during the
CTT. This was done by comparing degree of CS impacting state of health from previous
CTT to current CTT (CS impacting state of health) and by providing a concluding
statement as to participant’s overall state of health during the current CTT, whether this
has majorly improved or declined, minorly improved or declined, with supporting

evidence to justify this finding.

As mentioned earlier (section 3.3.3.7), it should be noted that an in-depth investigation
of personal characteristics and psychological resources did not take place in this
research, with the exception of the inclusion of undiagnosed conditions and/or data
shared by participants in the context of their educational transitioning journey, as | felt

that this went beyond the scope of this PhD (see figure 3.9, box 2, highlighted in grey).
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Table 3.4: Educational transitioning model abbreviations.

Educational transitioning model abbreviations

Description Abbreviation
Concurrent stressor support CSS
Concurrent stressor(s) e.g., bullying CcS
Core transitioning theme CTT

e.g., primary P

e.g., secondary S

e.g., sixth form 6

e.g., University U

e.g., University Bsc = UBSC

e.g., University MSc = UMSc

Efficacy of concurrent stressor support ECSS
Major deterioration in state of health e.g., due to major increase in CS MaD
Major improvement in state of health e.g., due to major decrease in CS Mal
Minor deterioration in state of health e.g., due to minor increase in CS MiD
Minor improvement in state of health e.g., due to minor decrease in CS Mil
Transitioning subtheme e.g., emotional-social TST
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Participant’s perception of CTT 2 Psychological D
Resources & Psycho- O Er “Who?
social age <*age in perceptions of

Participant

1. Degree of CS (linked to ‘self*) years
* TST(dominant):

“*Whe?

Undiagnosed
i “sWho?

: o TST: ‘academic’ (*time firame e.g., P/S/6/U) 1 Conditions »
I o IST: ‘emotional-social’ (*time frame e.g., P/S/6/U) 1 Participant ‘self”
I o MAJORCS: being undiagnosed ASD (until aged 17 : characteristics
I Participant’s CSS & Supportin

years)’ (*time firame e.g., P/S/6) (*agein years)—

influencing ability to generalinfluencing ability to adapt
+ CS (new or continuing) - (NB: Ac CS & ES CS included if adapt to CTT to CTT
negatively impacts state of health) =
e e e e e ———— —— —
3 aty? 1 CSS = Stable
: e.g-, “anxiety” (P/S) ! . .. ) Regardless of Participant
L 1 Coping strategies implemented to; modify, ECSS =+
""""""""""""""" take control and or manage the CS
CSS = Unstable
Likely to be influence by Participant
ECSS = Unchanged or slightly +
CSS = Unstable
Greatly influence by Participant
ECSS=-=CS
+ CSS=NONE
% >CS
State of Health: State of Heaith: Participant’s ability to adapt to CTT
Befot'e (‘T]"' Durifig CT.T (*age in years)
As listed in As listed in current
previous CTT (box CTT (box 1
1, number 1) number 1) State of Health:
MiD: Due to an increase in some ES CS, social anxiety, difficulties

expressing emotions, and negative friendship he wanted to end

Figure 3.9: Educational transitioning model representing participants (with autism) ability to adapt to a core transitioning theme. Adapted from:[255-259, 263-268]
For abbreviations see chapter three, table 3.4.
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3.6.6.5 Procedural step 6

Critical narrative analysis (CNA; figure 3.8 step 6) of data involved me investigating
the functionality of the participant’s narrative to determine how they positioned them
self within (previously explored in section 3.6.6.3). This was achieved by analysing
fabula and sjuzet data, as well as findings from the previous narrative analysis (NA)
methods. Particular attention was paid to data that reflected participant’s thoughts,
feelings, emotions, actions, interactions, achievements, challenges, and the social
structure in which their narrative took place. Positive experiences shared, positive skill
development, such as resilience, self-advocacy, as well as interactions and the social
structure, in the context of good support practice, were noted. Data was considered
within the wider analytical context, particularly in conjunction with the CFA data which
indicated tonal and non-verbal emotional expressions, and a critical positioning theme
was then identified for each participant with exact quotes and non-verbal data used to

justify my findings.
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3.7 Chapter summary

A narrative analysis approach was deemed the most efficacious qualitative method in
enabling individuals to express their lived experiences transitioning throughout
education. Based on theoretical and philosophical underpinnings individuals were able
to express their reality through an ideographic inductive first-person research strategy.
Inclusion of data relating to critical theory, social constructs such as disablism, and
wider social contexts were crucial due to the likelihood that these would have an
influence on the individual, particularly their self-conception. A naturalistic idealist
interviewing method was considered most appropriate, from a constructive subjective
perspective, with the researcher-participant relationship being collaborative, unbounded,
and without distance. Any potential for bias was counterbalanced through a
demonstration of researcher reflexivity, reflection, quality criterion, transparency, and
adhering to ethical considerations. Data collection methods reflected theoretical
considerations, my (the researchers) dual role as reflective transcriber, as well as the
importance of schema notes, and reflective diary entries, in recording non-verbals. Data
interpretation and analysis procedural steps were followed including holistic-content
analysis, categorical-content analysis, holistic-form analysis, categorical-form analysis,

and critical narrative analysis methods.

The methodology and methods in this research have enabled me to collect, interpret,
and analyse, participant data, which is not generalisable, however which is transferable
to the universal transitioning experiences faced by individuals with autism. This
approach makes it possible to, post-completion of the thesis, produce a guide:
‘Educational transitions. A guide to best practice: Supporting neuro-diverse students’
transitions into a new educational phase and with their day-to-day needs’. This guide is
intended for educational support providers, illustrating potential barriers, differences
and difficulties facing individuals (with autism and related neuro-diverse conditions), on
their educational journey, the support needs that they might have, and to contribute
towards improving the lived experiences of an individual. | am also able to produce two
resources intended for neuro-diverse students (their families): (1) ‘Preparing for
secondary school or sixth form: Managing your transition into a new educational phase
and your day-to-day needs’ and (2) ‘Preparing for university: Managing your transition

into university and your day-to-day needs’.
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Chapter 4: Narrative results
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4.1 Chapter Overview

Key to this narrative research study was ensuring that each individual research
participant was given the opportunity to tell their story, about their unique experiences
transitioning throughout education. 1 was mindful of the fact that academics reading
research studies are often quick to move on to the studies reported findings and hence |
stress that to truly understand the educational transitioning experiences of individuals
(with autism) it is imperative to read the complete PhD study. Readers will see that the
holistic-content analysis (HCA) and categorical-content analysis (CCA) approaches
taken have resulted in detailed accounts given by each participant, as well as the Sjuzet
and Fabula considerations, these accounts will enable the reader to gain compendious
insight into participants’ unique experiences. Procedural steps will be discussed
throughout this chapter and detailed information on these is available in chapter 3,

figure 3.8.
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4.2 Participants in the Narrative Study

Six participants were recruited for the narrative study and took part in interview one.
Table 4 (a) represents the number of participants, their parental figures and
identification labels assigned to them. However, the final number of participants was
reduced to five as the result of participant John being excluded from the research study.
Following interview one, John did not respond to my invitation to attend interview two,
resulting in lack of data verification by the participant via member checking. Also, it
was not possible to use parental figure interview data in the context of Mark’s analysis
due to inappropriate information being shared which was not relevant to the purpose of
the research.

Table 4 (a): Anonymised coding/names assigned to the study participants and their parental figures. *data
was excluded from the study (shaded light grey); PFM = parental figure mum; PFD = parental figure dad.

Participant
1 2 3 4 5 *6
Participant code number P201 P202 P203 P204 P205 P206
Anonymised hame Mark Karen Jane Leigh Andy John
Parental figure code number *nla PFM202 | PFM203 | PFM204 | PFM205 n/a
Anonymised hame Mum Mum Mum Mum
Parental figure code number - - - PFD204 - -
Anonymised hame Dad
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4.3 Abbreviations and textual highlight coding

The abbreviations that are used throughout the results chapter are outlined in table 4 (b).
Within the main body of the text, tables, and figures: (1) Concurrent stressors (CS) are
identified by being written in bold within single inverted commas. These can appear in
the text as either specific stressors that related to one particular stress trigger mentioned
within the course of the narrative (e.g., ‘confusion about behaving differently to his
peers’) or the generic group of stressors to which the specific stressors belong (e.g., the
aforementioned specific stressor could be assigned to a ‘social confusion’ CS group).
(2) Direct quotes from the narrative are shown in italics surrounded by double inverted
commas. (3) Support received for the CS, otherwise known as concurrent stressor
support (CSS), is highlighted within a dashed-boxed area with the CSS shown in

italicised bold within single inverted commas.

Table 4 (b): Chapter four abbreviations.

Description Abbreviation
Concurrent stressor support CSS
Concurrent stressor(s) CS

Academic | Ac
Emotional-social | ES
Emotional-social transitioning | EST
Undiagnosed (with autism) | Un
Core transitioning theme CTT
primary | P
secondary | S
sixth form | 6
university | U
university BSc | UBSc
university MSc | UMSc
Efficacy of concurrent stressor support ECSS
Narrative analysis (methods) NA
Categorical-content analysis | CCA
Categorical-form analysis | CFA
Critical narrative analysis | CNA
Holistic-content analysis | HCA
Holistic-form analysis | HFA

Major deterioration in state of health MaD
Major improvement in state of health Mal
Minor deterioration in state of health MiD
Minor improvement in state of health Mil
Parental figure dad PFD
Parental figure mum PFEM
Sensory challenges SnC
Transitioning subtheme TST
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4.4  Mark’s story

4.4.1 Background and setting

The initial participant interview with Mark took place in his current university in a
private lounge area. At the time of the interview, Mark was in the second year of his
history degree.

4.4.2 Procedural steps 1-2: Overview

The holistic-content analysis (HCA) of Mark’s data is reflected in table 4.1 (a), the core
transitioning themes (CTT) that emerged from his educational journey narrative. Two
overarching TSTs were identified, namely ‘academic’ (Ac) and ‘emotional-social’
(ES). The ‘emotional-social’ (ES) subtheme has been grouped to include CS related to
this heading such as; bullying, discrimination, friendship, group interactions, mental
health (e.g., anxiety, fears, phobias, self-harm, stress), social anxiety, stigma, and so on.
Please note, the first and second primary CTT have been merged as all information
shared by Mark crossed over into both of these CTTs.

Table 4.1 (a): Holistic-content analysis overview: Mark’s core transitioning themes (CTT) and
transitioning sub-themes (TST). His age during each CTT is indicated within the brackets.

Core transitioning themes (CTT)

1%t Primary School Secondary Sixth form (16- University (BSc)
(4-6 years) School (11-16 18 years) (18-21 years)
2" Primary school years)
(6-11 years)
Transitioning Academic (Ac)
sub-themes Emotional-Social (ES)
(TST)

The categorical-content analysis (CCA) of Mark’s data, enabled a more in-depth
examination of each CTT to look for patterns. For each CTT, Mark’s narrative was
examined for the appearance of the specific concurrent stressors (CS) experienced by
him (table 4.1 (b)) with the sections that follow giving context and describing them in
detail. In the primary, secondary and sixth form CTTs their appearance appears to be
exacerbated by the overarching or major ES-CS ‘being undiagnosed ASC’ which was
likely to have had impacts on both the ‘academic’ (Ac) CS and ‘emotional-social’ (ES)
CS.
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Table 4.1 (b): Categorical-content analysis overview: Mark’s transitioning sub-themes (TST) and
concurrent stressors (CS). Table also shows the core transitioning themes (CTT) or timepoints where the
CS occurred. P = primary, S = secondary, 6 = sixth form, U = undergraduate university

Transitioning sub-themes (TST) Concurrent stressors (CS) | Time point(s)
P|S|6 (U

Major CS: ‘being undiagnosed ASC’ (until aged 17 years) (Un) | P | S | 6
‘academic’ (Ac)

‘A-level essay format’ 6
‘being easily distracted’ U
‘being forced to spontaneous do creative writing” | P
‘being self-disciplined’ U
‘creative writing’ S
‘difficulties condensing his ideas & thoughts into a rigid time frame’ S
‘difficulties with organisation and staying on track’ U
‘difficulties writing legibly’ | P
‘English’ | P
‘extremely slow handwriting due to having to write perfectly’ S
‘his academic writing style’ U
‘mental arithmetic’ | P
‘no reasonable adjustments in place for A-level exams initially due to being unwilling to 6
discuss his diagnosis’
‘tending to procrastinate’ U
‘too much historical information to remember’ 6
‘emotional-social’ (ES)
‘anxiety about speaking to people on a one-to-one basis due to the intimate personal S
nature of it’
‘apprehensive disclosing (his) autism diagnosis’ U
‘being bullied due to being naive’ S
‘being stuck in a negative friendship he wanted toend’ | P
‘being surrounded by emotionally expressive people’ U
‘confusion about behaving differently to his peers’ S
‘confusion and social frustration during his puberty years’ S

‘didn’t have friends or anyone to confide in’ | P

‘difficulties accepting change’ | P

‘difficulties maintaining a regular sleep cycle’ U

‘difficulties going to nightclubs because he was then unable to talk to his peers’ U
‘difficulties with the social aspects of beavers and cubs’ | P

‘difficulty fitting in with his peers and their “mafia mentality”‘
“fear of failing academically at university’ U

‘inability to express his emotions due to upbringing’ | P | S | 6
‘lack of educational referral for assessment’ [ P | S
‘making a big social leap’ S
‘not having anyone at school he could talk to about emotional difficulties’ S
‘not knowing the protocol around others who are being passionate and loving towards U
each other’
‘peers questioning him as to why he was in a smaller room for exams’ S
‘stigma about being autistic and worrying about his peer’s reaction to this’ S |6
‘struggling socially’ | P
‘suffering indirect homophobia from peers’ S
‘emotional-social transition’ (EST)
‘anxiety about so much change’ S
‘anxiety about how to make new friends’ S
‘anxiety about what to expect in new school’ S
‘having to meet a whole load of new people’ U
‘having to visit other universities with his parents even though he had already decided U
due to his chosen universities autistic CSS’
‘lack of explicit instructions on how to interact and communicate with peers’ S
‘living independently’ U
‘not being able to tell parents that he wanted to go to his chosen ‘university due to its U
autistic CSS’
‘the uncertainty ahead of him’ U
‘worried about being rejected by his peers and that no one would like him’ U

141 |Page



4.4.3 Procedural steps 1-2: Primary CTT

4431 Academic concurrent stressors (Ac-CS)

Mark stated that he experienced CSs in ‘English’ and ‘mental arithmetic’.

“I definitely struggled with English definitely. Math I’ve never really liked...
(chuckles)... Numbers just do not get on with me. I especially remember struggling
with mental arithmetic stuff. | hated that stuff... I definitely struggled with was
creative writing which is kind of ironic because | tend to sometimes like to write
stories nowadays but being stuck in a classroom and basically sit down, here’s a

piece of paper, you got an hour and a half, write me a story now, like I hated

that”-(PZOUOO:ZS:SS)

He factually shared that he had problems with his handwriting which resulted in

‘difficulties writing legibly’.

“...my handwriting in primary school was really bad... 1t was like | suppose it

was legible, but it wasn’t that great”.(P201/00:41:35)

Ac-CSS

He wasn’t aware of receiving any Ac-CSS.

“I think there may well have been teaching assistants, but | was not on their

radar”.(P201/00:24:51)

4432 Emotional-social concurrent stressors (ES-CS)

Hesitantly, Mark shared that he had a particularly negative friendship during primary
school that he was unable to remove himself from which resulted in him ‘being stuck
in a negative friendship he wanted to end’. At the time he stated that he did not ...
really want to go against him because | don’t want to be on his wrath and also piss him
off because | have this kind of non-aggression sort of mindset of, ‘I don’t want to annoy

anyone’. So, | definitely found that a bit of a shock”.(201/00:21-50)
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Factually, Mark shared that he had “acquaintances”, not “friends”, resulting in a CS

because he ‘didn’t have friends or anyone to confide in’.

“l didn’¢ really have any friends in primary school thinking back... I had
acquaintances. | knew most of the people in the school and I didn’t have any issues
with anyone, but I mean looking back I didn’t have any friends, like there wasn’t
anyone [ could really confide in ... although I knew all the kids at the school I
wouldn’t see them usually outside of the school because | lived six miles away and
plus | was a heavily autistic kid so 1’d just be sitting in doors all day just wanting to

sit around playing with toys. | wouldn’t want to be going interacting with the kids,
like no>.(P201/00:22:19)

He appeared despondent sharing that he found social play difficult, especially the ever-
changing nature of it and that this resulted in ‘difficulties accepting change’.

“Vaguely | remember you do a lot of pretend acting when you’re in primary school
like, ‘Let’s pretend with this’, et cetera, et cetera, and then they would change it
around and say, ‘Oh no, we’re going to do this now’. My autistic brain was like,
‘No, but we’re doing this. Let’s continue doing this,” and they were like, ‘No, no,

we’re changing it now,” and my brain was like misfunctioning”.(°201/00:19:05)

Mark’s body language withdrew as he described, using a despondent tone, that he was
closed off emotionally or had an ‘inability to express his emotions’ during this CTT.
He believed this stressor resulted from his up bringing.

“I think it’s simply because | have become quite emotionally callous... emotionally
closed off. So, my family don’¢ express emotion... in primary school I was very
emotionally callous in the sense that if someone asked how | was feeling about
anything it was just the same answer, ‘Yeah, fine. Why would I talk to you about my
emotions?’ ... It’s very difficult if you’re a child to even contemplate being
emotional if you’re being raised in a household where emotional expression isn’t

talked about let alone accepted”.(F201/00:25:59)

Socially, Mark expressed, using a sad tone, that he had difficulties interacting with his
peers, that his peers may have thought he was doing ‘weird’ things, and this resulted in

him ‘struggling socially’.
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“I definitely remember not always necessarily interacting well with other kids...
looking back now I can tell that what they thought | was doing was weird or like if |

was taking something literally or if I was doing something, they thought was a bit

odd?’. (P201/00:18:34)

Although Mark attended activities outside of school during this CTT, namely beavers
and cubs, he also expressed that he had ‘difficulties with the social aspects of beavers

and cubs’ and did not like going to these due to not wanting to socially interact with his
peers.

“... beavers and cubs ... I didn’t like because it was another social thing outside of
the school... you’re throwing me into a situation where 1’m surrounded by a whole
load of kids most of which I know but it’s another social event some of which |
don’t know but to have to do all these activities | don’t particularly want. I don’t
like this, and so | would always try to get out of it when I could, and that persisted

through secondary school as wel|”.(P201/00:23:08)

ES-CSS (Evidence of good support practice)
Mark was provided with ES-CSS from his ‘Mum’ and private tutor’, whose support
started during his last two years of primary school, “beginning in year five” . (F201/00:01:33)

He also appeared to received ES-CSS from a ‘small group of peers’.
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4.4.4 Procedural steps 1-2: Secondary CTT

4441 Emotional-social transitioning concurrent stressors (EST-
CS)

Prior to making the vertical transition into secondary school, Mark expressed ‘anxiety

about how to make new friends’ and ‘anxiety about so much change’.

“...that I didn’t know anyone. How would | interact with everyone? I’m going to
have to make all these new friendships or interact with all these new people...

...this is so much change”.(P201/00:39:33)

Hesitantly, he shared that he was excited about going but this was combined with social

anxiety, and that this resulted in his ‘anxiety about what to expect in new school’.

“Excitement at the thought that I’m going to this big bold place now... but at the
same time there was this sort of | don’t know anyone there. What the hell is going

to happen once... (pause)...? No idea. Yeah, it was very, very odd”.(P201/00:39:13)

He expressed, in a serious tone, how he was asked to do an ‘icebreaker’ session with his
peers during a transition day which resulted in a CS that arose due to a ‘lack of explicit

instructions on how to interact and communicate with peers’.

“...that was interesting because once again obviously not knowing | was autistic we
had to do an icebreaker session. Everyone sat down with another random person
from the ... to get to know them. I’m like, ‘Get to know them?’ ... I’m like, ‘Give
me a set of instructions. I’ll go through that happily but you’re telling me to

iImprovise?”’...” . (P201/00:35:04)

EST-CSS (Evidence of good support practice)

Mark factually described EST-CSS from a ‘secondary school transition event’ that he
attended at his secondary school prior to starting there, how being introduced to his
form class was helpful and how through this introduction he formed some good

friendships.
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“...once I’'ve been accepted to ‘The school’ I then had an induction session
where | met my form class for the first time which is then where | met my very

good friend *J’ who I’m still friends with back home... I also met ‘H’
there”’.(P201/00:34.30)

44472 Academic concurrent stressors (Ac-CS)

At the beginning of Mark’s secondary CTT, he was placed in the lower sets for most
academic subjects. In a factual manner he described experiencing Ac-CS in ‘creative

writing’ and ‘difficulties condensing his ideas & thoughts into a rigid time frame’.

“When | came in year seven, [ was in usually lower sets ... 