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Summary

The current study aims to contribute to a limited body of research focusing on
education and Fetal Alcohol Spectrum Disorder (FASD), particularly that which elicits the
voice of children and young people (CYP). The research aims to raise awareness of FASD
both within education and more broadly, guiding professionals, inclusive of Educational
Psychologists (EPs), in supporting CYP with FASD.

This thesis has been written and organised into four chapters, an introduction and
overview, a literature review, an empirical chapter and a reflective account of the research
process. The first chapter introduces the research topic and gives a summary of the
researcher’s positionality.

Chapter two gives a broad overview of literature exploring the educational
experiences of CYP with FASD. Framing this through the lens of Bronfenbrenner’s
(Bronfenbrenner & Morris, 2006) Bioecological Model of Human Development, the
researcher considers how CYP’s interactions within broader contexts can shape development
and educational experiences. Literature is cross-examined and critiqued to provide an
overarching understanding of current research, to inform further research.

Chapter three details an Interpretative Phenomenological Analysis study, using semi-
structured interviews with four adolescents with FASD, to explore their educational
experiences in secondary schools. Through seeking to understand the meaning given to such
experiences, data analysis i1dentified five group experiential themes and seventeen subthemes.
Implications for EPs and professionals more broadly are considered, alongside limitations
and directions for future research.

Chapter four provides the researcher’s critical reflections on the research journey,
exploring how reflexivity was embedded throughout the research, the researcher’s
positionality, decisions made and challenges encountered. The researcher’s personal

development is also discussed, alongside plans for dissemination.
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Chapter One: Introduction and Overview

1.1 Thesis Structure

The thesis comprises four chapters. Chapter one is an introduction to the research
topic and overview of the researcher’s positionality. Chapter two is a narrative literature
review focusing on research exploring the educational experiences of children and young
people (CYP) with FASD, structured through the lens of Bronfenbrenner’s Bioecological
Model of Human Development (Bronfenbrenner & Morris, 2006). Chapter three, the
empirical chapter, reflects four interviews with young people with Fetal Alcohol Spectrum
Disorder (FASD), exploring their educational experiences in UK secondary schools. Data
was analysed using Interpretative Phenomenological Analysis (IPA), giving value to
individual accounts alongside identifying group experiential themes. Yardley’s (2017)
principles were used to evaluate the validity of this qualitative research. Chapter three also
considers how the findings contribute to our understanding of FASD and scarcity of
literature, alongside practical implications, inclusive of the implications for educational
psychologists (EPs). Chapter four is a reflexive account of the research journey, considering
challenges, decisions, personal development, and dissemination.

1.2 Researcher Background and Developing Positionality

This subsection uses first-person to describe the researcher’s background,
positionality and provide context for the current research. Throughout the research, it was
essential to consider how my values, positionality and experiences may impact my approach
to the literature review and interpretation of participants’ experiences (Braun & Clark, 2013).
The importance of reflexivity is particularly key in IPA research due to the double
hermeneutic, whereby the researcher makes sense of participants making sense of their
experiences, to ensure rigour and trustworthiness (Smith & Osborn, 2015; Teh & Lek, 2018).

I began working in education in 2021 as a Teaching Assistant, progressing to a dual
role as Assistant SENCo. I worked closely with CYP with special educational needs and
disabilities (SEND). While I was unaware of FASD, I witnessed the importance of tailored
support, relationships and listening to CYP to effectively support them. I consider these
experiences poignant in establishing my values of inclusion and equity.

FASD was brought to my attention during my role as Assistant Psychologist, when a
colleague presented her thesis on parental perspectives of FASD in education and
implications for EPs. This highlighted the detrimental impacts of prenatal alcohol exposure

(PAE) on the developing fetus, with educational and lifelong implications, alongside gaps in
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understanding. This sparked my interest in FASD and prompted reflection within practice,
considering how PAE is often overlooked as a potential contributing factor. I critically
considered why limited understanding and awareness existed, particularly among EPs who
have extensive knowledge of child development.

I assumed my limited understanding reflected inexperience and would be addressed
during the doctorate through lectures and placement. While PAE arose in some cases, |
noticed knowledge was often situated with families, rather than schools. Discussions with
colleagues further highlighted gaps in EP training and limited evidence-based guidance. As a
result, EPs often rely on more familiar frameworks, like trauma, which can overlook the
neurological basis (e.g., brain damage in utero) of these CYP’s needs. These experiences
demonstrated a need for greater understanding of these CYP’s experiences to inform practice.

No lectures focused specifically on FASD, though a session exploring prematurity
and birth trauma highlighted some emotive and alarming statistics that PAE can have more
significant short and long-term effects on a developing fetus (e.g., growth, behaviour,
cognition) than nicotine, marijuana, opiates and cocaine (Behnke & Smith, 2013). However, I
considered this to contrast societal narratives that often position drugs as more harmful, likely
reflecting differences in legalities and public messages. While alcohol is known to be
harmful, it remains legal in the UK and guidance promoting abstinence during pregnancy has
only emerged more recently. Using Bronfenbrenner’s framework, this prompted curiosity and
reflection on how wider systemic factors, like policy, societal attitudes and public health
guidance can shape perceptions of PAE and FASD, thus impacting CYP’s experiences.

This curiosity shaped my research lens, approach to the topic, and engagement with
literature. My practice aligns with the social model of disability, emphasising how societal
contexts shape how disabilities are experienced (Oliver, 2013). While it cannot be disputed
that FASD has a medical basis of brain damage resulting from PAE, interpretation of
‘difficulty’ is influenced by context and individuals’ interactions with their environment,
aligning with the social model. Although much research adopts a medical model and focuses
on deficits, my critique of literature and approach is grounded in the social model,
considering how unique experiences shape the meanings CYP with FASD give to their
educational experiences.

I recognise my experiences and background differ from the CYP I have engaged with
through my career and within this research. Arguably, I have been afforded privileges in
society, which mean I can never truly understand their challenges, strengths and experiences.

However, I aim to develop understanding through listening to CYP’s experiences, using my
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positionality to amplify their voices. Moreover, my outsider status and differing experiences
supported a reflective stance, allowing me to remain attentive to participants’ experiences and
minimising influence of my assumptions and experiences.

1.3 Gaps in Literature and Aims of Current Research

The educational experiences of CYP with FASD are significantly under-researched,
particularly in the UK. While some recent research includes the perspectives of adolescents
with FASD across home, school and community, and primary-aged students’ experiences of
school belonging, most research focuses on caregivers’ views. Subsequently, the current
research seeks to explore the experiences of young people with FASD in UK secondary
education settings, amplifying their voices to understand how they interpret their experiences.
The findings hope to inform practice in educational contexts, alongside increasing

understanding, thereby raising the profile of FASD.
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Chapter Two: Literature Review

2.1 Introduction

This chapter critically reviews literature exploring the educational experiences of
children and young people (CYP) with Fetal Alcohol Spectrum Disorder (FASD), or those
who have experienced prenatal alcohol exposure (PAE). While terminology varies between
Fetal and Foetal, Fetal is the spelling used within UK diagnostic guidelines and is therefore
used throughout this research, alongside fetus instead of foetus (National Institute for Health
and Care Excellence (NICE), 2022; Scottish Intercollegiate Guidelines Network (SIGN),
2019). The chapter outlines FASD terminology, prevalence, and the diagnostic context. The
researcher then reviews and critiques research, through the lens of Bronfenbrenner’s
(Bronfenbrenner & Morris, 2006) Bioecological Model of Human Development, supporting
the researcher to take a systemic lens and a framework which has been identified as relevant
to FASD (Flannigan et al., 2021). Gaps in literature are highlighted, informing the rationale
for the study.

2.1.1 History of FASD

The effects of maternal alcohol consumption during pregnancy have been suspected
for centuries (Sanders., 2009; Warren & Foundin., 2001). Fetal Alcohol Syndrome (FAS)
was first recognised by Jones and Smith (1973), highlighting a pattern of developmental
differences in children exposed to significant alcohol in utero. They were the first to provide
a comprehensive description of the features associated with FASD (growth deficiency,
physical abnormalities, central nervous system effects and confirmed PAE), laying the
diagnostic foundations of FAS (Calhoun & Warren, 2007; Room, 2005). Over time, the term
Fetal Alcohol Effects (FAE) was introduced to capture individuals affected by PAE who
demonstrated behavioural and cognitive deficiencies, though who did not present with growth
deficiencies and sentinel facial features (Benz et al., 2009; Clarren & Smith, 1978).

In 1996, The United States Institute of Medicine (IOM) identified five categories of
prenatal alcohol effects; FAS with and without confirmed alcohol exposure, partial FAS
(pFAS), Alcohol-Related Birth Defects (ARBD) and Alcohol-Related Neurodevelopmental
Disorder (ARND) (Battaglia et al., 1996). However, these guidelines were criticised for
vague categories, which resulted in inconsistencies (Manning & Hoyme, 2007).
Consequently, the 4-digit diagnostic code was developed in America (Astley, 2004),

providing standardised scales across four diagnostic features (growth deficiency, facial
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phenotype, brain damage and PAE) (Astley & Clarren, 2000). While these guidelines reduced
ambiguity, professionals had difficulty reaching diagnostic agreement (Hoyme et al., 2005).

In 2005, the Canadian Diagnostic Guidelines integrated the 4-digit code and IOM
guidelines, introducing Fetal Alcohol Spectrum Disorder (FASD), encapsulating the wide
range of PAE implications. These guidelines emphasised multidisciplinary assessment and
FASD as a diagnosis of exclusion, exploring all other possible causes (e.g., genetics)
(Chudley et al., 2005). These guidelines were reviewed in 2015 (Brown et al., 2019), and laid
the foundations for current UK guidelines, discussed later.

2.1.2 Understanding FASD

FASD, is a complex and multifaceted neurodevelopmental condition caused by PAE
(Riley et al., 2011; SIGN, 2019), which reflects the range of developmental differences which
can result from PAE, like craniofacial maldevelopment and neurodevelopmental
abnormalities (Chudley et al., 2005; Ryan & Ferguson, 2006a). This umbrella term
encompasses sub-terms of FAS, pFAS and ARND, each reflecting clusters of symptoms in
the spectrum of FASD characteristics (Chudley at al., 2005; Duquette et al., 2006).

Alcohol is a teratogenic substance, which interferes with development of an embryo
or fetus and can cause birth defects or developmental issues related to emotional, physical,
behavioural and cognitive development (British Medical Association (BMA), 2016; Mattson
et al., 2001). When alcohol is consumed during pregnancy, it can pass directly into the
placenta, entering amniotic fluid (BMA, 2016). Without a developed blood filtration system,
the fetus removes the toxic substance much slower than the mother, creating a reservoir
which is consumed and circulated (Gupta et al., 2016), disrupting cell growth and causing
cell death (BMA, 2016; Chung et al., 2021; Cook et al., 2023). The most significant effects
are related to neural development, as central nervous system (CNS) cells have a lower
toxicity threshold for alcohol and thus, experience more rapid cell death.

Not every woman who consumes alcohol during pregnancy gives birth to a child with
FASD (Warren & Foudin, 2001). The extent and severity of the effects of PAE are dependent
on several factors like volume, frequency of consumption and pregnancy stage (Mattson et
al., 2001), which are difficult to determine due to self-report measures (Brenna et al., 2017).
The first and third trimesters are particularly vulnerable periods to the effects of alcohol; the
first is critical for brain development, and the third relates to development of the cerebellum,

prefrontal cortex and hippocampus (BMA, 2016).
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Over the last two decades, understanding of FASD has shifted from moderate alcohol
consumption (one-two units) during pregnancy considered safe and reflected in UK guidance,
to recognising the damaging effects of PAE (Raymond et al., 2009; McQuire et al., 2019).
Research by Nykjaer et al. (2014) who surveyed 1,262 low-risk pregnant women across
2003-2006 exploring alcohol consumption during pregnancy, highlighted alcohol
consumption above the then government guidelines (<2 units per week), was highest in the
first trimester. Importantly, even ‘low’ consumption aligning with government guidance, was
associated with increased risk of adverse birth outcomes (e.g., low birth weight), compared to
non-drinking mothers. This growing evidence contributed to updated UK guidance in 2016,
advising abstinence from alcohol during pregnancy (DoH, 2016), alongside increased policy
attention, funding and development of FASD research and services (Mukherjee, 2022).

2.1.3 Diagnostic Challenges and Support

There are no specific diagnostic tests or biomarkers for FASD. Instead FASD is
identified through assessment of all aspects of the clinical inclusion and exclusion criteria,
ruling out possibility of other conditions (BMA, 2016). Diagnosis requires a multidisciplinary
approach completed by a range of professionals such as clinical psychologists, speech and
language therapists, paediatricians, educational psychologists (EPs) and occupational
therapists (Cook et al., 2016; NICE, 2022).

In 2015, the All-Party Parliamentary Group (APPG) for FASD was established to
raise awareness and influence policy. Despite this, UK support and diagnostic services
remain limited and inconsistent (Carrick & Hamilton, 2023), with support largely provided
by charities like The National Organisation for FASD (NO-FASD) and FASD Awareness.
Currently, the National FASD Clinic in Surrey is the only specialist NHS service, though the
centre faces resource constraints, waiting lists and limited capacity (BMA, 2016; NO-FASD,
2022; Westrup, 2013). Consequently, families have to seek private assessment, highlighting
ongoing inequalities in accessing services (APPG, 2015). Moreover, caregivers often
experience challenges obtaining professional support, limited pre-adoption information and
feel blamed for their child’s behaviour due to lack of knowledge and understanding of FASD
(Mukherjee et al., 2013)

In 2019, the first UK national clinical guidelines for CYP exposed prenatally to
alcohol were produced in Scotland (SIGN, 2019). In line with international guidelines, three
diagnostic labels were developed: FASD with sentinel facial features, FASD without sentinel

facial features and at risk for neurodevelopmental disorder and FASD. These guidelines
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outline there must be consideration for and documentation of any growth impairment or
growth defects, genetic factors and hereditary, prenatal or postnatal factors which may
influence developmental outcomes (SIGN, 2019). To meet criteria for diagnosis of FASD
with sentinel facial features all of the following must be present (SIGN, 2019):
e Simultaneous presentation of three sentinel facial features (short palpebral fissures-
narrow opening between upper and lower eyelids, smooth philtrum, thin upper lip)
(Figures 1 and 2).
e PAE confirmed or unknown
e Severe impairment (global score or major subdomain score on a standardised
neurodevelopmental measure >2 SDs below the mean), in three or more identified
neurodevelopmental areas (brain structure, motor skills, cognition, language, academic
achievement, memory, attention, executive functioning, affect regulation and adaptive
behaviour, social skills or social communication) or, in infants presence of microcephaly

(head circumference <2™ percentile).
Figure 1

Palpebral Fissure Length

Note. Measured by identifying the inner and outer corner of the eye. Reprinted with
permission from Canadian Medical Association Journal (Chudley et al., 2005).

Figure 2
Lip-Philtrum Guide, 5-Point Pictorial Scale

Note. Reprinted with permission from Canadian Medical Association Journal (Chudley et al.,

2005).
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In the absence of facial features, to meet criteria for FASD without sentinel facial
features, there must be both:
e Confirmed PAE
e [Evidence of severe impairment in three or more identified
neurodevelopmental areas (SIGN, 2019).

Given that sentinel facial features are present in less than 10% of cases, FASD has
been coined a ‘hidden’ condition, creating diagnostic challenges (Millar et al., 2017). For
children who have confirmed PAE and evidence of neurodevelopmental impairment, but do
not meet either aforementioned categories, at risk for neurodevelopmental disorder and
FASD was developed. This label may also be considered for individuals with all three
sentinel facial features, but who do not yet have evidence of impairment of at least three
neurodevelopmental areas; this label cannot be used when PAE is confirmed as absent. Often,
effects of PAE may not be present during early development, thus “at risk’ ensures continued
access to services. The diagnostic algorithm is detailed in Appendix A.

Although the UK is considered behind in FASD diagnosis and prevention, there have
been positive developments in service delivery. Building on SIGN (2019) guidelines, NICE
(2022) introduced quality standards for assessment and diagnosis, which applies across
England and Wales. NICE outline diagnosis should include review of family, social and
medical history, physical examination and assessment should result in Individualised
Management Plans.

2.1.4 Prevalence

FASD is considered the most common preventable developmental disability
worldwide (Hoyme et al., 2016). While knowledge of the damaging effects of PAE is
developing, fetal damage resulting from alcohol continues to occur (SIGN, 2019) and is
considered a public health concern (Riley et al., 2011; Scott & Sher, 2023).

Alcohol consumption data during pregnancy is limited, and reliability of self-report
measures should be interpreted with caution, as inaccuracies may exist due to fear of
judgement and stigmatising beliefs (BMA, 2016; Wilson et al., 2024). While the UK is
estimated to have the 4" highest prevalence of prenatal alcohol consumption worldwide
(Popova et al., 2017), limited studies have explored the UK FASD prevalence. Consequently,
the APPG for FASD and BMA highlighted the need for a UK population-based prevalence
study. In response, McQuire et al. (2019) sought to quantify the UK prevalence, to guide

policy and service development. They developed a novel FASD screening algorithm,
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developed from the Canadian diagnostic guidelines (Chudley et al., 2005), applied to pre-
existing data from a population-based birth cohort of pregnant women in Bristol between
1991-1992, (n=13,495). Findings indicated a prevalence of 6-17%, ranging depending on the
analysis strategy used (e.g., if data was available for all areas of CNS, growth, facial and PAE
measures (7.2%), data was assumed to be missing (6%), or statistical estimations were made
for missing data (17%) (Appendix B). Children from lower socioeconomic backgrounds,
unplanned pregnancies and males were more likely to positively screen. Despite limitations
like classifications by screening algorithms not reflecting formal diagnostic processes, the
study demonstrated the UK prevalence may be higher than estimations from studies across
Europe and the USA, which suggest 1-10% of children in the general population have FASD
(Lange et al., 2017; May et al., 2018; Roozen et al., 2016). Moreover, these figures suggest
the prevalence of FASD may be higher than the estimated UK prevalence of autism (1.1% in
adults, 1-2% in children) (Huang, 2020; NICE, 2025), though in comparison FASD remains
misunderstood and under-researched (Westrup, 2013). Despite this, McQuire et al. (2019)
drew on data collected in the 1990s, when no formal UK guidelines for alcohol consumption
during pregnancy existed, which therefore may not reflect current alcohol exposure aligning
with new guidance.

To address this and further explore the UK prevalence, McCarthy et al. (2021)
completed a two-phase active case ascertainment across three mainstream primary schools in
Manchester, considered the gold standard in prevalence research (Roozen et al., 2016). Using
prespecified criteria for elevated FASD risk (small for age, SEND, social, emotional and
mental health (SEMH) needs, care experienced), two hundred and three, 8-9-year-olds took
part in initial assessments of physical measures. Of the fifty children who screened positive
for elevated risk factors, twenty-six subsequently completed a detailed FASD assessment,
with the other twenty-four assessments not possible due to consent and contact difficulties.
Despite no participants having previously been identified with a developmental diagnosis,
twenty participants had a developmental disorder (inclusive of autism, attention deficit
hyperactivity disorder (ADHD), developmental language disorder and general learning
disability), of which four had FASD and four had possible FASD. Prevalence therefore
ranged from 1.8%-3.6% when including possible cases. Of the four cases which met criteria
for FASD, 75% had reported significant risk of PAE (4 or more drinks, on 4 or more
occasions, or >7 units a week during pregnancy) and 25% had no reported PAE. Despite
limits to generalisability outside this community, findings highlight the prevalence of FASD

is likely higher than current diagnosis rates, though may not be as high as estimates drawn
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from 1990s data (McQuire et al., 2019). This suggests a need for increased recognition and
diagnostic capacity for FASD, alongside a larger FASD prevalence study across the UK.
2.1.7 Comorbidity

Research indicates a substantial proportion of CYP with FASD remain undiagnosed
or misdiagnosed (Chasnoff et al., 2015; Hoyme et al., 2016), with four hundred and twenty-
eight identified co-morbid conditions, underscoring the complexities of diagnosis and support
(Popova et al., 2016). Diagnostic challenges are exacerbated by overlapping
neurodevelopmental and behavioural profiles with genetic syndromes like Williams
Syndrome, Cornelia de Lange Syndrome (BMA, 2016), and neurodivergent conditions like
ADHD, autism and reactive attachment disorder (RAD) (Bruer-Thompson, 2016; Kingdon et
al., 2015). Although NICE (2022) guidelines outline assessments should consider PAE as a
potential cause of neurodiversity, it can be overlooked (SIGN, 2019). Therefore, often CYP
are given alternative diagnoses, limiting access to support (APPG, 2015; Popova et al., 2016).

2.1.5 Legislative Context

The SEND Code of Practice (DfE & DoH., 2015) highlights the need for educational
professionals to maintain high expectations for CYP with SEND and promote inclusion, with
a focus on early identification and response to needs across four key areas. Although CYP
with FASD often present with needs across all areas, their needs are frequently overlooked
within the classroom (Blackburn, 2017). Therefore, recognition and support often depend on
diagnosis, despite persistent challenges accessing diagnostic services (Carrick & Hamilton.,
2023; Mukherjee et al., 2013). Moreover, under the Equality Act 2010, educational settings
must take steps to support CYP with disabilities, like FASD, promoting inclusion and equal
opportunities (Blackburn, 2017). However, limited diagnostic services mean many CYP
remain undiagnosed and therefore are not protected under the act, despite often having needs
beyond ordinarily available support (Lamb, 2021). Without diagnosis and support, CYP are
at greater risk of adverse outcomes in education, employment, substance use, and criminal
activity (House of Commons Education Committee, 2010), highlighting a gap between
legislation and access to support, with a need to raise understanding of FASD.

2.1.6 Developmental Implications

PAE can result in a range of adverse outcomes which persist across the lifespan such
as neurodevelopmental abnormalities, growth deficiencies, cognitive, social, emotional and
behavioural challenges (Chudley et al., 2005; Hoyme et al., 2016), alongside later risks of

substance misuse, involvement in youth justice, unemployment and social difficulties (Knorr
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& Mclntyre, 2016; Salmon & Beutow, 2012). While effects are not homogenous, studies
highlight commonalities in observed implications on brain development and resulting needs
(BMA, 2016; Mattson et al., 2011). One of the most commonly reported implications is
cognitive difficulties (Dalen et al., 2009), with particular difficulties with short-term memory,
attention and understanding mathematical concepts (Blackburn, 2010a). Moreover,
difficulties with executive functioning are considered a hallmark of FASD, with difficulties
with self-regulation, planning, flexible thinking and inhibition (Kingdon et al., 2015;
Martinez-Cengotitabengoa et al., 2023; Mattson et al., 2011). PAE also likely disrupts
development of brain regions involved in language development, resulting in speech and
language difficulties (Hendricks et al., 2018; Martinez-Cengotitabengoa et al., 2023).
Individuals with FASD can also experience SEMH challenges (Knorr & Mclntyre, 2016),
social difficulties (Davis et al., 2013; Duquette et al., 2007) and sensory processing needs
(Carr et al., 2010; Du Plooy, 2017). Together, these differences can make it challenging to
manage daily life (Blackburn, 2010a) and can become more apparent in educational contexts
due to the social and academic demands (Price et al., 2017), with school reported as a
primary stressor (Millar et al., 2017).

In summary, FASD is a lifelong, brain-based disorder which requires ongoing support
across health, education and social care (Chudley et al., 2005; Mukherjee et al., 2012). While
the UK has progressed its diagnostic approach since SIGN, (2019) and NICE, (2022)
guidelines were introduced, there exists limited understanding, with challenges accessing
diagnostic services, support and navigating life with FASD. Given the estimated prevalence
of FASD (McCarthy et al., 2021), there is a need to raise awareness, reduce stigma and
enhance support.

2.2 Literature Review Aims and Terminology

This literature review provides a critical overview of research exploring the
educational experiences of CYP with FASD. A narrative review was adopted, organising
literature into themed subheadings to explore how FASD presents across educational
contexts, including associated barriers, facilitators, strengths and needs (Collins & Fauser,
2005; Sukhera, 2022). Narrative reviews allow critical analysis of existing literature to
provide a comprehensive overview of a topic through identifying themes, offering flexibility
and relying on the researcher to select, interpret and synthesise studies into a coherent
account, identifying research gaps (Bryne, 2016; Ferrari, 2015; Sukhera, 2022). It is also

hoped the review can provide a resource to raise awareness and understanding of FASD. This
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approach was appropriate given that narrative reviews can be useful in exploring under-
researched topics, like FASD, and aligned with an interpretivist paradigm adopted within this
research, recognising reality and knowledge as dynamic and subjective (Sukhera, 2022). A
systematic review was not deemed suitable, as its focus on strategically evaluating identified
studies to answer a specific question may restrict exploration of lived experiences (Grant &
Booth, 2007; Nightingale, 2009). Instead, the review prioritised CYP’s perspectives to
explore; What are the educational experiences of CYP with a diagnosis of FASD?
Acknowledging individuals are not independent of their contexts (Orsini, 2012) and there is
limited research eliciting CYP’s views, broader literature was explored to understand the
ecological and systemic impacts of FASD, including perspectives of those supporting CYP
across home, school, healthcare and community contexts.

To develop a conceptual understanding of FASD, associated terminology and
language to inform the review search terms, the researcher explored sources like Google
Scholar, NICE, National FASD, FASD Awareness, SIGN, and government publications. As
aforementioned, of note is the variation in fetal and foetal within publications and research,
reflected within search terms. The main search was conducted using EBSCO Host, alongside
databases like ERIC and Science Direct, and was extended using snowballing techniques
exploring relevant cited materials, alongside supplementary Google Scholar searches.

While more typical of systematic literature reviews, Table 1 provides the review
search terms to improve transparency and reproducibility (Collins & Fauser, 2005), stating
the boundaries of the topic search (Sukhera, 2022). The Boolean operator ‘OR’ was used to
encapsulate the variable terminology associated with FASD. The Boolean operator ‘AND’
was applied to identify research relating to CYP’s perspectives and experiences, alongside a
focus on education. Initially the search was limited to UK-based research, however this
yielded fourteen articles, two of which met inclusion criteria (Appendix C), reflecting the
scarcity of UK-research. Consequently, the search was extended to include relevant
international literature from Canada, New Zealand, Australia, and the USA. Much of the
existing evidence originates from Canada, likely reflecting earlier diagnostic guidelines
(2005), comparative to the UK (2019), alongside support for research (Chudley et al., 2005;
NICE, 2022; SIGN, 2019).

Table 1

Literature Review Search Terms

Search Terms
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"Foetal alcohol spectrum disorder” OR “fetal alcohol spectrum disorder” OR “foetal
alcohol syndrome” OR “fetal alcohol syndrome” OR “partial foetal alcohol syndrome”
OR “partial fetal alcohol syndrome” OR “alcohol related neurodevelopmental disorder”
OR ““alcohol related birth defects” OR “prenatal alcohol” OR “pre-natal alcohol.”

AND

"Education" OR "school" OR "teaching" OR “classroom”

AND

"Views" OR "experiences" OR "opinions" OR "perspective" OR "voice"

AND

"Child" OR "children" OR "young people" OR "student" OR "pupil"

The review was initiated in August 2024 with additional searches conducted
intermittently until March 2026 to incorporate publications meeting inclusion criteria (Table
2).

Table 2

Inclusion/Exclusion Criteria of Literature Search

Inclusion/Exclusion Criteria

e Published and peer-reviewed research was preferred. Given the scarcity of research,
‘grey’ literature which was pertinent and relevant was included (e.g., theses).

e Research available in English Language was included, due to not having access to
translation services.

e Research conducted after 2000 was preferred to ensure the review was current; pertinent
studies published prior were included given the limited literature and historical context of
FASD.

e Primary research exploring other teratogens (e.g., drugs) were not included, as alcohol is

the only teratogen included under FASD (SIGN, 2019).

The review considers factors relating to school, home, healthcare, community, society
and implications for CYP’s experiences. Several studies are pertinent to multiple themes, thus
are explained in-depth when introduced and referenced in later subthemes. Recognising
development is dynamic and individuals do not develop in isolation (Orsini, 2012), literature
was viewed through the lens of Bronfenbrenner’s Bioecological Model of Human
Development (Bronfenbrenner & Morris, 2006). This framework highlights the multilayered,
interconnected systems in which development occurs, which interact reciprocally with each

other and the developing individual (Figure 3). This framework supported consideration of
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how different contexts and interactions at multiple systems can shape experiences. The model
builds on Bronfenbrenner’s (1979) Ecological Systems Theory, incorporating the ‘bio’ aspect
to acknowledge the active role of the child and influence of individual characteristics on
development (Tudge et al., 2009). This is key in the context of FASD, given its’ medical
basis and thus, influence of biological factors on experiences and development. Moreover,
this model aligns with the interpretivism paradigm adopted in this research, highlighting
interpretations of experience are shaped by interactions within societal and cultural contexts
(Chowdhury, 2014; Whitley, 1984). The dynamic nature of development was further captured
through the Process-Person-Context-Time Model, which emphasises the central role of
proximal processes (ongoing interactions between an individual and their environment), in
driving development (Tudge et al., 2009). Thus, the later model shifted away from viewing
individuals as bystanders of environmental influence, instead recognising how personal

characteristics influence development (Bronfenbrenner & Morris, 2006).
Figure 3

A Visualisation of Bronfenbrenner and Morris’ (2006), Bioecological Model of Development,
Created by the Researcher

Microsystem

The Individual
(sex, age, health
etc.)

Family, School, Peers,
Health Services etc

ﬁ Time
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Four of five systems of the Bioecological Model were pertinent in this review:
microsystem, mesosystem, exosystem and macrosystem. Central to the model is the
microsystem, encompassing individuals’ immediate environments and direct interactions
which most strongly influence daily experiences (e.g., family and school). The mesosystem
reflects interconnections between two or more microsystems (e.g. home-school). The
exosystem includes indirect influences on the child, but which influence development and
experiences, like mass media, education policies and social care systems. The macrosystem
captures broader cultural and societal values, ideologies and beliefs like educational values
and responsibility of the individual or collective (Bronfenbrenner & Morris, 2006).

The chronosystem was later introduced to reflect the influence of time and historical
context on development (Bronfenbrenner, 1986), such as attitudes towards childhood.
However, it was not considered relevant to this review due to the individualistic nature of
chronosystem factors on development, which are not typically reflected in research exploring
multi-sample populations. Nevertheless, it would be valuable to explore the impact of
chronosystem-events like the COVID-19 pandemic on educational experiences and the
importance of chronosystem influences is reflected on further in chapter three.

While broader systems provide important context, the microsystem was the most
prominent within this review related to educational experiences. Viewing literature through
this framework (Bronfenbrenner & Morris, 2006) supports understanding of CYP’s
experiences as multifaceted and shaped by interactions across multiple systems. Their
experiences therefore cannot be understood in isolation, but through the influence of multiple
interacting factors.

2.2.1 The Developing Person: Individual Characteristics, Meaning-Making and
Educational Experience.

As highlighted by Bronfenbrenner and Morris (2006), CYP play an active role in their
development. Therefore, this section explores how individual characteristics can shape
interactions and the educational experiences of CYP with FASD.

Cognition and Learning. PAE is associated with various cognition and learning
needs (Millians, 2015), described as primary effects (Wilson et al., 2024). These can
contribute to later secondary effects, impacting educational experiences, employment, mental
health and involvement with the justice system (Streissguth et al., 1996; Wilson et al., 2024).
Research highlights poorer educational outcomes for CYP with, than without sentinel facial

features, performing lower across processing speed, IQ and executive functioning (Martinez-
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Cengotitabengoa et al., 2023), highlighting the need for individualised support. Despite
recognised challenges, learning needs are frequently overlooked as these CYP often score
within the average or borderline range on IQ tests, which provide a partial view of cognitive
abilities (Mattson et al., 2001). Such assessments can miss significant impairments frequently
observed in individuals with FASD, like memory, attention, executive functioning, language
development and visual-spatial abilities (Davis et al., 2011; Kodituwakka 2007; Mattson et
al., 2011), which has implications for support provided. Moreover, due to the broad variation
in strengths and needs, CYP with FASD often present with ‘spiky’ neurodevelopmental
profiles (Blackburn et al., 2012; Henshaw, 2012). Therefore, while cognitive measures can
provide understanding, reliance on these assessments can limit more complex understanding
of FASD and CYP’s experiences and may adversely shape support.

Cognitive difficulties have clear implications for learning and thus, educational
experiences. A consistent finding is CYP with FASD experience difficulties in maths
(Howell et al 2006; Knorr & Mclntyre, 2016), described as “one of the hallmarks of FAS”
(Duquette & Orders, 2013, p.73). These difficulties may be underpinned by atypical
development in parietal and frontal brain regions, (Dehaene et al., 2004), and commonly
experienced working memory difficulties (Adams & Hitch, 1997; Klein & Bisanz, 2000),
which are crucial for mathematical thinking (Rasmussen, 2005). However, research exploring
this area (Rasmussen, 2005; Rasmussen & Bisanz, 2011) is limited by only including
younger children (aged 4-6) and narrowly focusing on maths performance, limiting
understanding of how these difficulties may present across subjects and as education becomes
more complex, such as in secondary school.

Although not all children with FASD have SEND, attainment gaps between these
CYP and their peers often widens as children progress into secondary school (Roberts, 2015).
Despite this, research exploring school experiences remains limited and often focuses on
small samples or retrospective accounts. Duquette et al. (2006) used a multiple case study
approach to explore the secondary school experiences of eight CYP (aged 15-20), with FASD
living in America or Canada, considering why these adolescents persist in school (complete
their education). Tinto’s (1975, 1997) Student Integration Model (SIM) was adopted as a
theoretical framework, exploring the interplay between background characteristics and
attributes which contribute to goal attainment, academic and social integration.
Questionnaires and semi-structured interviews were inductively analysed by coding data,
organised into categories informed by Tinto’s SIM. All participants experienced academic

challenges, particularly in maths and reading, becoming easily frustrated by failure and
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challenge. The research’s focus on CYP perspectives was unique, as prior research primarily
focused on adult’s (e.g. teachers or caregiver) perspectives. Moreover, a multiple-case
approach allowed the researcher to make comparisons between participants data, and such
conclusions are more powerful than single case studies, (Yin, 2003) increasing
generalisability (Baxter & Jack, 2008; Vannoni, 2015). Despite this, all participants were
adopted so the experiences of CYP who remain with their birth parents or have unstable care
placements may differ, particularly in relation to parental advocacy and support, which was
identified as a theme in the research.

Knorr and MclIntyre (2016) also highlighted academic challenges experienced by
CYP with FASD, through retrospective experiences of four adults (aged 19-30) with FASD
from Canada. The research hoped to understand participants’ experiences and successes,
moving away from deficit-orientated research. Semi-structured interviews were qualitatively
analysed into three themes: “I don’t fit in”, negative school experiences leading to anger and
frustration toward diagnosis; intergenerational alcoholism, child abuse, and drug addiction;
healing the wounds, sources of strength, success, and helping others. All participants
highlighted difficulties with academics, particularly maths, with frustrations understanding
learning and applying this independently, despite desire to do well. Difficulties understanding
resulted in disengagement, inattention and frustration, leading to participants getting into
trouble and causing anger towards their diagnosis.

The literature highlights links between the cognitive implications of FASD and
difficulties experienced in education, yet there remains limited research exploring these
CYP’s educational experiences in the UK, particularly that which elicits CYP’s voices.

Self-Advocacy and Individual Strengths. Aforementioned Knorr and McIntyre’s
(2016) research exploring the retrospective experiences of four adults with FASD from
Canada, highlighted individual’s strengths in overcoming challenges and achieving success.
Although participants faced multiple adverse experiences, they demonstrated resilience and
perseverance in school and general life. Participants had a resilient attitude towards adversity
and their experiences as a result of their diagnosis, expressing their diagnosis did not define
them and their capabilities. One participant’s resilient attitude helped her overcome an
alcohol and drug addiction, manage years of abuse and access her post-secondary
programme. Although this study relied on self-reported experiences which may differ from
caregivers’ accounts, it highlighted the resilience and perseverance of these individuals in

navigating life and education with FASD.
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Research highlights that for CYP with FASD, accessing the curriculum may rely on
self-advocacy. Brenna et al. (2017) highlighted how awareness of strengths and difficulties
can support engagement in learning, through an in-depth case study of a young adult with
FASD (Nathan) in Canada, using photovoice methodology and semi-structured interviews.
Data was deductively analysed identifying four themes; need to balance support with desire
for independence, self-awareness of strengths and challenges, attitude and adaptation
strategies for navigating life with FASD, identified needs and advice for others. Nathan
demonstrated awareness of his learning challenges in reading, maths, writing, memory and
attention, though his attention and motivation increased when he had strengths in the topic,
suggesting a link between motivation and self-efficacy. Nathan’s account demonstrated his
ability to seek support, while advocating for independence in areas of strength. However, his
experiences suggest accessing learning places overreliance on CYP to understand their needs
and advocate for support. This raises concern as although Nathan could advocate, this may
not represent experiences of the broader FASD population, particularly when considering the
broad spectrum of implications and needs. Therefore, overreliance on self-advocacy to access
learning may exacerbate educational difficulties.

Although generalisability to the wider FASD population is limited by the single-case
design (Brenna et al., 2017; Priya, 2020), the researchers clearly state their intentions to
recruit a limited sample and provide a rich understanding of an individual’s experiences to
inform possibilities in the wider population (Maxwell, 2021). Moreover, consideration of
individual experience is pertinent given the heterogeneity of FASD (Brenna et al., 2017). It is
important to highlight Nathan’s account was retrospective which may impact accuracy,
though triangulation of interviews with Nathan and his parents’ somewhat controls for this.
Despite limitations, the study provides valuable insights into the educational experiences of
an individual with FASD, taking a novel strengths-based and participatory approach using
photovoice, shifting away from deficit-orientated literature and meaningfully including this
underrepresented population (Fladet & Nes, 2021; Wang & Burris, 1997). Their approach
also enabled participant-led identification of pertinent topics, addressing power dynamics in
research exploring lived experiences of phenomena that researchers likely do not have direct
experience of (Brenna et al., 2017; Sutton-Brown, 2014). While the research highlights the
potential role of self-advocacy in accessing learning, it also identifies a gap in understanding

how CYP with FASD navigate learning environments, particularly in the UK-context.
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2.2.2 Microsystem

The educational experiences of CYP with FASD are shaped not only by individual
characteristics, but also by interactions in immediate environments, reflecting the
microsystem (Blackburn, 2017; Bronfenbrenner & Morris, 2006). The microsystem refers to
settings and relationships CYP directly interact with such as parents, siblings, peers and
teachers (Bronfenbrenner, 1979). This section explores how these interactions shape these
CYP’s educational experiences.

2.2.2.1 The School System. School plays a key role in shaping educational
experiences through classroom practices, relationships, peer interactions and systemic factors.

Belonging. Despite predominance of international research in this field, Hammond’s
(2021) doctoral thesis represents the first UK-based study to explore school belonging with
CYP with FASD (aged 7-10) in mainstream settings. Using a participatory, mosaic approach,
data was collected using semi-structured interviews and analysed using IPA. All participants
felt they belonged in their settings, attributed to four themes. ‘School Ethos and Sense of
Community’ was fundamental in fostering a positive sense of belonging, supported by school
rules and values, extracurricular activities, responsibility for pets and parental support
bridging the gap between home and school. ‘Relatedness to Peers’ highlighted inclusion in
peer groups as instrumental to belonging, reflecting the importance of play and support from
friends in school, with one participant naming his peers as more supportive in learning than
teachers. Participants reported attributes of staff who helped them feel safe, secure and
accepted and CYP benefitted from being held in mind during the COVID-19 pandemic,
captured within ‘Staff Attributes and Teaching Practices’. When teachers understood
participants’ needs, they provided more tailored support. ‘Myself as a Learner’ captured
participants’ awareness of their strengths, needs and factors which helped them to feel
academically integrated such as working hard, praise, agency and autonomy in learning.

The findings highlight the relational and contextual nature of belonging, alongside the
role of self-awareness in navigating educational experiences. Hammond’s strengths-based,
participatory research, framed in ‘what works’ is a notable contribution to the evidence base
which primarily focuses on deficits, demonstrating how a mosaic approach can capture these
CYP’s voices, which are underrepresented in research. However, the research is not in a peer
reviewed journal and generalisability is limited by the small sample, who were primary-aged,
mainstream-educated and adopted or fostered. Thus, there is a need to explore the

experiences of school belonging for CYP with FASD in secondary settings, where social and
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academic contexts are typically more complex, alongside seeking to include CYP across
more diverse contexts (e.g. care status and education setting).

Social Integration and Managing Emotions. While some research highlights positive
experiences of belonging (Hammond, 2021), wider literature suggests CYP with FASD often
experiences social exclusion within school. Despite desires to fit in, academic challenges
mean these CYP are often placed in specialist classes, contributing to social isolation and
difficulties with peer relationships (Dow, 2020; Wilson et al., 2024). Findings from Knorr
and Mclntyre (2016) similarly indicate CYP’s experiences of limited belonging in
educational settings, with CYP’s heightened awareness of difference, “I didn’t fit in”, “loner”
and “outcast” (p.60-61), resulting in frustration towards their diagnosis and difficulties
managing emotions. Social challenges were reflected in one participant acting out in an
attempt to seek any attention, reported as behaviour learnt through the home context to be
noticed. All participants reported difficulties making friends, attributed to being “shy” (p.61),
peers being “mean” (p.61) and not wanting “to be friends with anyone who was slow” (p.60).

Participants also reported being bullied in school (Knorr & Mclntyre, 2016), resulting
in reluctance to attend. One participant reported being extremely impressionable, highlighting
the vulnerability of these individuals to social exclusion within education and society
(Mukherjee et al., 2013; Skorka et al., 2020). The findings highlighted a cycle of limited
belonging and social isolation. In attempts to gain acceptance or attention with awareness
they did not fit in, CYP adopted maladaptive coping strategies (e.g., acting out), resulting in
increased social isolation. Similarly, not fitting in led to bullying, which resulted in further
isolation through reluctance attending or engaging in antisocial behaviours, intensifying
difficulties navigating school. The findings highlight the social integration difficulties in
education for these CYP, shaped by academic challenge, emotional, behavioural and
relational factors. However, the findings are drawn from research outside the UK and thus
further exploration in UK education contexts is needed to better understand how experiences
may differ between contexts.

Establishing and Maintaining Appropriate Friendships. Research highlights these
CYP’s difficulties establishing and maintaining friendships in school. Duquette et al. (2007)
used questionnaires and open-ended interviews with eight CYP with FASD from Canada who
were attending high school or had recently graduated, and their parents, to explore secondary
school experiences and inhibitory or contributing factors to persistence, informed by Tinto’s
SIM (1975, 1997). Social integration was one of three overarching themes. Most participants

reported having friends and feeling socially comfortable, with connections associated with
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peers rather than teacher relationships. Although CYP valued peer relationships, 50% noted
difficulties sustaining friendships. Participants’ social experiences varied, dependent on
situational factors such as peers and the environment of interactions. One participant reported
being more comfortable in special classes because of the peers present. Adoptive parents
reported that although CYP expressed a sense of belonging, they often chose inappropriate
friendships and struggled to distinguish between friends and acquaintances, attributed to
developmental immaturity associated with FASD. Worryingly, the two CYP who attended
private settings adapted their behaviour to socially survive, viewing peer relationships as vital
in navigating school. While conducted outside the UK, these findings highlight the social
vulnerability of CYP with FASD in educational contexts.

Similar findings were highlighted in Duquette et al. (2006) prior research exploring
persistence in high school. Data collected from questionnaires and semi-structured interviews
were inductively analysed and organised into categories. All eight CYP reported having
friendships, though four CYP indicated difficulties keeping friendships and three
acknowledged they were not accepted by their peers. Peers helped participants socially and
academically survive, such as dealing with bullies and supporting with learning. Moreover,
parents highlighted CYP considered themselves to be more socially integrated than they
were, and those they considered friends were acquaintances, with superficial understanding
of friendship. The findings highlight CYPs reliance on peers to navigate school, alongside
difficulties establishing and maintaining relationships, reinforcing their social vulnerability.

In contrast, Duquette and Orders (2013) suggest social integration may become less
prominent in post-16 education. They explored post-16 experiences of four individuals with
FAS or ARND in Canada or the USA, and what helps secondary students persist beyond
compulsory school age. Participants were 26-43 years old, thus reported on their retrospective
experiences. In-depth interviews with CYP were analysed and grouped into categories,
informed by Tinto’s SIM (1975, 1997). A key aspect of the SIM is social integration, though
only one participant reported being socially integrated in their post-secondary setting. This
participant’s mother highlighted their vulnerability, as they become friends with people who
were negative influences and were easily influenced to participate in activities like drinking,
which were linked to him dropping out of education. For the other participants, the researcher
highlighted their limited reports of social integration may relate to negative social
experiences in primary and secondary settings, which may have resulted in caution of
friendships in post-16 settings. Therefore, in contrast to Duquette et al. (2006, 2007) previous

research, for these CYP, social integration did not contribute to persistence to complete
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college, though this highlights the ongoing experiences of social vulnerability for these CYP,
which should be explored further in different contexts. Moreover, due to participants’ age,
reliability of retrospective accounts should be interpreted with caution, as time between their
lived experiences and recall may impact accuracy of accounts.

Although Knorr and Mclntyre (2016), Duquette et al. (2006, 2007), and Duquette and
Orders (2013) studies were conducted in Canada and may not reflect experiences in UK-
contexts, findings provide insights into the social challenges experiences by CYP with FASD
within education. Therefore, further UK-based research is needed, particularly exploring how
CYP interpret and understand their experiences of social integration, as findings suggest
caregivers may be more aware than CYP themselves, of the extent of their social integration
difficulties.

Classroom Environment and Individualised Support. Research suggests CYP with
FASD benefit from structured, individualised classroom support. Duquette et al. (2007)
aforementioned research exploring inhibitory or contributing factors to persistence in
secondary school, highlighted successful school experiences were associated with being able
to participate academically through passing courses, completing work and obtaining
certification. CYP benefited from classroom adaptations, high expectations and challenge,
which was particularly reflected in specialist, private schools with smaller classes. Similar
findings were highlighted by Duquette et al. (2006) whereby participants who moved to
private schools commented on their positive experiences, with one participant highlighting
how this improved her confidence and involvement in her setting. Another benefited from
teachers’ hands-on approach and influence from positive role models, identifying friends as
the reason she persisted. However, within Duquette et al. (2007) research, the curriculum and
teachers were identified as factors inhibiting school persistence. Some CYP experienced
mismatches between their needs and curriculum demands, with work being insufficiently
challenging or overly difficult. Parental accounts further highlighted barriers to accessing
learning, such as teachers’ inflexibility to make adaptations and lack of understanding,
attributed to the lack of physical visibility of FASD, resulting in fighting for teachers to
implement support.

Together these findings suggest instead of removal of educational challenge, these
CYP require adjustments tailored to individual needs, alongside support from attuned adults.
The findings also suggest links between adaptations, expectations and smaller class sizes in
supporting motivation and positive engagement, though these findings are limited by the

focus on experiences in Canada. However, UK-based research (Hammond, 2021) focusing on
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primary-aged CYP’s experiences of school belonging similarly highlights the importance of
an individualised approach and tailored provision. When teachers understood participants’
needs, they were perceived as skilled in offering adjustments, and such adaptations
contributed to perceptions of school success. Therefore, research conducted in the UK and
Canada highlights the importance of individualised support for CYP with FASD, supported
by staff understanding CYP’s needs and flexibility of adjustments. While this has been
explored in UK primary contexts and internationally in secondary contexts, there remains
limited understanding of how such support is experienced in UK secondary schools, where
increased teachers, transitions between classes and often reduced parental involvement may
exacerbate challenges.

Relationships as a Protective Factor. Supportive relationships appear central to
positive educational experiences. Skorka et al. (2022) explored the lived experiences of four
adolescents (aged 12-18) with FASD in Australia, through semi-structured interviews and
photo elicitation analysed using IPA. The findings highlighted the key role of positive
relationships with caregivers and friends in supporting participants to navigate their daily
lives. The importance of such relationships was also reflected in educational contexts, with
greater enjoyment in lessons when teachers took time to form relationships. These findings
highlight how relationships can be a protective factor to these CYP’s educational and daily
experiences, with strengths in adopting a photo elicitation approach, to support inclusion of
these CYP.

Similarly, Duquette and Stodel (2005), highlighted the importance of relationships
through their pilot study which preceded their later research, exploring the educational
experiences of CYP with FASD and factors which make school positive. Within this study,
questionnaires were completed by seven adopted CYP who had FASD (aged 9-28) and
eleven parents. These participants were invited to take part in semi-structured interviews and
four CYP and five parents agreed to take part. Themes were identified through qualitative
analysis which highlighted that although experiences of positive teachers varied, a key
element which contributed to successful school experiences was caring teachers who were
knowledgeable about FASD and made accommodations. CYP found it supportive when
teachers helped them achieve their goals, supported their behaviour, used simple language,
visuals and slow explanations and a peer buddy system to support understanding. These
findings highlight the positive influence accommodating and understanding teachers can have
on these CYP’s educational experiences. However, there are validity concerns about data

collection methods as questionnaires were completed at home, thus it is hard to ensure CYP’s
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views were not influenced by caregivers. However, triangulating differing viewpoints
through questionnaires and semi-structured interviews increases the trustworthiness of
accounts. The study was also completed in one small area of Canada and thus may not be
representative of experiences outside of this population, however the pilot nature of this
research laid the methodology foundations for their later research.

While these studies focus on experiences in Canada and Australia and thus may not be
representative of CYP’s experiences of FASD in different countries, the findings consistently
position relationships as central in shaping and mediating educational experiences, with a gap
to explore this further in different contexts.

Lack of Teacher Knowledge and Support. A common challenge highlighted in
literature, is limited teacher knowledge of FASD and associated implications (Green et al.,
2014; Sanders & Buck, 2010; Watson et al., 2013) which can shape these CYP’s educational
experiences. Skorka et al. (2020), conducted a critical review of literature exploring the
experiences of CYP (aged 5-18) with FASD and their families and impacts on daily
functioning across school, home and the community. Eleven papers were included and coded
to identify themes. Inadequate school support was identified and parents reported frustrations
regarding staff’s limited understanding of CYP’s needs, particularly their responses to
behaviour, resulting in communication breakdowns and inappropriate support. Limited
teacher knowledge was also highlighted by Duquette et al. (2007). Teachers were identified
as a factor which inhibited school persistence for adolescents with FASD, due to not
implementing provision, lacking knowledge and being unsympathetic as they did not believe
these CYP struggled to complete work.

Similar findings regarding teacher knowledge were identified in UK research
exploring adolescents lived experiences of FASD across home, school and community
contexts. Eodanable et al. (2024) used photovoice methodology and semi-structured
interviews with eight adolescents (mean age=14.5). Participants identified labels for photos
and used codes of focus (e.g., what, who, where) to develop categories, the researcher then
conducted IPA of transcripts, developing two themes. ‘Adolescents living with FASD’
captured the breadth and variation of challenges alongside supportive measures experienced
by these CYP. ‘Supports and coping with FASD’ captured educational adaptations. Adult
support was crucial, particularly from Teaching Assistants (TAs), however participants had a
contrasting view of teacher support, feeling dismissed and teachers focusing on the pace of
the curriculum rather than support. Due to teachers’ limited knowledge, experiences

supporting FASD and assumptions of disability, one participant felt the need to teach their
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teacher how to support their needs related to FASD. Despite this, teachers often maintained
an expert role, dismissive of CYP’s suggested adaptations. These findings highlight how
limited teacher knowledge and adaptation can shape experiences and perceptions of school,
contributing to a scarcity of literature as the first UK-based published research exploring the
experiences of adolescents with FASD across home, school and community. Moreover, using
participatory methods is a strength as non-verbal strategies can empower CYP to share their
voice and have autonomy in research, pertinent for CYP with FASD whose cognitive
challenges may limit participation (Overmars-Marx et al., 2018). Participants were diverse in
relation to school placement and care status, but were all from white ethnic backgrounds, thus
findings may not reflect the experiences of CYP with FASD from different ethnicities.
Consideration of how societal and cultural factors may shape educational experiences of CYP
with FASD is pertinent given estimated prevalence rates of FASD are much higher in
developing counties, such as 28% in South Africa (May et al., 2018), echoing the principles
of Bronfenbrenner’s bioecological perspective in understanding experiences (Bronfenbrenner
& Morris, 20006).

While teacher knowledge has been explored in adolescent samples, (Duquette et al.,
2007; Eodanable et al., 2024) similar findings were reflected across preschool, elementary,
secondary and post-16 contexts. Ryan and Ferguson (2006a) explored the diagnostic process
and experiences of professionals and families of five CYP (aged 3-19) with FASD from
Alaska, over a three-year qualitative study. Data represented a subset of their larger data set
exploring later life outcomes for CYP with FASD (Ryan & Ferguson, 2006b), thus these
were the same participants at a younger age. Data was collected through semi-structured
interviews with various stakeholders, observations (400+ hours) of school, home and
professional settings, alongside analysing documents. Three themes were identified. ‘On, yet
under the radar’ highlighted the invisible nature of FASD observed across home and school,
despite increased societal awareness of FASD in Alaska. One teacher suggested these CYP
go under the radar as their needs do not present as the greatest in class. While research
suggests teachers can be reluctant to believe CYP’s presenting needs (Duquette et al., 2007),
these findings suggest needs may go undetected due to the ‘hidden’ nature of FASD,
alongside other CYP presenting with more overt needs (Millar et al., 2017). Thus, attributing
these challenges solely to teacher knowledge may risk oversimplification. Moreover, Ryan
and Ferguson’s (2006a) findings suggest adaptations are dependent on experience, becoming
embedded in practice for experienced teachers, identifying they do not overtly treat CYP with
FASD differently. Less experienced teachers echoed not doing anything differently, though
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this did not hold the same meaning, as these teachers became frustrated by the need to make
adaptations. These findings highlight the importance of teacher training to ensure teacher
confidence and consistency supporting these vulnerable CYP. A culture of blame on teachers
is unhelpful. Instead, a meta perspective is needed to consider how exosystem factors, like
limited funding for training and societal knowledge of FASD (Bronfenbrenner & Morris,
2006) can shape teachers’ confidence knowledge and reliance on experience-based strategies.

Literature suggests CYP with FASD navigate educational environments shaped by a
complex interplay of classroom practices, relationships and teacher knowledge. While
individualised support and positive relationships can be protective, experiences are
inconsistent. Moreover, much of the existing research is based on small samples outside of
the UK and there remains limited research focusing on how CYP experience these factors
within UK secondary education settings. This highlights a need for research which centres
CYP’s voice, to better understand how school-based factors shape their experiences.

2.2.2.2 The Home Context. The educational experiences of CYP with FASD are also
shaped by interactions within the home context, like support and advocacy from caregivers,
reflecting the microsystem. This section therefore explores how these interactions shape these
CYP’s educational experiences. Some elements also reflect the mesosystem, such as
interactions between parents and supporting services, explored in greater depth later in this
review.

Parents as Advocates. Within literature, CYP highlight family support as central in
predicting educational experiences (Duquette et al., 2007; Stade et al., 2011). Within
Duquette et al. (2007) research, parental support strongly contributed to persistence in
secondary school, with five of eight participants noting their parents as the reason they
remained in school. Parents not only provided academic support, but also emotional support
and advocacy. Parents spoke of “battles” (p.587) with healthcare professionals in receiving an
accurate diagnosis for their child and with educational professionals in relation to school
placement and classroom adaptations. Parents were knowledge-disseminators, informing
teachers and professionals about support needed, thus parental advocacy was the strongest
predictor of school persistence. While this study highlighted parents as protective for these
CYP within education, their sample was limited to adoptive parents who had adopted CYP at
a young age. Therefore, the research has limitations to generalisability due to its Canadian
context, alongside the perspectives of birth parents and caregivers adopting CYP at a later

stage not being included, whose experiences and ability to advocate may vary.
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Similar findings regarding parental support and advocacy were highlighted by Stade
et al. (2011) in Canada, exploring CYP’s experiences of living with FASD. Twenty-two
participants with FASD (aged 6-18) completed multiple in-depth interviews, analysed using
Colaizzi’s method (descriptive phenomenological approach), to understand how CYP make
sense of their experiences. Three overarching themes encapsulated participants’ experiences:
knowing their disability, feeling alone-feeling supported and overcoming the disability.
Support received from caregivers (biological, kinship, adoptive and foster), was central to
CYP’s experiences. While the research focused on day-to-day life experiences rather than
specifically educational experiences, the unstructured nature of interviews allowed
participants to explore pertinent areas. Given that all participants commented on the
significance of parental support across home, healthcare and education, parental advocacy
appeared central to these CYP’s experiences. The research has strengths in including CYP of
various ages, who commented on their current experiences, avoiding limitations of
retrospective accounts noted previously. Moreover, their inclusion of CYP who remain with
their biological parents (»=3) and relatives (n=2) provides valuable insights, since
aforementioned studies were limited to adoptive or foster families (Duquette et al., 2007).
While relevant to Canada, these findings add nuanced understanding suggestive that parental
advocacy is key for both adopted CYP and those living with biological relatives.

Although research highlights the positive impacts of parental support for CYP with
FASD, literature also highlights overreliance on parental advocacy and knowledge (Domeij et
al., 2018; Wilson et al., 2024). Within their scoping review of studies exploring lived
experiences of individuals with FASD, Wilson et al. (2024) highlighted lack of knowledge
and support as a major challenge. Parents felt they needed to advocate for their child
(biological or adoptive) to ensure they are understood and supported, sharing knowledge to
counteract professionals’ knowledge. Professionals acknowledged feeling unprepared and
unsupported to help CYP with FASD, relying on caregiver knowledge. This was particularly
pertinent in education settings to ensure learning was within CYP’s abilities. Studies were
predominately conducted in Canada (n=36), likely reflecting earlier diagnostic guidelines’
comparative to the UK and support for research, thus the findings may not reflect experiences
outside this context, with only four UK studies included. Moreover, some participants self-
reported FASD, reflecting diagnostic challenges, therefore caution is needed when comparing
findings with those from individuals with confirmed diagnoses. Despite this, findings

highlight a substantial gap in knowledge and support for these CYP, with over reliance on
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parental knowledge. Moreover, the limited UK-based research highlights a need for greater
understanding of the lived experiences of CYP with FASD within UK contexts.

Literature highlights how home-based factors and interactions shape CYP’s
experiences across contexts. Within Bronfenbrenner’s framework, these factors form part of
the microsystem, and some reflect the mesosystem (e.g., home-school relationship), where
limited professional knowledge can result in overreliance on parental advocacy. However,
CYP’s voices remain underrepresented, particularly in the UK, highlighting the need to
explore how CYP understand their experiences shaped by interactions across broader
systems.

2.2.3 Mesosystem

This section considers how interactions between microsystems, reflecting the
mesosystem, influence CYP’s educational experiences. Particularly highlighting the role of
home-school relationships in shaping the outcomes for CYP with FASD (Bronfenbrenner &
Morris, 2006; Poth et al., 2014).

Home-School Relationship. Home-school relationships built on trust have positive
implications for support provided, parental views of school and thus educational experiences.
Contrastingly, fragmented home-school relationships can adversely impact CYP’s
educational experiences (Job et al., 2013; Griftfiths, 2022). Job et al. (2013) exploratory
research highlighted the importance of home-school relationships in supporting CYP with
FASD. Through focus groups and interviews with teachers, administrators, caregivers and
professionals, the researchers explored the need for collaboration, considering successes and
challenges, to understand how to facilitate positive working relationships. Findings
highlighted the importance of mutual respect in fostering collaboration and communication
between home and school. While some educators valued open communication, many parents
felt their views were overlooked, whereas educators emphasised respect for their professional
expertise. A need for greater honesty and transparency was identified, though collaboration
was hindered by perceived parental disengagement, with parental experiences of stigma and
judgement creating barriers to collaboration. While the findings are limited to experiences in
Canada, limiting applicability outside this context, they highlight the importance of
collaborative home-school relationships which indirectly shape CYP’s educational
experiences. Moreover, their triangulation of multiple perspectives is a strength, contributing

to a limited research base exploring teacher perspectives relating to FASD. While CYP’s
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views were not included, their awareness of the home-school relationship may be harder to
identify due to being separate from these interactions.

Similar findings highlighting the importance of home-school relationships were
highlighted by Poth et al. (2014), who explored the experiences of CYP with FASD and
influences of classroom practices from the perspective of teachers, administrators, allied
professionals and caregivers. Data from eleven focus groups and three interviews were
analysed, generating three themes. Home-school relationships built on trust were central to
CYP’s success and promoted consistent approaches across settings. Educators highlighted the
need to be sensitive to families’ experiences raising a child with FASD and caregivers
highlighted the need to feel heard and respected. Similarly to Job et al. (2013), including
multiple perspectives was a strength in triangulating accounts, though perspectives were
restricted to Canada, limiting generalisability. While there are limitations of adopting focus
groups in relation to information participants are willing to discuss in group contexts,
measures were taken to reduce this, and the findings offer valuable insight to understanding
these CYP’s educational experiences as multifaceted and shaped by interactions at the
mesosystem.

The importance of home-school relationships was further highlighted in the UK
context by Griffiths (2022), who explored the views of parents (8 adoptive, 1 foster carer)
regarding FASD and education, alongside implications for EPs. Using semi-structured
interviews analysed through thematic analysis, four overarching themes highlighted the
complexity and individuality of CYP’s needs, with a need to understand CYP both as an
individual and an individual with FASD. Parents highlighted the importance of viewing
behaviour as communication, particularly in education settings which were reported as
challenging. Relationships were key in fostering belonging. Parents valued communication
and collaborative home-school relationships, however there was overreliance on parents to
facilitate this. Home-school relationships lacking shared responsibility resulted in distrust and
limited support. These findings highlight the need for improved awareness of FASD,
particularly among educational professionals, with over-reliance on parents as knowledge-
disseminators. While the sample was limited to one region of the UK and does not capture
birth parents’ perspectives, the research contributes valuable insights of caregivers to limited
UK research exploring FASD and education. The findings suggest home-school relationships
are central to caregivers’ experiences supporting CYP with FASD, and thus may also shape
CYP’s educational experiences, with a need to consider how CYP themselves interpret

mesosystem interactions.
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2.2.4 Exosystem

The exosystem reflects interactions which CYP are not actively involved, but which
indirectly shape their experiences (Bronfenbrenner & Morris, 2006). For example, Poth et al.
(2016) highlighted the impacts of financial constraints of schools’, impacted by government
policy in the exosystem, on support received by CYP with FASD in school. This section
therefore explores how factors like social care systems and education policies can shape
educational experiences.

Social Care. In his narrative account of his experiences as a teacher, foster carer and
virtual school head, Roberts (2015) highlights FASD may be far more prevalent among care-
experienced individuals than in the general population, with unvalidated estimates suggesting
30-90% of care experienced individuals are affected to some degree. Moreover, for CYP with
FASD in foster care, the complexity of their needs often results in multiple placements and
placement disruption (Skorka et al., 2020). Therefore, while external to CYPs’ immediate
environment, the social care system can impact CYP’s experiences through custody
arrangements and care placements.

Ryan and Ferguson’s (2006a) aforementioned three-year qualitative study, exploring
the diagnostic process and experiences of professionals and families with five CYP with
FASD from Alaska, highlighted these CYP’s social care experiences. Majority of CYP were
in the care of foster or adoptive parents, had experienced multiple placements and social care
involvement throughout their lives. Participants also experienced frequent transitions within
family networks, dependent on parental bereavement and caring abilities. The researchers
highlighted through their longitudinal observations that frequent experiences of living
transitions resulted in risks of falling through cracks of support services, suggesting social
care experiences can have broader implications for these CYP’s experiences. Moreover,
placement instabilities experienced by these CYP likely disrupts other areas like changes in
school placements, highlighting how experiences at the exosystem can influence educational
experiences at the microsystem.

Exclusion and Behaviour Policies. Caregivers report concerns that expectations of
education systems, often exceed the abilities of CYP with FASD (Sanders & Buck, 2010).
Due to lack of physical features and spiky developmental profiles, the first indications of
FASD may present through behaviours, which can result in exclusions when met with well-
intended, but ineffective behaviour strategies (Carrick & Hamilton., 2023). Streissguth et al.
(2004) highlight the high prevalence of disrupted school experiences among four-hundred
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and fifteen CYP with FAS or FAE (61%). Furthermore, their earlier research exploring
secondary disabilities experienced by CYP with FASD (Streissguth et al., 1996), highlighted
60% of participants had been suspended, expelled or dropped out of school. Challenges
related to inattention, not completing work, behaviour and difficulties with peer relationships.
Although dated, their research alongside wider literature, suggests these issues have persisted
for decades. This highlights the need to explore how CYP interpret their experiences of
exclusion, alongside considering how barriers and facilitators to inclusion may be addressed
to reduce associated risks.

Within Duquette et al. (2007) study exploring the experiences of eight adolescents
and their persistence in school, although most participants wanted to succeed and complete
school, seven of the eight CYP had been suspended, with one participant experiencing at least
twenty-five suspensions. Similarly, in Duquette et al. (2006) earlier research, almost all
participants experienced disruptive school experiences. Although experiences differed,
commonalities included suspension for “defiant behaviour” (p.223), movement to specialist
classes and parental withdrawal from school due to behaviour escalation. Roberts, (2015)
highlighted limited awareness of FASD among educational staff, particularly regarding
reasons behind presenting behaviours, can result in CYP with FASD being labelled as
disruptive, defiant and lazy and faced with punitive approaches. Similar findings were
identified by Salmon and Beutow (2012) mixed-methods design exploring the daily
challenges and experiences of fourteen individuals (aged 14-37) with FAS or FAE in New
Zealand; many participants had left school or been expelled for their behaviour. These CYP
often appeared stubborn and unmotivated but struggled to cope with the overwhelming
sensory input of school environments. Roberts (2015) further detailed that due to the
cognitive needs associated with FASD like poor memory and organisational skills, punitive
approaches often do not have the intended outcome, resulting in cycles of sanctions without
CYP developing understanding of appropriate behaviours. CYP with FASD also have
difficulties with impulsivity, therefore behaviours which appear intentional are often driven
by alcohol-related neurodevelopmental differences (Roberts, 2015). Therefore, there is a need
for educational professionals to reframe expectations from ‘won’t’ to ‘can’t’ (Roberts, 2015),

to avoid risks of exclusion and disengagement with education.

Bronfenbrenner’s framework supported consideration of external, though influential
systems on these CYP’s educational experiences which are multi-faceted. Literature

highlights how social care experiences can result in instability, alongside inflexible behaviour
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policies shaping CYP’s experiences of inclusion, driven by limited understanding of needs

associated with FASD (Bronfenbrenner & Morris, 2006).
2.2.5 Macrosystem

Adopting Bronfenbrenner’s framework helped conceptualise how macrosystem
factors like societal stigma and parental blame can indirectly shape these CYP’s educational
experiences (Bronfenbrenner & Morris, 2006).

Stigma and Blame. Reedman et al. (2024) conducted a systematic review of research
exploring the school experiences of CYP with FASD and their teachers, highlighting the
stigma faced by these CYP and their families, parental blame (Mukherjee et al., 2013; Wilson
et al., 2024) and educators’ limited awareness and understanding of FASD (Duquette et al.,
2007; Eodanable et al., 2024; Ryan & Ferguson, 2006b). While relationships and flexible
approaches were identified as supportive in shaping educational experiences (Duquette et al.,
2007; Hammond, 2021), stigma impacted societal bias and discrimination, particularly
related to gender, substance use and race. In Canada, FASD is often misperceived as an
‘indigenous only’ issue, leading to disproportionate blame and judgement towards indigenous
mothers as promiscuous and irresponsible, rooted in longstanding systemic racism (Choate &
Badry, 2019; Wilson, 2018). The review also highlighted stigma is intensified by narratives
framing FASD as preventable, positioning mothers as responsible and accountable for their
child’s outcomes and costs of support (Kendall-Taylor & Fond, 2017). The researchers
highlight that blame-focused discourses commonly ignore systemic factors contributing to
PAE like poverty, trauma, access to care and support. Moreover, framed within a world view
of neoliberalism which emphasises individual responsibility, disability can be viewed as
something needing ‘fixing’. However, FASD support is lifelong and focused on building
skills, given that there is no cure. Such long-term, systemic support requires investment and
can create adverse societal stigma towards the FASD community. This systematic review and
the findings, particularly those regarding indigenous populations in Canada, have limited
generalisability to different societies and cultures. However, the research highlights the
societal stigma faced by this community as a result of macrosystem factors like cultural
ideologies, government policy and political climates. Such factors are likely to indirectly
shape CYP’s experiences in education, such as adults’ understanding, availability and
investment in support.

Wilson et al. (2024) highlighted similar findings regarding stigma experienced by

CYP with FASD and their families, through their aforementioned scoping review exploring
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the lived experiences of individuals with FASD. Findings highlighted the challenges and
rewards of raising a child with FASD, with caregivers reporting their experiences of stigma
from professionals in healthcare and education, and the general population. Adoptive and
biological carers felt misunderstood, blamed for their child’s behaviour and stigma impacted
caregiver burden. In contrast, biological parents felt stigmatised for being responsible for
their child’s difficulties, while many mothers are not aware of the implications of alcohol
consumption during pregnancy. Stigma and blame contributed to negative caregiver and
professional interactions at the mesosystem level, creating barriers to support and shaping
CYP’s experiences within microsystems. Families often reached crisis point before receiving
help, reflecting policy and service limitations. The findings highlight the far-reaching impact
of societal stigma on the experiences of CYP with FASD and their families, which likely
impact educational experiences.

Together, these findings highlight the persistent stigma surrounding FASD and its
impact on CYP and their families across contexts and from multiple perspectives. This
reinforces the multifaceted nature of CYP’s experiences and the influence of broader systems
in shaping such experiences. The findings also highlight underrepresentation of CYP’s views
in research, particularly in the UK, highlighting the need to explore how CYP make sense of
their experiences within contexts shaped by stigma and parental blame.

2.3 Conclusions and Research Aims

This review has critiqued research exploring the experiences of CYP with FASD
across various contexts, though focused primarily on educational experiences and CYP’s
perspective. Recognising development is dynamic and reflects bi-directional interactions
between individuals and their environment, perspectives of relevant stakeholders such as
teachers, professionals and caregivers are also considered (Bronfenbrenner & Morris, 2006)
to better understand how CYP’s experiences are shaped by broader systems within which
they are situated. The review highlights the implications of living with FASD, alongside the
significant challenges education presents for CYP with FASD. The review further highlights
how such difficulties are not widely understood, supported or recognised by professionals or
society as a whole, with a need for greater awareness and support across education,
healthcare and society.

The inclusion of research conducted outside of the UK, primarily in Canada, reflects a
gap in research specific to the UK-context, particularly that which elicits CYP’s perspectives.

This differentiation is important given that the UK educational system significantly differs
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from other countries, particularly in relation to rigid primary-secondary transitions, frequent
transitions between teachers, structured national curriculum and greater emphasis on
independence (Roberts, 2015). Through their systematic review of thirty-nine studies
exploring school experiences of CYP with FASD and their teachers, Reedman et al. (2024),
highlight a significant lack of research which includes perspectives of CYP with FASD (only
two studies engaged directly with CYP), despite school being consistently reported as a
primary stressor. Moreover, research primarily focuses on identification, incidence,
prevalence and diagnosis of FASD, or caregiver perspectives, with limited focus on the lived
experiences of CYP in educational contexts (Domeij et al., 2018; Knorr & Mclntyre, 2016).
At the time of the review, there was only one UK-based, published study (Eodanable
et al., 2024) exploring the lived experiences of adolescents with FASD across home, school
and community. While this study did not focus solely on educational experiences, findings
provided insights into the difficulties faced by adolescents with FASD across contexts and
demonstrated meaningful inclusion of these CYP within research. The researcher is aware of
an unpublished doctoral thesis exploring primary-aged children’s experiences of school
belonging (Hammond, 2021), which provided useful insights relative to primary school
contexts. Thus, there exists a gap in research exploring the educational experiences of CYP
with FASD in secondary school or post-16 education in the UK context. Secondary school
experiences are of particular relevance for this population, due to noted shifts in these CYP’s
abilities to cope with the increased, complex demands in secondary school, despite coping in
primary school (Roberts, 2015). Alongside this, adolescences with FASD are
underrepresented in research (Flannigan et al., 2021; Reedman et al., 2024; Skorka et al.,

2020).
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Chapter Three: Empirical Paper
3.1 Abstract

Fetal Alcohol Spectrum Disorder (FASD) is a complex, lifelong neurodevelopmental
condition caused by prenatal alcohol exposure (PAE), which can impact physical, emotional
and cognitive development. While awareness is developing, there is need for greater
understanding, recognition and support across healthcare, education and society. UK
literature exploring the educational experiences of CYP with FASD is sparse, but highlights
experiences of educational challenges, with school reported as a primary stressor. Research
primarily focuses on caregivers’ perspectives, with a lack of research eliciting CYP’s views.
This qualitative research therefore addresses a knowledge gap, as the first UK study to
explore the educational experiences of young people with FASD in secondary settings,
learning from CYP’s experiences, rather than indirectly through others’ accounts. Semi-
structured interviews were conducted with four CYP (3 males, 1 female; aged 12—-13),
analysed through seven-stage Interpretative Phenomenological Analysis (IPA). Interviews
incorporated visual resources to support accessibility, reflecting the spectrum of needs
associated with FASD. IPA gave value to participants’ individual experiences and meaning-
making, alongside exploring convergence and divergence across accounts (Eatough & Smith,
2017), reflected through five Group Experiential Themes (GETs): Adults as Shaping Safety,
Trust and Access to Learning, Reliance on Trusted Peers to Navigate Learning and Social
Interactions, School Ethos Shaping Experiences of Inclusive Practice, Making Sense of
Academic Challenges and Sensory Support as Fundamental to Educational Experiences. The
study adds to the limited UK evidence base, highlighting these young people’s educational
experiences as multifaceted and how they make sense of school through relationships, trust,
peer support, sensory safety, academic self-concept and perceptions of school ethos. Notably,
participants rarely referenced or expressed frustration towards their diagnosis highlighted in
prior research from others’ perspectives. The findings highlight implications for educational
professionals, inclusive of Educational Psychologists (EPs), alongside suggested future

directions of research.
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3.2 Introduction and Legislative Context

FASD is an umbrella term, which describes the range of developmental differences
which can occur when a fetus is exposed to alcohol during pregnancy (Chudley et al., 2005;
Ryan & Ferguson., 2006a). The prevalence of FASD is difficult to determine due to reliance
on self-reported alcohol consumption alongside limited research, though is estimated to be
1.8-3.2% in the UK (McCarthy et al., 2021). This is higher than the estimated prevalence of
autism and down’s syndrome combined, yet FASD is consistently under resourced,
misunderstood and stigmatised (Choate & Badry, 2019; Westrup, 2013). Families have to
navigate inconsistent and limited assessment and diagnostic services (Carrick & Hamilton,
2023), which intensified in 2022 when Suffolk’s FASD centre closed due to funding
challenges, leaving one remaining funded support centre in Surrey (BMA, 2016; NO-FAS,
2022). Moreover, professionals often lack knowledge of FASD and there is limited
consideration for these individuals’ lived experiences (Howlett et al., 2019; Mukherjee et al.,
2015). In 2019, SIGN introduced the first UK national clinical guidelines for CYP prenatally
exposed to alcohol, incorporated in NICE guidelines in 2022, a step towards standardised
terminology, but these are still in the early stages of consistent implementation.

The extent and severity of effects of PAE on the developing fetus are dependent on
the volume, frequency and pregnancy stage (Mattson et al., 2001), with associated facial
features observed in only 10% of cases (Brenna et al., 2017; Millar et al., 2017). While
effects are not homogenous, studies highlight commonalities in implications of PAE on brain
development (BMA, 2016), impacting regions supporting memory, attention, language
development, processing speed and visual-spatial abilities (Hendricks et al., 2018;
Kodituwakka, 2007). Individuals with FASD are often described as having ‘spiky’
developmental profiles, due to the variations in strengths and needs (Blackburn et al., 2012;
Henshaw, 2012). These differences can make identification of FASD more challenging and
can have implications for accessing and managing educational environments and learning
(Chudley et al., 2005; Millians, 2015).

For CYP with FASD, educational experiences can be challenging due to the
cognitive, behavioural and social impacts of PAE (Duquette et al., 2006; Knorr & Mclntyre,
2016; Poth et al., 2014). Such difficulties are reflected in 61% of CYP with FASD
experiencing disrupted school experiences, with high suspension and exclusion rates
(Duquette et al., 2007; Steissguth et al., 1996, 2004). Often, these CYP’s needs’ first present

through their behaviour which can be misunderstood and viewed as disruptive (RCY, 2021).
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Therefore, there is a need to consider the root cause of presenting behaviour (e.g., brain
development), alongside reframing expectations (Malbin, 2004).

Given the considerable time spent in education and difficulties faced by these CYP, it
is unsurprising that school is reported as a primary stressor by CYP and their caregivers (Job
et al., 2013; Millar et al., 2017; Skorka et al., 2020). While societal knowledge of FASD is
limited (Mukherjee et al., 2012; Reedman et al., 2024), lack of teacher knowledge about
FASD is frequently referenced within literature (Sanders & Buck, 2010; Watson et al., 2013).
In 2012, the All-Party Parliamentary Group (APPG) for Looked After Children and Care
Leavers reported recommendations to raise attainment, inclusive of training to improve
teaching staff’s understanding of and ability to manage areas like trauma, attachment and
FASD, highlighting professionals’ limited understanding. In 2015, the APPG for FASD was
established to raise awareness. Their report highlighted CYP with FASD have difficulties
managing school environments, becoming home-schooled, with limited staff awareness
reported as a prominent issue (APPG, 2015). Limited staff knowledge can result in
overreliance on parental advocacy to support these CYP to navigate school (Domeij et al.,
2018; Stade et al., 2011; Wilson et al., 2024), with caregivers acting as knowledge-
disseminators to counteract professionals’ understanding (Duquette et al., 2007; Griffiths,
2022).

3.3 Current Research

UK literature exploring the educational experiences of CYP with FASD is sparse,
with research conducted primarily in the USA or Canada, where differing education systems
make cross-system comparisons challenging. Currently, only two studies have elicited the
voice of CYP with FASD in the UK. Although not focusing solely on educational
experiences, Eodanable et al. (2024) explored eight adolescents’ (aged 12-19) with FASD
experiences across home, school and community. Using online photovoice methods, analysed
using IPA, the findings highlighted the breadth of the impacts of living with FASD,
emotional dysregulation relating to FASD, the need for adjustments in education, developed
coping strategies and teachers’ lack of knowledge and experience. The research demonstrated
how participatory methods helped capture these CYP voices, contributing to our
understanding of adolescent’s experiences across contexts.

A doctoral thesis by Hammond (2021) explored primary-aged (aged 7-10) CYP’s
educational experiences of belonging, using a mosaic approach and IPA. All participants felt

they belonged in their schools, attributed to four overarching themes: ‘School Ethos and
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Sense of Community’, ‘Relatedness to Peers’, ‘Staff Attributes and Teaching Practices’, and
‘Myself as a Learner’. The research’s solution-oriented lens, framed within what works,
highlighted ways schools may support CYP with FASD. Moreover, the research
demonstrated how participatory methods can support these CYP to share their views, moving
away from deficit-orientated research commonly associated with FASD. However, the
study’s generalisability is limited by its primary-aged focus, all participants attending
mainstream settings and being adopted.

Through their systematic review of thirty-nine studies exploring school experiences of
CYP with FASD and their teachers, Reedman et al. (2024), highlight a significant lack of
research which includes CYP’s perspectives, despite school consistently reported as a
primary stressor. They highlight an “immediate need for further research to address the
challenges and experiences of students with FASD at school” (Reedman et al., 2024, p.8).
Similarly, literature reviews exploring the lived experiences of CYP with FASD highlight
research typically focuses on caregivers’ perspectives, with an identified lack of literature
directly exploring CYP’s views (Domeij et al., 2018; Flannigan et al., 2021). As Skorka et al.
(2020) highlight, little is known about the lived experiences of CYP with FASD, with a
considerable gap in research exploring successes and taking a strengths-based lens, and a
need to include CYP and their families in such research (Flannigan et al., 2021). Prior UK
research which includes CYP with FASD has focused on primary-aged students (Hammond,
2021) or explored experiences across multiple contexts (Eodanable et al., 2024). Therefore,
the educational experiences of adolescents with FASD in the UK have not yet been explored
in-depth. This age range is important, as adolescence involves biological, social and cognitive
changes and the impacts of such changes can become evident in home, school and
communities (Skorka et al., 2020, 2022).
3.4 Educational Psychology

Given the educational and social vulnerability of CYP with FASD (Carpenter, 2011;
Mukherjee et al., 2013), it is highly likely EPs will support CYP from this population.
Despite this, EPs lack knowledge of FASD (Blackburn, 2010a), and their contributions often
relate to caregivers feeling listened to, rather than EPs secure understanding of FASD
(Griffiths, 2022). While, EPs have a unique knowledge base across education and healthcare,
with extensive knowledge of special educational needs and child development (Roffey et al.,

2018), there appears a gap in knowledge about FASD. Gathering in-depth accounts of the
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educational experiences of CYP with FASD may therefore be beneficial for EPs to support
their understanding, inform approaches and provision in practice.

3.5 Research Aims and Rationale

As aforementioned, no research has explored the secondary educational experiences
of CYP with FASD in the UK. The research therefore aimed to address this gap, as the first
UK study to focus solely on the secondary educational experiences of young people with
FASD, seeking to learn from the meaning they give to their experiences rather than indirectly
exploring their views through others’ accounts. As stated in the United Nations Convention
on the Rights of the Child (1989), CYP have the right to express their views freely in relation
to matters affecting them. Additionally, research suggests opportunities to share one’s voice
can be therapeutic and foster feeling valued (Elmir et al., 2011; Nordentoft & Kappel, 2011).
Drawing on Lundy’s (2007) model of participation and Hart’s (1992) ladder of participation,
the research therefore aimed to provide these CYP space to share their views, using
participatory approaches to support their inclusion and acting upon information shared
through presenting the findings.

Greater knowledge and awareness of FASD aimed to enhance understanding of how
to support these CYP in secondary school, alongside raising awareness of FASD more
broadly (Dow et al., 2020), as current research highlights limited understanding among
professionals and society. The research also hoped to provide insights into what these CYP
find supportive in secondary school, contributing to a limited evidence base which draws on a
strengths-based lens in exploring these CYP’s experiences (Van Schallkwyk & Marais,
2017). It is also hoped the research can be a stepping stone to informing support and
provision for CYP with FASD in schools.

As noted by Roberts, (2015), while not all CYP with FASD have SEND, gaps in
attainment between these CYP and their peers extends with age and there is a noted shift in
students’ ability to cope with the increased and complex demands in secondary school.
Moreover, adolescents with FASD are commonly underrepresented in research (Flannigan et
al., 2021; Reedman et al., 2024; Skorka et al., 2020), supporting the rationale for focusing on
secondary aged students.

3.6 Research Question

The following research question was explored: What are the educational experiences of

young people with a diagnosis of FASD in UK secondary education settings?
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3.7 Methodology
3.7.1 Ontology and Epistemology

To conduct rigorous research, researchers must consider the philosophical
underpinnings and thus position of the research (Remenyi et al., 2011). Ontology and
epistemology are philosophical assumptions rooted in the nature of reality and knowledge
(Braun & Clarke., 2022; Daniels & Alston., 2023). Ontology is concerned with the nature of
reality, what is possible to know and what is considered ‘real’ (Snape & Spencer, 2003).
Epistemology, derived from the Greek word ‘epistme’ which means knowledge (Kivunja &
Kuyini, 2017), focuses on the nature of knowledge; what is meaningful knowledge and how
is it possible to generate (Richards, 2003). This research adopts an interpretivist theoretical
perspective, focusing on exploring subjective constructions of the social world and how CYP
with FASD give meaning to, and interpret their educational experiences (Bhattacherjee,
2012; Cuthbertson et al., 2019). This perspective aligned to the purpose of the research in
gaining a deeper understanding of the phenomenon of school experience, within the
population of CYP with FASD in their unique social context, rather than producing
generalisable findings (Creswell & Poth, 2016).

The research was situated from an ontological position of relativism, which highlights
reality is multiple, co-existing and constructed through social processes (Ashton et al., 2020).
Relativism therefore refutes the principles of ontological realism, which suggests an
objective, independent reality or ‘truth’ which can be objectively measured (Cuthbertson et
al., 2019). In contrast, relativism suggests there is no singular ‘reality’, rather what is
perceived as ‘real’ is dependent on the subjective perspective of the individual experiencing it
(Willig, 2016). The researcher therefore sought to explore the multiple realities and
interpretations of CYP with FASD, and their constructions of the phenomenon of educational
experiences (Cuthbertson et al., 2019).

The research was situated from an epistemological position of social constructionism,
highlighting knowledge is socially constructed through experience, mediated by culture and
language (Braun & Clarke, 2022; Burr, 2024; Kelly, 2017). Social constructionism refutes the
principles of positivism which suggests knowledge is generated from the application of
scientific methods and empirical evidence, thus the researcher and research are deemed to be
separate (Braun and Clarke, 2022). In contrast, social constructionism acknowledges the
interplay between the researcher and social world; the researcher’s subjective perspective and

interpretation on the social world plays a role in the research, recognising complete
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detachment from the research is not possible (Burr, 2024; Burr & Dick, 2025). By adopting
an epistemological position of social constructionism, the research aimed to explore how
CYP with FASD give meaning to their educational experiences, within their unique social
contexts (Burr, 2024).

3.7.2 Qualitative Methodology

Aligning with the researcher’s ontological and epistemological position, a qualitative
research design was implemented (Willig, 2016). Unlike quantitative designs which focus
falsification of theory, qualitative research is concerned with meaning and how participants
make sense of their experiences, aligning with the aim of exploring these young people’s
educational experiences in secondary school (Pietkiewicz & Smith, 2014). Qualitative
designs have also been utilised successfully in prior research exploring the experiences of
young people with FASD (Eodanable et al., 2024; Hammond, 2021; Skorka et al., 2021).
Specifically, this research followed an Interpretative Phenomenological Analysis (IPA)
(Smith et al., 2022). IPA aligns with the research aims and interpretivism paradigm, allowing
the researcher to explore elements of experience which cannot be observed like thoughts,
values, feelings and perspectives and acknowledging discovery of knowledge is shaped by
the relationship between the researcher and subject (participant) (Larkin et al., 2006;
Wellington & Szczerbinski, 2007).

3.7.3 Interpretative Phenomenological Analysis (IPA)

IPA is a qualitative approach, which has become a more popular methodology within
psychological research (Hefferon &Gil-Rodriguez, 2011; Pietkiewicz & Smith, 2014). IPA is
grounded in detailed exploration and examination of how people make sense of, and give
meaning to their experiences (Smith et al., 2022) and assumes humans are actively involved
in interpreting their environment and experiences (Pietkiewicz & Smith, 2014). IPA aims to
explore how people make sense of their experiences of a shared phenomenon, such as
experiences in secondary school, interpreting accounts to deepen understanding (Alase, 2017;
Smith et al., 2022). The researcher recognises qualitative insights are relevant to the
participant sample, considered the ‘expert group’ for whom the phenomenon is meaningful
(Oxley, 2016), and findings are not intended to be generalisable. Such limitations are widely
acknowledged in IPA research, and findings can contribute to broader understandings of the
phenomenon (Oxley, 2016). IPA originated from Husserl’s work, seeking to understand

contexts and meanings of lived experience (Alase, 2017). Phenomenology, Hermeneutics and
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Idiography form IPA’s theoretical underpinnings (Smith, 2017), outlined below and
considered throughout the research.

3.7.3.1 Phenomenology. Phenomenology is the philosophical study of subjective
experiences of particular phenomenon, seeking to explore and describe how individuals
perceive, interpret and make sense of their experiences (Eatough & Smith, 2017; Smith et al.,
2022). Husserl, one of the earliest phenomenological philosophers, focused on the study of
‘being’ (Hefferon & Gil-Rodriguez, 2011), breaking away from early 20th-century positivist
approaches and perspectives at the time. Husserl suggested understanding experience requires
intentionally considering each particular thing in its own right to attend to the experience we
take for granted; we must “go back to the things themselves” (Smith et al., 2022 p.8),
referring to things as content of the consciousness (Smith et al., 2022). Therefore, Husserl
suggests we should attempt to put to one side or bracket assumed or pre-existing knowledge
about a phenomenon, to focus on our perception of the experience of the phenomenon.
Heidegger, a student of Husserl’s, considered Husserl’s phenomenology to be too abstract
and difficult to apply in practice because bracketing interpretations of the world is
unattainable (Oxley, 2016; Tuffour, 2017). Heidegger argued humans are positioned in a
world of objects, relationships, culture and language (Smith et al., 2022) which we cannot be
meaningfully detached from (intersubjectivity). Therefore, our interpretation and perspective
are always in relation to something and the closest way to understand phenomena is through
interpretation (Oxley, 2016), discussed further below in relation to hermeneutics.

Research providing CYP with FASD a voice is scarce. Thus, the phenomenological
underpinning of IPA allowed the researcher to value each individual account and explore
participants unique interpretations of their secondary educational experiences.

3.7.3.2 Hermeneutics. Hermeneutics is the second philosophical assumption of IPA,
which is the study of interpretation or meaning (Tuffour, 2017), which is deemed as fluid and
consistently open to new interpretation, insights and revisions (Smith et al., 2022). Although
phenomenology and hermeneutics were initially two discrete philosophical movements,
Heidegger highlighted our access to experiences of a phenomenon is through interpretation
(Smith et al., 2022) and that experiences and meaning are intertwined (Tuffour, 2017). It is
assumed things (e.g., experiences) have visible but also hidden meanings, which emerge in
IPA through the researcher’s immersion in data, participants’ world and interpretation
(Oxley, 2016).

The hermeneutic cycle refers to the relationship and inter-dependency between the

parts and whole, when seeking to make sense of experience; our understanding of the parts,
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can only be understood through our understanding of the whole and vice versa (Willig, 2017).
IPA analysis is therefore an iterative process whereby the researcher moves back and forth to
analyse data, in a meaning-making process (Oxley, 2016; Smith et al., 2022).

Heidegger highlighted how a reader or analyst (e.g., the researcher) brings prior
experiences, assumptions and preconceptions, known as fore-conception, to the new situation
(e.g., phenomenon explored). Therefore, while the focus should be on exploring the new
situation (e.g., phenomenon), it is recognised that the researcher’s own lived experiences will
impact their examination of participant’s lived experiences (Smith et al., 2022), referred to as
the ‘double hermeneutic’ (Smith & Osborn, 2015). Thus, interpretation is happening at the
researcher and participant level; the researcher is making sense of participants making sense
of their experiences (Tuffour, 2017). It is therefore essential that the researcher is reflective
throughout about what they bring to the research, which may emerge further through the
interpretation process (Oxley, 2016).

3.7.3.3 Idiography. The third philosophical assumption is idiography, which is
concerned with in-depth analysis of individual cases, “the particular” (Smith et al., 2022,
p.24), within unique contexts (Pietkiewicz & Smith, 2014; Smith et al., 2022). Idiographic
approaches are committed to the depth of analysis, as well as understanding how certain
phenomenon (e.g., educational experiences) have been understood from participants’
perspective in their unique contexts. Therefore, value is given to each case independently,
then possible transferability of findings from a group is explored through identifying
convergence and divergence in cross-case analysis, instead of a focus on generalisability
(Hefteron & Gil-Rodriguez, 2011; Oxley, 2016). IPA therefore aligns with small participant
samples, who share common experiences and characteristics (Oxley, 2016). Idiographic
approaches contrast traditional nomothetic approaches within psychology, which prioritise
universal claims and generalisable findings. However, idiographic insights can extend
nomothetic understanding, aligning with the hermeneutic cycle of understanding the part, to
make sense of the whole (Oxley, 2016; Smith et al., 2022).

IPA’s idiographic focus in the current study, provides insight into how a purposely
selected homogenous sample (young people with FASD) make sense of their educational
experiences, rather than aiming for generalisable findings (Smith et al., 2022). IPA therefore
enabled attention to individual experiences, while also exploring convergence and divergence
across cases, contributing to broader understanding of the topic (Larkin et al., 2006).

3.7.3.4 Validity. Due to its philosophical underpinnings, qualitative research cannot

be examined in the same way as quantitative research (Yardley, 2017). Therefore, the quality,
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value and validity of this qualitative research are demonstrated through four principles:

sensitivity to context, commitment and rigour, transparency and coherence, impact and

importance (Yardley, 2000, 2008). Table 3 identifies how these were addressed in the

research (Yardley, 2017). This framework was chosen to evaluate the research, as

recommended by Hefferon and Gil-Rodriguez (2011) for demonstrating validity in IPA

studies.

Table 3

Addressing the Four Principles in Yardley’s (2017) Framework for Validity and Quality

Principle

Research considerations

Sensitivity to

Context

Commitment

and Rigour

High-quality qualitative research requires sensitivity to context, including
theory and literature (Yardley, 2000). This was addressed through a
comprehensive literature review, which identified gaps and informed the
research design. Recognising the role of language, interactions, and culture
in meaning-making process of experiences of phenomena, reviewing
literature and professional engagement supported consideration of the
socio-cultural context of FASD (Yardley, 2000). This informed an
accessible design, using flexible methods to include diverse needs and
amplify CYP’s voice ethically (Hart, 1992). Sensitivity to context was
further reflected in offering participant choice (e.g., visuals, caregiver
presence) and maintaining awareness of broader issues like stigma,
changing language, and the high prevalence of care experiences throughout
the research process, design and implementation.

Commitment and rigour involve in depth engagement with the research
topic through data collection and in depth analysis of the phenomenon
(Yardley, 2017). This was demonstrated through immersion in the data,
prolonged engagement with analysis, and data collection methods designed
to get close to participants lived experiences. Regular supervision was key
during analysis to ensure sufficient interpretation and that the researcher’s
claims reflected participants’ accounts.

Rigour was strengthened through purposive sampling to achieve a
relatively homogeneous sample and participants checking transcript
accuracy following interviews. Although it is recognised that triangulation

of data from various sources (e.g., CYP, parents, school) can enhance depth
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of understanding (Yardley, 2000), this did not align with the researcher
values of prioritising CYP’s voice, who are underrepresented in research.

Coherence Transparency and coherence require clear links between data and

and interpretation (Yardley, 2017). This was achieved by maintaining

Transparency alignment between the research paradigm, methodology, and research
question, derived from the literature review, and by grounding analysis in
participant quotes to demonstrate how data links to the research question
and interpretation. The researcher also provides detailed explanation of
data collection and analysis, providing examples to support transparency of
the process and interpretation (see appendices). Reflexivity is central to
transparency (Yardley, 2000, 2008) and was maintained through
supervision, a reflective diary, and discussions with professionals and peers
also completing IPA. This enabled the researcher to consider and make
explicit, how their beliefs, values and practices may impact the research
(Braun & Clarke, 2013).

Impact and For research to be valid, findings should generate useful knowledge which

Importance has some influence on the belief or actions of others (Yardley, 2000). The
research intended to amplify CYP’s voice in matters affecting them (United
Nations, 1989, BERA, 2024), and raise awareness of FASD in education,
addressing identified gaps in understanding and support. Exploring what
may be supportive in school within semi-structured interviews, aimed at
offering practical implications, which is of interest across systems given the
long-term risks associated with FASD (Streissguth et al., 2004).
Findings are particularly relevant for EP practice, where knowledge gaps
persist (Blackburn, 2010a), and aim to contribute to wider socio-cultural
change by challenging assumptions that CYP with FASD cannot
meaningfully engage in research through gathering their views ethically

and in accessible formats.

3.7.4 Participants

3.7.4.1 Sample and Recruitment. A purposive sampling strategy was used to gather
information-rich cases within a limited sample (Palinkas et al., 2013) and to ensure there was

a reasonable degree of homogeneity (Smith et al., 2022). Purposive sampling involves
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intentionally selecting participants, based on characteristics relevant to the research questions,

identified through inclusion criteria (Table 1).
Table 1

Inclusion Criteria

Participant Inclusion Criteria Justification
(1) Confirmed FASD diagnosis, Diagnostic criteria and terminology reflect SIGN and NICE
Including FASD with or guidelines, acknowledging evolving language and

without sentinel facial features, complexity in diagnosis. Participants needed to have an
FAS, FAE, pFAS, ARND and  FASD diagnosis to ensure sample homogeneity and ethical
ARBD. practice, though the diagnostic challenges around FASD are

recognised alongside exclusion of CYP without a diagnosis.

(2) Attending UK education setting Based on guidance from professionals, Year 7 students are
at the time of data collection, in  excluded due to transition-related adjustments and post-16
Years 8-11. students to avoid reliance on retrospective accounts, given

FASD-related memory difficulties. Recruitment was
broadened to include specialist settings and units to increase
recruitment.

(3) Aware of their diagnosis, To ensure adherence to ethical practice.
confirmed through pre-
inclusion discussions with

families.

As outlined by (Smith et al., 2022), there is no right sample size for IPA as the
number depends on several factors such as the degree of commitment analysis, richness of
accounts and organisational factors, which should be considered on a study-by-study basis
(Smith et al., 2022). Aligning with IPA’s idiographic focus, the focus should be on fewer
participant accounts examined at greater depth, rather than shallow descriptive analysis of
many participants (Reid et al., 2005). While Smith et al. (2009) earlier edition recommends
four-ten participants for IPA research due to the competing demands of professional
doctorates, their later edition suggests typical numbers of interviews in doctoral research
range from six-ten and multiple interviews can be completed with the same participants
(Smith et al., 2022). What is key is that [PA requires a small sample size, with reasonable
homogeneity, who can provide detailed reflections; the focus is on quality and not quantity
(Reid et al., 2005; Smith et al., 2022). Thus, the researcher aimed to recruit a minimum of

four participants, while also considering the hard-to-reach participant sample.
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To address challenges recruiting vulnerable populations (Dow et al., 2020), the
researcher established connections with professionals in the field, specifically a clinical
psychologist and member of the National Organisation for FASD who agreed to act as
gatekeepers. Gatekeepers shared recruitment resources via websites, social media and within
their professional networks. The researcher also shared recruitment resources (Appendix D)
on platforms commonly used by EPs (e.g. LinkedIn) and within their professional network.
To support participants to understand the study before providing consent, in line with
common cognitive challenges associated with FASD, a video explaining the research process
was included in the information sheet. This was intended to help participants know what to
expect and was appropriate to ensure their informed consent (Smith et al., 2022).

3.7.4.2 Participant Characteristics. Four CYP with a diagnosis of FASD, aged 12-
13 took part in the study (Table 2). All participants were adopted and two (Lily and Thomas)
were siblings. IPA involves a sample with reasonable homogeneity and for whom research
aims and questions are relevant, and homogeneity varies from one study to the next (Smith et
al., 2022). The participant sample can be considered homogeneous in relation to all of the
young people having a diagnosis of FASD and all currently attending a UK secondary
educational setting. While this was not part of inclusion criteria, participants were also
homogeneous in relation to being adopted, likely reflecting high prevalence of care
experiences among this population. This additional shared characteristics reflects broader
patterns within wider literature exploring the educational experiences of CYP with FASD,
where many studies disproportionately include adopted or fostered children, with biological
families often not represented in participant samples. Therefore, much of what is currently
understood about young people with FASD and their experiences, is shaped through the lens
of adoption. This has implications for how the findings of such research should be
interpreted, as the experiences and perspectives of adopted young people likely differ from
those living with birth families, particularly in relation to attachment, identity and caregiver
dynamics. This is reflected upon further in the reflective chapter of this research.

As aforementioned, recruitment was initially restricted to mainstream settings, though
was extended to include specialist settings and units due to complexities recruiting this hard-
to-reach participant population. While it is recognised that variation in settings attended
reduces homogeneity, as highlighted by Smith et al. (2022), researchers need to be pragmatic,
reviewing recruitment as it occurs and adapting inclusion criteria or the approach if there are

recruitment challenges. Moreover, within small samples, the researcher can be more selective



about which factors or homogeneity are most important (Smith et al., 2022); which in this

research was having a diagnosis of FASD and attending a UK secondary education setting.
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Table 2

Participant Characteristics

61

Pseudonym  Gender Diagnosis Year Group Age Type of Level of Parental/Care Length of Interview
Setting Support Status (minutes)
Josh Male FAS without 8 12 Mainstream EHCP Adopted 68
sentinel facial
features
Oscar Male FAS without 9 13 Specialist EHCP Adopted 46
sentinel facial
features
Lily Female Partial FAS 8 12 Specialist ECHP Adopted 52
Thomas Male Partial FAS 8 12 Mainstream SEND Adopted 60

Support
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3.7.5 Data Collection

3.7.5.1 Semi-Structured Interviews. Data was collected through semi-structured
interviews (SSI), commonly used within IPA (Smith et al., 2017) and effective in capturing rich
personal and collective accounts (Bloomberg & Volpe, 2016). This was key given the scarcity of
prior research which prioritises the voice of CYP with FASD and explores their lived
experiences. Aligning with advice from Smith et al. (2022), the researcher developed a SSI
schedule (Appendix E) which included open-ended questions, different question types (e.g.
descriptive, evaluative, contrast), prompts and follow-up questions to deepen discussions (Braun
& Clarke., 2013; Dempsey et al., 2016). The SSI schedule was discussed and reviewed in
supervision and following university feedback. The SSI provided an overall guide for the
interview process, while also offering opportunities to build report and flexibility for participants
to discuss areas pertinent to their experiences (Alase, 2017; Oxley, 2016; Smith et al., 2022),
maintaining a balance between guiding participants and being led by their experience (Hefferon
& Gil-Rodriguez, 2011). Aligning with phenomenology, this flexible structure supported the
researcher to, as far as possible, put aside their preconceptions and be receptive to participants’
reality and construction of their experiences (Oxley, 2016). Framed within positive psychology
and a solution-oriented lens, interviews explored what supports CYP with FASD in education,
with an appreciation that varying experiences may arise (Smith et al., 2017). Interviews were
conducted between September-December 2025, ranging in length from 46-68 minutes.

The researcher was conscious of the hard-to-reach nature of the participant sample and
therefore interviews were conducted and transcribed virtually using Microsoft Teams to widen
recruitment. In deciding this approach, the researcher considered ethical factors such as digital
literacy, digital poverty and ensuring participants were in a safe environment for the interview.
All participants completed the interviews at home, aligning with guidelines that this setting
should be comfortable and familiar to the participant (BPS, 2020). Participants were offered that
their caregiver could be present if this was their preference, to manage the complexities and
challenges of virtual interviews (Smith et al., 2022).

3.7.5.2 Accessible Resources. IPA assumes participants can use language to articulate
their experiences. Therefore, the researcher had a key role in adapting questions to be appropriate
to participants’ needs to support them to share their experiences (Eatough & Smith, 2017). To
accommodate the diverse cognitive needs associated with the FASD (Duquette et al., 2006), the
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researcher offered creative, person-centred visual resources like scaling, blob classroom and card
sorting activities within the interview, reducing language demands and enhancing accessibility
(Rogers & Boyd, 2020; Sevoén et al., 2023) (Appendix F-H). Using participatory approaches can
increase engagement and empower individuals (Reid et al., 2021), pertinent for individuals with
disabilities who are often excluded from research (Sevon et al., 2023). Ensuring the process was
accessible for all participants was a value which underpinned the research and was paramount in
ensuring CYP with FASD were meaningfully included (BERA, 2024). The diversity of needs
associated with FASD as reflected in the literature, were also reflected within the participant
sample; some participants did not require visual supports whereas others relied on visuals to
scaffold their responses, with Thomas and Lily needing adaptations most to articulate their
experiences. Prior to the interview, the researcher also emailed participants caregivers a drawing
sheet (Appendix I) to reflect a mosaic approach and offer an alternative format for participants to
share their experiences (Clark, 2017). However, no participants felt this was needed. While these
visual resources were not formally analysed, they supported discussions within interviews,
particularly to scaffold participants responses when struggling to share their views. They are also
referred to within the analysis to enrich understanding of participants’ experiences. The first
participants’ parent requested a list of potential questions to prepare their child, therefore, this
was replicated with all participants to support preparation and accessibility.

3.7.6 Data Analysis

Data was analysed following Smith et al. (2022) seven-stage IPA; participant’s accounts
were analysed individually, then cases were cross-analysed to identify convergence and
divergence. While the process is presented here in steps, IPA is an iterative and inductive cycle
(Smith, 2007). Transcripts generated via Microsoft Teams were checked for accuracy by the
researcher, then by CYP and caregivers if they chose to via email (Appendix J). Initial
reflections were recorded after each interview in a research diary, aiding later reflexivity.

3.7.6.1 Step One: Reading and Re-reading. This step involves the researcher
immersing in the data to attempt to enter the participant’s world, remaining open to new insights
(Oxley, 2016). It includes repeated listening to audio recordings and re-reading transcripts, so the
participant becomes the focus of analysis, alongside noting initial, impactful reflections (Smith et

al., 2022).
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3.7.6.2 Step Two: Exploratory Noting. The second stage involves noting anything of
interest through examining language and semantics within the transcript at an exploratory level.
This supports further emersion in data, considering how the participant understands, describes
and interprets their educational experiences, generating a comprehensive collection of notes.
Exploratory notes were descriptive (content of what was said), linguistic (exploring language
used and how this contributes to meaning making) or conceptual (asking questions of the data to
consider overall concepts of the participants’ experience) (Smith et al., 2022). The researcher
organised this in a table, with transcripts alongside exploratory notes and experiential statements
(Appendix K).

3.7.6.3 Step Three: Constructing Experiential Statements. This stage involves
consolidating exploratory notes into experiential statements which reflect the key features while
retaining complexity (Appendix K). Experiential statements reflect the essence of participants’
lived experiences as interpreted by the researcher. The process marks a shift from working with
the transcript to working with exploratory notes in producing experiential statements, reflecting
the hermeneutic cycle by moving from the whole to a collection of parts (Oxley, 2016; Smith,
2007; Smith et al., 2022).

3.7.6.4 Step Four: Searching for Connections Across Experiential Statements. This
stage involved mapping experiential statements to identify how they fit together, focusing on
those most relevant to the research question and setting aside less pertinent material. The
researcher manually organised printed statements (with transcript page numbers), cutting and
clustering them on a large surface to explore interconnections (Appendix L). This process was
revisited multiple times to remain open to alternative groupings and ensure they reflected
participants’ accounts (Smith et al., 2022). Reflecting the double hermeneutic, the clusters
represent the researcher’s interpretation of participants’ meaning making, with an
acknowledgement that alternative interpretations are possible, supported through ongoing
reflexivity and keeping a research diary.

3.7.6.5 Step Five: Naming Personal Experiential Themes (PETSs), Consolidating and
Organising into a Table. This stage involved naming clusters of experiential statements to form
Personal Experiential Themes (PETs). It became evident that some clusters overlapped and
shared similar experiential meanings, therefore were grouped to reflect sub-themes of the PET.

PETs are ‘personal’ as they operate at the individual level, ‘experiential’ as they reflect
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participants’ lived accounts, and ‘themes’ as they represent the researcher’s process of bringing
together statements, rather than representing single entities. After naming PETs, a table was
developed linking PETs and sub-themes to experiential statements and verbatim transcript
extracts with page references (Smith et al., 2022; Appendix M).

3.7.6.6 Step Six: Continuing the Individual Analysis of Other Cases. This process was
repeated for each transcript as interviews were completed over the three-month data collection
period. In line with IPA’s idiographic focus, each case was analysed individually, supported by
natural gaps between interpretation. While prior cases may influence interpretation, this was
managed through ongoing reflexivity and systemically following steps 1-5 for each case (Smith
etal., 2022).

3.7.6.7 Step Seven: Working with PETS to develop Group Experiential Themes
(GETs) Across Cases. Once all transcripts were analysed individually and PETs were
developed, the final step involved identifying convergence and divergence across PETs to
generate Group Experiential Themes (GETs). Analysis is not intended to produce a generalisable
group ‘norm’, rather the researcher is attempting to highlight areas of shared and differing
experiences across participants (Smith et al., 2022).

PETs and subthemes were printed and mapped across a large surface to consider areas of
similarity or difference at the highest level of organisation (e.g., PETs). Some themes emerged
readily, while others required an iterative, dynamic process of looking closely at subthemes and
experiential statements (sometimes transcripts to check meanings), to consider possible
interconnections. This resulted in some PETs being separated through subthemes and merged to
reflect the higher order level of analysis through the GET. GETs were named to reflect the
experience at the group level, organised into a table (Appendix N-O)

3.8 Ethical Considerations

Ethical approval was granted by the University of East Anglia (UEA) Ethics Committee
in June 2025 and re-approved following amendments to include specialist settings in August
2025 (Appendix P). The research was conducted in accordance with the British Educational
Research Association guidelines (BERA, 2024), BPS Code of Human Research Ethics (2021)
and HCPC Standards of Conduct, Performance and Ethics (2024). Respect for participants'
privacy and dignity was a priority (HCPC SoCPE, 1.1). As highlighted by Smith et al. (2022),
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ethical practice is embedded throughout research and is a dynamic process which requires
monitoring, particularly during data collection and analysis.

3.8.1 Informed Consent and Right to Withdraw. Caregivers expressed their interest in
their child/the child they care for taking part in the research by contacting the researcher via
email. The researcher first asked caregivers to confirm their child was aware of their FASD
diagnosis, before sharing the parental and child information sheets and consent forms outlining
information about the research, ethical considerations, anonymity, rights to withdraw, and data
storage (BERA 9; BPS CoHRE 4.1) (Appendix Q). Adapted versions of the child information
sheet (inclusive of a video explaining the process) and consent form was also shared to support
the diverse cognitive needs associated with FASD (BERA 23; BPS CoHRE 4.4; HCPC SoCPE
2.3, 2.4) (Appendix R). This enabled participants to consider their voluntary participation and
what the research would involve, before providing informed consent (BERA 8; BERA 24; BPS
CoHRE 4.1; HCPC SoCPE 1.4) by completing the consent forms (one parent, one CYP) and
sending them to the researcher. Dual-consent accounts for cognitive challenges and vulnerability
of CYP with FASD and potential parental presence during the interview if this was participants
preference as identified in the consent form. This option also considered BPS (2020) guidance
recommending caregiver presence when using online platforms. The parental information sheet
and consent form clearly outlined that parental views would not be collected, and their role was
to support the CYP.

At the start of the interview, the researcher clarified the research aims, structure,
reaffirmed consent for recording, offered time for questions and outlined safeguarding
parameters (BERA 48; HCPC SoCPE 5.2, 7.3). Participants’ consent was reaffirmed at the
beginning and throughout the interview, highlighted as good practice by Smith et al. (2022).
Participants were reminded at the beginning and throughout, of their rights to withdraw at any
time during the interview and up to the point of anonymisation of transcripts (see below) (BERA
31; Smith et al., 2022).

3.8.2 Confidentiality and Anonymity. Data was managed in accordance with the UEA
Research Data Management Policy, General Data Protection Regulation (GDPR) and Data
Protection Act 2018; data was stored securely on a password-protected laptop (HCPC SoHRE
5.1) and will be destroyed following viva completion (BERA 39, 45, 46). Transcripts were fully

anonymised to ensure confidentiality, removing personal or identifiable information (e.g.,
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school, friends mentioned etc.) and each participant was given a pseudonym. At the end of the
interview, caregivers were emailed the transcript and offered the opportunity to review this for
accuracy with the young person (Smith et al., 2022); two families completed this. While
confidentiality of participants data was an utmost priority, the researcher acknowledges an
ethical tension in sharing the transcript with caregivers for review, when the young people had
been assured their views would remain confidential and many did not request caregiver presence
during the interview. Despite this, it was not ethical to contact the young people directly and
therefore the transcripts had to be shared via caregiver contact details. This required careful
balancing of the young people’s rights to confidentiality and ensuring their accounts were
accurately represented within the transcripts.

3.8.3 Duty of Care and Debriefing. Consideration was given to the vulnerability of
research with children (BPS CoHRE 4.4), complexity of FASD and associated cognitive
challenges (Dow et al., 2020). While the research posed no intended harm, the researcher
recognised vulnerable groups are at increased risk of experiencing harm from research processes
and took extra steps to reduce risk (Hurst, 2008; HCPC SoCPE 6.1, 6.2). Participants were
offered movement breaks and opportunities to ask questions throughout (Coons & Watson,
2013) and reminded of their voluntary participation (BPS 2018; Dow et al., 2020). Using skills
developed as a Trainee Educational Psychologist, the researcher monitored withdrawal signs,
consistently reaffirming consent through wellbeing check-ins (BPS CoHRE 4.7)

The interview schedule was framed within a positive psychology lens, though recognised
the potential of sensitive topics which are stigmatising or emotional emerging (Alexander et al.,
2018), particularly given literature highlighting the difficulties these CYP can experience in
education. Participatory research can enrich understanding of the topic (Cargo & Mercer, 2008;
Jagosh et al., 2012), however it is recognised there is a need to balance identifying strengths and
the real-life experiences of navigating life with FASD (Flannigan et al., 2021).

Evidence of DBS and access to support resources, (e.g., charities), were provided to
further safeguard participants (BPS CoHRE; Dow et al., 2020). The interview concluded with
asking participants if there was anything deemed relevant to their experiences which was not
discussed (Smith et al., 2022) and debrief forms were shared with caregivers via email

(Appendix S).
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3.9 Findings

Aligning with IPA’s idiographic underpinning and to remain close to participants’
individual experiences (Oxley, 2016), this section first presents an overview of the individual
analysis of each participants’ account through participant profiles. Subheadings reflect Personal
Experiential Themes (PETs) from stage four of the analysis. Verbatim quotes are italicised,
followed by transcription page number (e.g., p.2). Participant profiles are intended as a summary,
with accounts explored in greater depth through Group Experiential Themes (GETs). A thematic
map of PETs for each participant is presented in Appendix T.

Following this, cross-case analysis and GETs are presented, developed through exploring
convergence and divergence across PETs (Smith et al., 2022). This process moving from the part
(participants experience) to the whole (patterns across cases) reflecting the hermeneutic cycle, is
not intended to present a norm of participants’ experiences, rather to highlight areas which
participants have shared or differing experiences (Smith et al., 2022).

3.9.1 Participant Profiles

3.9.1.1 Josh. Josh is 12-year-old boy in Year 8, attending a mainstream secondary school
in Northern England. Josh has FAS without sentinel facial features and is adopted. Josh has an
EHCP, however his adoptive mother identified support can be limited and inconsistent. Josh did
not use visual supports, other than scaling.

Importance of External Support and Advocacy. Through making sense of his
experiences, Josh appeared to use comparisons, with awareness his experiences likely differ from
his peers, describing himself as “not your average child” (p.7). Despite awareness of his needs,
Josh had difficulty seeking support, identifying “I don’t het the help I need” (p.7). Josh relies on
external support and advocacy in navigating school, such as support from attuned peers to access
learning, providing “a hint or two...to get me going” (p.5) and peers who “remind me which
lesson I'm in” (p.10). Josh also values support from Teaching Assistants (TAs), though
identified this as inconsistent, needing “a lot more TAs in a lot more lessons” (p.4) to make
school more positive. While adult support was valued, inconsistencies in staff’s approaches, “all
the TAs say things in different ways” (p.4), resulted in confusion. Josh also appeared to rely on
parental advocacy to navigate school, however this was highlighted through his mother’s

contributions, which were not formally analysed and considered a subtheme.
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Externalising Difficulties in Learning and Sustaining Attention. Josh spoke of
difficulties managing the learning environment and engaging, describing he “cannot sit in a
chair for more than an hour for the life of me” (p.4), suggestive he views some expectations as
unachievable. Josh often attributed his difficulties, particularly inattention, to factors outside of
his control such as his FASD and environmental factors. Josh was easily “distracted” by
“students, people outside the window, random sounds” (p.1), naming these distractions to ‘‘fall
under me FASD” (p.1). Peers were also a source of distraction, “the idiots that...I thought at first
were class clowns but they re not” (p.11), expressing his frustration through his language. Josh
recognised he finds peers’ behaviour frustrating, though often behaved in similar ways,
presenting with limited control; “I might sound a bit rich saying this, but people not shouting
out...I can't say that too much because I do that” (p.11). Josh’s behaviours and responses
presented as impulsive, “the idea goes into my head, and I can’t stop my mind from saying it”
(p-15). Josh also experienced difficulties processing and recalling information, making sense of
his experiences through visualisation and metaphor, describing his brain as a “bookshelf” (p.13)
with limited capacity. He also described difficulty holding in mind information, “I will have a
question, and I put my hand up, and then I'll have another question, but I don't want to be listing
the 1000 questions” which became a cyclical experience “over and over and over” (p.13).

Disconnect Between his Abilities and Expectations, Impacting Self-Concept. Josh
alluded to possible disconnect between his abilities and schools’ expectations, which impacted
his self-concept and confidence, referring to himself as “no good with that” alongside the pace
of learning meaning he “can’t really keep up sometimes” (p.13). Josh showed awareness that he
likely finds school more challenging than his peers, though felt tension when he experienced
difficulty in areas he perceives he should be confident in; “there's the questionable lessons that 1
think am I really supposed to be struggling with this one” (p.2). Josh also made comparisons
between his abilities across contexts, resulting in a disconnect in his skills across environments;
“we've got music and that's one of the...lessons I struggle most with, which is pretty confusing

for me because I've been doing, you know, music...two years” (p.2). Confusion and self-
criticality resulted in a “weird cycle” and heightened emotions, “I get anxious and then I get
angry at myself and then I just go into full on meltdown” (p.15). His awareness of his difficulties
was not met with appropriate adjustments and support such as school not having “the right

equipment” (p.3). Josh also noted how equipment adaptations are not made to suit his needs
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which was “very confusing because I'm...left-handed...then I have to play right-handed” (p.3).
Josh appeared to perceive that others think negatively about additional supports, justifying it
wouldn’t “be completely cheating”, “I still understand where to put me punctuation and all
that”, which may reflect broader experiences of inclusion in school (p.3).

Supportive Strategies, Tailored to Individual Needs. It was important for Josh that
support was tailored to his needs. Josh benefited from clear, explicit communication, like
teachers asking, “do you understand? ” rather than “are you ok?” (p.3). Josh also benefited from
a slower pace of learning and visual demonstrations; “showing me through it...she won’t just
describe it to me” (p.14). Adult check-ins and reassurance were also supportive, “check if I'm
like you know, on the same page...which is sometimes literally...that’s a big helper” (p.12). Josh
spoke about the importance of sensory regulation like using “‘fidgets” (p.15). He described his
sensory diet “gives me brain that boost...It's kind of like when you recharge batteries, power you
up again...1 feel like normal” (p.15). His use of metaphor describing his brain like a battery
supports him to articulate and make sense of his internal experiences. Also, his use of “normal”
reflects a sense of difference to his peers when his sensory needs are not met, making navigating
school more challenging. Josh also highlighted the importance of sensory spaces, describing his
ideal sensory space, tailored to his interests; “a little den, maybe like some books because I love
books ...sensory snacks and like music...lights...sometimes my phone...no shouting or anything,
just silence” (p.16).

Importance of Structure and Predictability. Josh highlighted the importance of structure,
“I like a routine”, predictability and feeling “organised” (p.7) in supporting his experiences.
When lacking structure, Josh struggles to navigate situations such as experiencing conflict of
needing a break, alongside difficulty navigating unstructured times like breaktimes, “after 5
minutes I just I go into the, what do I do?... 10 minutes just standing there” (p.9). He also had
difficulties articulating his views to adults when encountering experiences outside of his routine;

“She thought that I was going to go on the bus because that's what I normally do” (p.16). While
Josh highlighted his preference for structure and routine, he recognised there are aspects outside
of his control which can be unpredictable. For example, the school bus is “15 minutes late every
day” (p.8), describing it as a “miracle” (p.6) to be on time. The bus being late impacted Josh’s
morning routine and ability to “actually get to our lessons” noting “we can’t teleport” (p.8),

suggestive he perceives some expectations as impossible, due to factors outside of his control.
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This sense of predictability was reflected in Josh’s preference for practical, concrete learning,
“the practical, the theory, you know how things work” (p.1), over abstract concepts like religion,
“I do like to question things...I have given our RE teacher a bit of a run for his money...we never
really know. We're all just making...hypotheses” (p.6). Josh highlighted his difficulties with
abstract concepts in maths like algebra, “I will give up when we start putting letters into a lesson
about numbers” (p.6), presenting rigidity in his thoughts and disliking change, “I don't know if
I'm old fashioned, but I think that's how it [algebra] works” (p.12).

Systemic Factors Shaping Educational Experience. Josh was reflective about systemic
factors impacting his experiences, and his understanding of school wide processes appeared to
impact his interpretation of such experiences. Changes in school structures impacted the support
Josh received, like restrictions accessing sensory spaces since becoming an academy; “So if’
you've, if you've been upset in like the last 10 minutes of the lesson, you're going to wait 20
minutes to actually go” (p.3). This created tension with his desire for accessible support when
needs arise, like “calming strategies and things like that and not having to wait 20 minutes”
(p.15). Josh’s experiences highlighted consistency of support appeared related to teacher
experience and knowledge, particularly about how FASD may impact his learning. This was
shaped by his experiences of not “really getting the proper...help” (p.15) and limited
consideration for his views such as when interventions were removed because he “got better at
them”, although he felt they were “helping with me confidence and things like that” (p.15). Josh
was the only participant who spoke of how settings’ reputations in supporting SEND and
inclusion can impact placement decisions and he “might have to move”. This was influenced by
family members experiences, “it’s a family thing at [local mainstream]”, appearing to make
sense of his experiences through comparison to other’s experiences.

3.9.1.2 Oscar. Oscar is a 13-year-old boy in Year 9 attending a specialist setting in
Eastern England and has an EHCP. Oscar has FAS without sentinel facial features and is
adopted. Oscar’s setting supports SEMH needs through a nurturing approach, physical activities,
therapeutic support and an adapted curriculum. Oscar previously attended a mainstream
secondary school from Year 7-8, therefore offered a unique, comparative account of his
experiences between settings, offering hopeful insights of what has supported him. Oscar chose

not to use visual supports.
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Trusting Adult Relationships Shaping Attuned and Consistent Support. Oscar
commonly referenced the importance of staff availability in making support feel possible,
“there’s so many LSAs”, “always free for to...have a chat with or, you know, you ever needed
help” (p.3), “always someone to talk to if I like ever feel sad or angry” (p.5). Oscar placed
importance on staff attuned to students’ needs and skilled in their approach, knowing “how to
handle it”, supporting feelings of safety, “staff are so good before that happens, they know...so
nothing ever happens” (p.5). Staff in his current setting were perceived as “nice” (p.3) and
passionate, attributing this to the reason they got their jobs; “got their job because they
understand kids, just like me” (p.9). His use of “just like me” highlights a sense of relatedness,
which appears important in navigating school. Oscar also noted how consistency in adults,
having the “same teachers” is important, to “get to know them” (p.8). Consistency was also
supported by the settings’ overall approach, as students access “the same hub” rather than “go

from year two to year three in a different class” (p.8).

Support Tailored and Adapted to Students’ Needs. Oscar highlighted provision “based
around me” supports him to feel “a lot more comfortable there than my other school” (p.1).
This was also supported by resources tailored to individual preferences; “you can choose
whatever book you want to read...if you want to order a book that you really like, they would
order it for you” (p.6). Oscar further highlighted the need for support to be flexible and adapted
to students’ needs, finding rules in mainstream “a lot stricter”, in particular “uniform was quite
strict” which impacted “my sensory” (p.1). This contrasted his current experiences where “you
can wear whatever you want...long as it’s appropriate of course” (p.1), suggesting an agreed
sense of flexibility within broader boundaries. Flexibility around completing learning also
supported Oscar’s experiences, “you can skip it. You don’t have to do it, but you just have to do
something” (p.7). This was reflected in staff being “pretty free”” and students seeking support
when needed; “if you ever needed space from the classroom, you can go up to one of them and
ask can we go for a walk or can we go for a drive” (p.2). Through his comparative account
across settings, Oscar noted the importance of staff availability on feasibility of adjustments,
with “a lot of staff” supporting him to “do it in a quiet room” (p.7). Though, in mainstream, “of
course, they didn’t have enough staff to really take you into another room and say, do you want
to do this in a quieter room?” (p.7) suggesting limited staff is a barrier to adaptations and

support, presented as the expected experience in mainstream settings.
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Difficulties in Lessons and Supportive Strategies. When making sense of his learning
experiences, Oscar anchored his understanding through comparing his experiences between
settings. Oscar was reflective about how his behaviours in his previous setting of mixing “with
the wrong group” were not necessarily supportive, noting “it didn’t go great” (p.3). Peers were
a source of distraction, “rude classmates...just always trying to drag my attention away from the
class...trying to get me in trouble...it wasn’t a good like atmosphere to try and learn” (p.7),
recognising the influence of external factors on his experiences and engagement. The meaning
Oscar gave to his experiences, such as being distracted, appeared influenced by his view of the
environment. For example, in his current setting he noted “It's not as loud, although we do have
a kid what's very loud”, describing this peer as a “‘funny guy” and “chatterbox” (p.8). This
directly contrasted his view of distracting peers in his mainstream setting, labelled as “rude”
(p.7), highlighting how environmental factors shaped his perception of his peers and
interpretation of his experiences.

While some difficulties were attributed to external factors, Oscar recognised his
challenges sustaining attention; “/ find sitting still on a chair watching someone, say, do this, do
that, do that. I find that really hard (p.5). Oscar identified he “couldn’t handle that” (p.5)
suggestive the attentional demands of learning were overwhelming, and inattention was outside
of his control rather than a conscious choice; “I couldn't focus on them. It was just too much”
(p.7). Oscar would “zone out” and found it easier “saying yes” (p.5), struggling to advocate for
his difficulties, which resulted in challenges keeping up with the pace of learning. Aligning with
his attention difficulties, Oscar preferred practical activities, “I really like cooking” (p.6),
demonstrating a sense of achievement creating an end product; ‘just really like satisfying that
you made something you can eat” (p.7). Oscar also prefers learning in short bursts, interspersed
with breaks, wanting to get learning “out of the way” to complete more desirable activities like
“play football, you can have a break and then you back in” (p.2).

Sense of Community and Affiliation Impacting Motivation to Engage. Oscar made
direct comparison to his setting feeling “like another home” (p.9), “I really fit in and I feel at
home” (p.1). This suggests a strong sense of belonging and feeling valued within the school
community, supported by a nurturing approach, “everyone’s giving you fist pumps, everyone’s
saying hi” (p.4) and providing wrap around care, “they do the best breakfast” (p.2). A sense of

autonomy and “freedom” (p.5) was important in supporting affiliation and students “all get a
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table and...a proper spinny office chair” (p.3), creating sense of ownership. Oscar highlighted
feelings of relatedness to peers in his current setting, which “helps kids like me with FASD”
(p.1), presenting FASD as part of his identity. Oscar’s current peers are “much more mature and
everyone understands everyone else” (p.3), with mutual understanding that “everyone of course,
has their own needs” (p.4), which appeared to support a sense of relatedness and mutual
understanding. This contrasted his experiences at a “normal school” where they “don’t really
understand other people” (p.3), presenting heightened awareness of differences between his
experiences and perception of typical experiences. Moreover, social opportunities with relatable
peers were supportive in establishing a sense of belonging, as staff put “everyone together and
try and socialise everyone’ alongside enjoying social times, “because I get to sit with my
friends” (p.3). Oscar contrasted this to his experiences in mainstream, spending lots of time
“walking around on my own” and “everyone was proper like bullies” (p.9).

Approaches to Managing Behaviour Impacting Safety, Motivation and Belonging.

Oscar commonly made comparisons between punitive approaches in mainstream and
restorative approaches in his current setting, which shaped his experiences. Oscar found
“detentions...quiet, it was awkward” which made him “feel horrible and it scares me...it doesn’t
make me want to go into school” (p.4). This contrasted experiences of “educational
consequences”’ in his current setting, which support students to explore “how that’s happened or
how we can resolve it” (p.4). Oscar highlights how his experience of relational approaches,
positively impacted his overall school experiences, “it works” when students “know they can’t
really get badly told off, so they feel more themselves” (p.4). This was reflected in him stating
there is nothing he would change about his setting. In contrast there is “a lot” (p.7), he would
change about his previous setting; laughter following this suggested the level of change needed
would be significant, later noting “there’s just so much, everything would be changed” (p.8).

Rules, restrictions and inflexibility appeared to impact Oscar’s motivation and
engagement. Within his independent setting there appeared acceptance that rules were needed to
support safety; “they have a security wand. You get wanded down, you get a pat down and then
you go into the school” (p.7), suggesting his interpretation of rules is shaped by environmental
factors. His current setting also has rules about “one person in the toilet” at a time, however in
mainstream “there were loads of people in the toilets” resulting in “bullying...cause there’s no

one to see it” (p.9). When rules did not make sense to Oscar, he struggled to follow them, “/ was
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allowed a fidget to it, but there's rules about it...I don't think the rules about fidgeting like,
what's wrong with fidgeting” (p.5). His interpretation and acceptance of rules were shaped by
environmental factors and perception of whether rules kept him safe, though simultaneously
shaped his overall perception of school.

Overall Approach, Curriculum and the Physical Environment. Oscar preferred smaller
class sizes and having “more staff than children”, usually with “one teacher...two LSAs” (p.5).
He “didn’t like the big classrooms with all the kids, I'd rather be in a classroom with like three
to four kids” (p.8). Sport was also central to his current experiences, with a “a big field to play
football” and variety of sporting opportunities, “it could be tennis, it could be ping pong, it could
be any sport” (p.2), supporting emotional regulation and opportunities for social interactions.
Oscar referenced “football is like therapy” (p.1), highlighting the impact of physical activity on
his regulation and overall experiences. Regulatory spaces were also central to accessing school
successfully, such as the “sensory room” and “each hub has a corner for sensory”, supporting
him to feel “comforted” (p.7).

A slow and staged transition into his provision supported his familiarity and success;
“they'll come out with you...you won't go straight into [current setting]. They'll first start
introducing you into it, and then they'll take you out to...meet all the staff” (p.7). This was
supported by a nominated outreach teacher, “personal, like to you” and time to build a trusting
relationship through low demand activities, “they’ll go out with you and get like tea, if you like
tea or a coke...you can even go to McDonalds” (p.8). Oscar’s setting also promotes autonomy
and skills to equip students for post-16 transition, “they support you with your journey to getting
into college and the transition into college” (p.1).

3.9.1.3 Lily. Lily is a 12-year-old girl in Year 8, attending a specialist setting in
Northwest England. Lily has partial FAS (pFAS) and is adopted. Lily’s setting supports
primarily SEMH needs, focusing on a nurturing and individualised approach in small classes
with high student-teacher ratios.

Lily struggled most to articulate her views, requiring support of participatory approaches.
Lily generally answered questions succinctly, and demonstrated reluctance or difficulty sharing
information, often stating “don’t wanna do that question”, (p.5) when asked to elaborate. Lily at
times communicated through her dog; “If I put [dog’s]arm up, that means yes. If I leave it down,

that means no” (p.2), suggestive that communicating indirectly about her experiences may feel
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safer or illuding to potential language needs. Once visual supports were introduced, Lily
appeared more able to respond directly, “Yes, my hand now [instead of the dog]” (p.4),
highlighting the importance of adapting approaches to support accessibility. Despite difficulties
articulating her views initially, Lily was able to share her experiences in school.

Challenges Experienced at School. Lily’s overall dislike of school was highlighted by
rating school a 3/10 through scaling (Appendix F). She described school as “horrible”,
attributed to “everything” (p.6) rather than specific aspects. This could relate to difficulties
articulating her views, though her description reflected her overall account of her experiences,
such as her academic challenges shaping her experiences. Within a card sorting activity
discussing aspects which make school harder, Lily identified ‘understanding’ as the “the worst
one, the worst one” (p.5), with her language and repetition reflecting her level of difficulty.
Maths was particularly challenging, struggling with “the work...algebra” (p.8). Lily identified
other areas she disliked, reflecting her strong feelings through her language, “I hate PSHE and
RE” (p.3). She described lessons she does not like as “Boringggg” (p.4), which may relate to
difficulty articulating why, though may reflect strong dislike and difficulty engaging. During the
blob classroom (Appendix G) activity, Lily chose the below blob to represent her in lessons she
dislikes, noting this reflected “sadness” (p.13).

Figure 4

Blob Chosen by Lily to Represent her Experiences in a Lesson she Dislikes

Lily also illuded to difficulties navigating social times and interactions, preferring to be
“alone” (p.11). When shown the blob classroom, Lily noted “there’s too many people there”
(p-12) suggestive busy environments can be overwhelming, or perhaps this image does not

reflect her experiences of smaller classes in her setting.
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Supportive Adults and Fun in Learning as Protective. There were aspects of school
which Lily enjoyed, “drama...english, maths” (p.3), choosing the blob below to represent her in

lessons she enjoys, identified as “happy” (p.12).
Figure 5
Blob Chosen by Lily to Represent her Experiences in a Lesson she Enjoys

AN .Rd

Lily identified drama as her favourite subject, attributed to being it “fun” (p.3). Lily also
enjoys practical learning, “soon we are doing a fire experiment”, “we're turning 5 different
colours” (p.3). Lily often spoke about interactive games and platforms within learning,
identifying “playing Kahoot and Bluekit” as the best parts of her day, which “everyone plays”
(p.3). This suggested a sense of relatedness and low-pressured environments positively shape her
experiences. Support from familiar, trusted adults who are consistently accessible appeared
important, describing she likes “two teachers that stay in there most of the time. Miss X who is
always with us and Miss X which isn’t with us all the time because she’s the drama teacher”
(p.9). The importance of adult relationships was reflected in her desire for autonomy and a voice
in decisions around staff employment, presenting student-staff relationship and teachers’
approach as central to her experiences; “Maybe let the children when people are hiring, let the
children look because we're not...because we're the ones being taught by them” (p.9). Lily
highlights how broader decisions impact her experiences and therefore, this is an area she would
change to make school more positive.

Support for Sensory and Emotional Regulation Shaping Educational Experience.
Lily’s frequent reference to her sensory experiences suggested the school environment placed
significant demands on her sensory processing needs and actively shaped her experiences. Lily
repeatedly identified school uniform as “not comfy” (p.6), placing this under the category ‘does
not make school positive’ in the card sorting task (Appendix H). Lily expressed preference to
“be in comfy clothes and wearing pyjamas” (p.6). Access to spaces to support her regulation and
opportunities for movement were also important, like the “drama room, which is right outside

I G«

the room” “it’s just so big, so I can do cartwheels in it” (p.7). Her choice of the drama room,

which is her favourite subject, suggests a sense of familiarity is important in supporting
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regulation. Lily noted how her setting does not have a designated sensory space, but “there was
in lower primary” which she can “sometimes” access as the settings are connected, “two schools
combined into one” (p.7). Lily’s aforementioned desire for autonomy and voice was further
highlighted in her description of what may improve school. Lily frequently used “letting me”,
which appear to reflect limited autonomy within constraints of school rules, such as “letting me
go home when I want to” (p.6) and “letting us be in comfy clothes and wear pyjamas” (p.2). Lily
also had awareness of supportive resources at home, “crafting” (p.1), and technology such as her
“iPad” or “laptop” (p.10), though she experiences limited autonomy and voice regarding
resources she can use in school, “no, I'm not allowed. I wish I was” (p.12).

3.9.1.4 Thomas. Thomas is a 12-year-old boy in Year 8, attending an all-boys
mainstream setting in Northwest England. Thomas does not have an EHCP, so receives support
at universal SEND support. Thomas has partial FAS (pFAS) and is adopted. Lily is Thomas’
sister. Thomas chose to use visual supports.

Friends as Protective, Peers as a Source of Distraction and Annoyance. Opportunities
for peer interactions positively shaped Thomas’ experiences, “I like it because then I can see my
friends and play football” (p.3). While Thomas enjoys social times, he can be vulnerable to
unkind comments from peers, particularly relating to appearance; “mean to me because of my
height, so it makes it harder [to make friends]” (p.2), highlighting how challenging interactions
can shape broader experiences of social inclusion. Thomas relied on advocacy of his friends to
navigate school and interactions who “stand up and say just leave him alone” (p.3), identified as
one of the few things supporting his experiences. Thomas attributed some difficulties engaging
to “people in my lessons really annoy me” (p.3), presenting limited control over this. Thomas
chose the blob below to represent him in a good lesson.

Figure 6

Blob Chosen by Thomas to Represent his Experiences in a Lesson he Enjoys

Thomas shared “the teacher puts me at the back on my own” and accessing his own

workstation which creates physical separation from peers is supportive; “it’s easier for me to sit
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there when no one's annoying me”, (p.8), though suggests learning challenges attributed to
peers’ behaviour adversely impacted social inclusion. Thomas appears motivated to learn though
experiences barriers to his engagement, “we barely ever get any work done”” making him feel
“annoyed because I want to learn” (p.9). Thomas made a distinction between the his friends and
peers’ intentions, suggesting his interpretation of his experiences depends on relationships and
can shape peer perceptions, “my friends do it as a joke, but other people do it on purpose” (p.8).

Academic Strengths, Difficulties and Reliance on Adult Support. Thomas experienced
success in areas of the curriculum, naming “maths” as his favourite subject, “I find it really
easy” (p.1). “PE” is also an area he enjoys, and which supports his wellbeing, with a variety of
opportunities, “swimming, football, athletic things and use the gym” (p.2). Thomas received
merits for his work such as “golden tickets” but did not rely on this recognition, “it doesn’t make
me feel anything, [ don’t need it”.

Thomas also experienced academic challenges, finding some work “a bit tricky but I get
the help if [ need it” (p.13), with difficulties initiating tasks, “spelling...I don’t know how to
start” (p.1). His academic challenges shaped his view and confidence as a learner “with
Geography...flags into countries I'm fine with, but anything else I can’t do” (p.5) suggesting
perceived limits to his abilities. Adult support appeared central to successfully accessing
learning, “help with my spellings and they put sentence starters so I can start in” (p.1),
identifying “a bit more help trying to understand”, “maybe a teacher sits next to me, helping me
with my spellings...giving me some examples” (p.5), as areas which would improve school.

Support from Familiar, Attuned Adults as Protective. Adults were central to accessing
learning, perceived in a helping capacity when experiencing challenges, “when I struggle. I put
my hand up and wait for my teacher to come and help me” (p.9), reflected through his choice of

blob below.
Figure 7

Blob Chosen by Thomas to Represent his Experiences Asking for Help
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His enjoyment in lessons and support provided appeared dependent on relationships with
staff, “depends who’s teaching me”, enjoying lessons when teachers are “kind and they help me
if I need help” (p.12). Thomas also highlighted the importance of consistency in staff and
approaches, although experienced frequent changes in teachers, adversely impacting his learning,
“I got confused because we have different teachers quite a bit...1I just can’t keep track of what

we re doing and the work” (p.10), reflecting his experiences through his choice below.

Figure 8

Blob Chosen by Thomas to Represent his Experiences of Confusion in Lessons

Despite the importance of adult support, Thomas experienced disconnect between his
perception of adults’ helping role and support received; “I tell the teacher and they never do
anything”. Thomas appeared to navigate difficulties by attributing trust to certain members of
staft, “my head of year...I trust them more than my teachers” (p.4). Adult advocacy appeared
central to successfully accessing school and shaped his perception of staff, “the head of years
will sort it, but the teachers don't sort it” (p.4). Thomas identified “if the teachers...dealt with
what was happening in class”, “letting the teachers deal with things and helping me” and “the
teachers letting me be able to tell them what's happening” as aspects which would improve his
experiences. This suggests his current experiences are shaped by limited advocacy and feeling
dismissed, though he perceives adults as central to accessing school.

Sensory Overwhelm and Regulation Strategies. The school environment was
experienced as overwhelming, and “foo noisy”, impacting his sensory regulation and physical
discomfort, “it really hurts my left ear” (p.6). Within the card sorting activity, Thomas identified
“it’s too loud when there’s large groups” (p.13), suggesting busy environments contribute to
sensory discomfort. Thomas’ experiences of sensory overwhelm, impacted his ability to seek
support “not when its loud in the classroom” (p.9) and engage in learning, presented as a

persistent difficulty attributed to peers’ behaviour, “Everyone is just shouting all the time...we
Figure 9

Blob Chosen by Thomas to Represent his Experiences Seeking Regulatory Support
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barely ever get any work done” (p.9). Thomas developed strategies to cope with environmental
overwhelm, “stand outside sometimes...calm down...have a minute out because of how loud it

is” (p.9), “walk up and down the corridor” (p.10), represented by his choice below.

Regulatory spaces appeared to support him to manage the school environment,
particularly when dysregulated like “the hive”, “to calm us down...if we 're upset or annoyed”
accessing “fidget toys and timers” (p.10). Outdoor space and physical activities were also
important in supporting regulation, developing strategies to limit the time he spends in
environments which cause discomfort; “I eat my lunch and then go straight out to play football,
so I'm in there for like 2 minutes” (p.13).

3.9.2 Cross-Case Analysis: Group Experiential Themes (GETs)

Five GETs and seventeen sub-themes emerged from the data (Table 4); ‘Adults as
Shaping Safety, Trust and Access to Learning’, ‘Reliance on Trusted Peers to Navigate Learning
and Social Interactions’, ‘School Ethos Shaping Experiences of Inclusive Practice’, ‘Making
Sense of Academic Challenges’ and ‘Sensory Support as Fundamental to Educational
Experiences’. Each GET and related subthemes are outlined below, as well as verbatim quotes to
capture participants’ experiences and remain close to data. Themes are presented separately but it
is important to highlight themes are interrelated and overlapping, reflecting the hermeneutic
cycle and need to look to the whole to understand the parts, and the parts to understand the whole
(Smith et al., 2022). Quotes are presented as follows:

e Verbatim quotes are italicised, followed by pseudonyms and transcription page number

(e.g., (Josh, p.2)).

e Contextual information is presented in brackets (e.g., [pause]).

e Ellipsis (...) indicates omitted speech, which was not relevant to include as it did not add
to understanding (e.g., follow-up questions).

e Where necessary to support understanding, the researchers’ contributions are presented

using “R.".



Caregiver views were not gathered, however some caregivers were present during
interviews to support participants. Caregiver comments which provide context to

participants responses are presented (e.g., Josh'’s mother:).
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Table 4
Overview of GETs and Subthemes

[ GET 1: Adults as Shaping Safety, Trust and Access to Learning ]

e Trusting adults as a foundation for safety, support and being understood

e Adult presence providing sense of safety and consistent access to support and
adaptation

e Staff’s perceived knowledge and understanding shaping support provided

e Predictability and familiarity in adult relationships as key in navigating learning
and school

[ GET 2: Reliance on Trusted Peers to Navigate Learning and Social Interactions ]

e Peers as a source of distraction, frustration and unkind behaviour
e Peers as a source of support and advocacy
e Navigating unstructured times and social aspects of school

[ GET 3: School Ethos Shaping Experiences of Inclusive Practice ]

e Relatedness with peers and staff supporting feelings of belonging

¢ Rules and punitive approaches shaping perceptions of school, self and staff as
approachable

e Need for flexible support, tailored to individual needs

e Desire for increased autonomy

[ GET 4: Making Sense of Academic Challenges ]

e Difficulties sustaining attention, engaging and retaining information

e Academic difficulties impacting confidence, view of self and ability to advocate
for support

e Preference for learning which is fun and practical

e Supportive approaches in lessons

GET 5: Sensory Support as Fundamental to Educational Experiences ]

e Sensory processing needs and supportive strategies
e Access to regulatory spaces
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3.9.2.1 GET 1: Adults as Shaping Safety, Trust and Access to Learning

This GET explores how adults were key in shaping experiences, though the nature of
support varied, highlighting the importance of trust, staff availability, perceived experience,
staff-student relationships, consistency and predictability.

Table 5
Prevalence of Subthemes Related to ‘Adults as Shaping Safety, Trust and Access to Learning’

Participant Trusting Adults as Adult Presence Staff’s Perceived Predictability and
a Foundation for ~ Providing Sense of Knowledge and Familiarity in Adult
Safety, Support Safety and Understanding Relationships as Key
and Being Consistent Access Shaping Support in Navigating
Understood to Support and Provided Learning and School
Adaptation
Josh V4 N4 N4
Oscar v v v v
Lily J v
Thomas v v v v

Trusting Adults as a Foundation for Safety, Support and Being Understood. While
experiences varied, Thomas, Oscar and Lily highlighted the importance of building relationships
with staff in navigating the cognitive demands and unpredictability of school. Thomas and Oscar
placed importance on staff being kind and helpful:

“All the staff is really nice” (Oscar, p.3)

For Thomas, staff attributes and his relationship with them impacted his overall view of
teachers and enjoyment of lessons:

“Depends who's teaching me...I've got a good science teacher...They're very kind and

they help me if I need help” (Thomas, p.12)

Similarly, Oscar’s relationships with teachers were important, preferring time to build a
relationship with one staff member:

“I like having the same teachers...you can get to know them and then get to know them

more...you don't just switch every teacher and have to get to know them, then get to know

them, you get to know one teacher and that's the teacher that teaches you” (Oscar, p.9)
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Oscar’s use of “get to know them and then get to know them more” suggests relationships
with teachers develop overtime, with consistency enabling deeper understanding beyond surface
level.

Lily’s desire for agency and voice in staffing decisions reflected the importance of
student-staff relationships in shaping her experiences:

“Maybe let the children when people are hiring, let the children look because...were the

ones being taught by them” (Lily, p.9)

Lily’s use of “we re the ones” highlights her heightened awareness of how staffing
decisions shape her experiences.

The importance of trust and feeling heard was highlighted by Thomas, who’s experiences
led to him identifying staff in authority positions as trustworthy:

“I just trust them [head of year] more than my teachers” (Thomas, p.4)

“I know they they'll sort it the head of years will sort it, but the teachers don't sort it”

(Thomas, p.4)

In contrast, Oscar perceived all staff in a positive light, as they are approachable and
provide a sense of safety:

“I must say there, there's no teachers that I don't like...1I like all of them and I can go to

because I feel safe around every single one...I find it really comforting” (Oscar, p.9)

Participants’ emphasis on staff who are trustworthy, kind and attuned to their needs
suggests relational attunement is central in shaping their educational experiences.

Adult Presence Providing Sense of Safety and Consistent Access to Support and
Adaptations. Availability, or scarcity, of adult support shaped whether support felt possible,
predictable and responsive. Some experienced support from Teachers and Teaching Assistants:

“I have both [TAs and teachers]” (Thomas, p.1)

“Normally we have one teacher, we have two LSAs” (Oscar, p.3)

Josh identified additional, familiar adult support as something which would improve his
experiences, emphasising the importance of adult support in navigating the cognitive demands of
school:

“If I had like one TA for me lessons, just so...I understand a bit better and then I can you

know focus more” (Josh, p.4)

“For that I'd need a lot more TAs in a lot more lessons” (Josh, p.4)
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Josh’s repeated use of “a lot more” conveys a perceived discrepancy between support he
receives and what he needs, suggestive existing TA support is useful, though insufficient.

Josh demonstrated awareness that adult support was dependent on attainment due to
limited staff capacity, thus systemic constraints impacted his learning experiences:

“The SENCo has put where...I've not done so well on my end of year test. That's what we

put the TAs. But that means I've only got TAs for english and science” (Josh, p.4)

Oscar also highlighted how limited staff capacity impacted feasibility of adjustments in
learning:

“Then of course, they didn't have enough staff to really take you in another room and

say, do you want to do this in a quieter room? [pause]. They didn't have enough staff to

monitor that” (Oscar, p.8)

Oscar’s use of “of course” emphasises limited staff availability to provide additional
support became commonplace in his mainstream setting. His experiences of limited staff
availability in mainstream school impacted his sense of safety, making sense of his experiences
through comparison:

“Anything can happen and no one will know...I got into this fight, and no one knew...then

1 jumped over the fence. No one knew, until I got home and my mum had to text them. No

one knew...I think it's bad that they don't know if anything happened because if it was a

serious thing...dangerous...no one would know” (Oscar, p.5).

Oscar’s repetition of “no one knew ” highlights a sense of isolation in his experiences
within mainstream when difficulties occurred, navigating situations independently due to
perceiving he could not rely on staff. In contrast, increased staff availability and accessibility in
Oscar’s current setting supported adaptations and co-regulation:

“There's so many LSAs, like always free for you to, like, have a chat with or...you ever

needed help” (Oscar, p.3)

“I have always someone to talk to if...I ever feel sad or angry, I can always go up to a

friend or a teacher and just say I'm feeling quite angry, can we go walk or can we talk

and then it just when you get it out. It feels so much better” (Oscar, p.5)

Staff capacity also shaped feelings of safety and containment:

“I feel much more safe [in independent setting] and I feel like because in [previous

setting] there's so many kids and so less staff’ (Oscar, p.5)
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Adult support was experienced not only as an additional resource but as fundamental to
accessing learning, regulation support, shaping whether school was experienced as unsafe and
unpredictable, or safe, containing and attuned to needs.

Staff’s Perceived Knowledge and Experience, Shaping Support Provided. While
experiences varied, Josh, Oscar, and Thomas spoke of their perception of staff experience and
knowledge and how this impacted their experiences; for Josh, this related to lack of
understanding of FASD.

Josh’s mother: “apparently, he [teacher] wasn't aware that Josh needed processing time

or that it was part of his FASD and not just Josh...procrastinating”

“Oh, right, yeah” (Josh, p. 14)

In contrast, Oscar perceived staff understanding as a strength, attributing this to the
reason they acquire their jobs:

“I just feel like they're really trustworthy and they got their job because they understand

kids, just like me” (Oscar, p.9)

Oscar’s reference to “‘just like me” also highlights a sense of relatedness to his peers,
suggestive of mutual understanding of needs and strengths.

Oscar’s perception of staff’s understanding and knowledge was reflected in his
confidence in their ability to manage situations, attune to students’ needs and offer support
before situations escalate:

“Staff are so good before that happens, they know. So, they'll take the person...go for a

walk, let's go get some food and take it away from the other person. So, nothing ever

happens ...it's never been that bad...because the staff know how to handle it” (Oscar, p.5)

Oscar’s experiences contrasted Thomas’, who described a mismatch between his
expectation of teachers to manage situations and his experiences; an area he would change to
improve school:

“Teachers sorting things out that happen in the lesson...would make me feel much

happier” (Thomas, p.7)

This subtheme appears interrelated to earlier subthemes, particularly ‘Adult Presence
Providing Sense of Safety and Consistent Access to Support and Adaptation’. When adult
support was readily available, this shaped positive perceptions of staff knowledge. In contrast,

mainstream settings with limited staff capacity may limit staff’s ability to develop understanding
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of individuals’ needs, adversely impacting perceptions of staff experience and knowledge. This
suggests contextual factors like staffing and resourcing, actively shaped the meaning participants
gave to their perception of adults and thus their educational experiences, sense of safety and
access to learning.

Predictability and Familiarity as Key in Navigating Learning and School. All
participants described the importance of consistency and predictability in adult support, in
shaping their experiences.

For Lily, consistency in adult support was key to navigating lessons, preferring support
from familiar adults, though demonstrating awareness of restrictions to staff consistency due to
differing roles in school:

“My two teachers that stay in there most of the time. Miss X who is always with us and

Miss X, which isn't with us all the time because she's the Drama teacher” (Lily, p.4)

Oscar, who also attends a specialist setting, highlighted the importance of reduced
transitions between year groups which provided consistency:

“It’s not like you go from year two to year three in a different class from different class,

from different classroom...It’s normally in the same hub” (Oscar, p.9)

In contrast, for Thomas and Josh who attend mainstream settings, experiences of changes
in teaching staff or approaches were frequent, creating confusion and uncertainty in lessons and
difficulties meeting expectations:

“Yeah, sometimes I got confused because we have different teachers quite a bit...I just

can't keep track of what we're doing and the work” (Thomas, p.10)

“TAs say things in different ways. So, when I get used to one TA saying something one

way I've got another one...I've got trying to figure out what they mean” (Josh, p. 4)

Josh’ use of “trying to figure out” highlights learning is experienced as confusing when
staff are unpredictable in their approach and language, creating barriers to accessing lessons.

Thomas’ experiences of inconsistencies in support also varied between staff members,
with some teachers appearing to make presumptions about his needs and support required, which
may reflect the hidden nature of FASD:

“It depends who it is...some teachers will help me, but some teachers and students say

don't help him because he knows it all [pause] when I don't!”
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Here, Thomas’ statement of “when I don’t” highlights his frustration of the disconnect
between others’ perception of his abilities and his experiences of academic challenge, which are
not met with consistent support.

Participants highlight the importance of predictability and consistency in adult
approaches, though experiences varied both between and within participants’ accounts. When
faced with inconsistencies, school was experienced as challenging and confusing.

3.9.2.2 GET 2: Reliance on Trusted Peers to Navigate Learning and Social Interactions

This GET relates to how participants’ interactions with peers shaped their educational
experiences, both positive and negative.
Table 6

Prevalence of Subthemes Related to ‘Reliance on Trusted Peers to Navigate Learning and Social

Interactions’

Participant Peers as a Source of Peers as a Source of Support Navigating Unstructured

Distraction, Frustration and and Advocacy Times and Social Aspects
Unkind Behaviour of School

Josh v v v

Oscar N4 v

Lily v

Thomas v v v

Peers as a Source of Distraction, Frustration and Unkind Behaviour. Josh, Oscar and
Thomas spoke of challenging interactions with peers, sharing frustrations that peers were a
source of distraction, impacting engagement and ability to meet expectations and creating
unsupportive learning environments.

“I had quite a few...rude classmates and they were just always trying to drag my

attention away from the class and trying to get me in trouble, and it didn't help...it wasn't

a good like atmosphere to try and learn” (Oscar, p.8)

Thomas positioned himself as motivated to learn, but his ability to engage was
undermined by factors outside of his control, particularly distractions from peers. His frustration
appeared to stem from not only being distracted, but a sense of injustice that he wants to engage

but experiences barriers to doing so:
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“We barely ever get any work done and don't do anything...Annoyed because I want to

learn” (Thomas, p.9)

Josh recognised at times he can mirror distracting behaviours of his peers, though
expressed ambivalence, with awareness of his limited control of such behaviours and
simultaneous frustrations when others behave the same. Presenting this as outside of his control
may help him make sense of his experiences by separating his intentions from those of his peers:

“I might sound a bit rich saying this, but people not shouting out...I can't say that too

much because I do that” (Josh, p.14)

Josh’s experiences of his peers being distracting shaped his overall perception of his
classmates. The meaning given to such experiences shifted overtime, from peers as funny, to
disruptive. This contrast appeared to reflect Josh’s desire to engage in learning and thus attempts
to separate himself from his peers who are disruptive:

“Distracting people...the idiots that...I thought at first were the class clowns. But they're

not” (Josh, p.11)

Oscar’s comparative account noted his experiences of distractions, though highlighted
how environmental factors like class sizes shaped his experiences:

“I didn't like the big classrooms with all the kids. 1'd rather be in a classroom with like

three to four kids, like I am at the moment which I find...much more better because it's

not as big distractions. It's not as loud” (Oscar, p.8)

Peers were also a source of unkind behaviour and negative influence on participants,
making school more challenging to navigate. Oscar attributed adverse experiences in mainstream
to the influence of peers, while also recognising his role in these interactions. Oscar reflected on
his retrospective experiences in his previous setting, illuding to attempts to distance himself from
an earlier version of himself, which may not reflect his current experiences:

“I mixed with the wrong group in my other school, everyone was a bit immature, and it

didn't go great” (Oscar, p.4)

Thomas’ experiences of unkind behaviour appeared repetitive, impacting his overall
experiences of inclusion:

“People are mean to me, so it makes it harder” (Thomas, p.2)

“They're always pulling faces at me, telling shut up and going like...[signals hand

pushing down] at me because of my height...makes me quite annoyed.” (Thomas, p.3)
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Thomas made a clear distinction between the playful intentions of friends, and disruptive
intentions of peers, presenting a sense of injustice alongside protection for his friendships:

“My friends do it as a joke, but other people do it on purpose” (Thomas, p.8)

Thomas described strategies to navigate peer-related difficulties, like physical separation:

“The teacher puts me at the back on my own [pause] Cause...lots of people annoy me.

So, it’s easier for me to sit there when no one's annoying me.”” (Thomas, p.8)

Thomas’ use of “put me” suggests this support is initiated by staff, rather than self-
directed, presenting with limited autonomy though acceptance this is supportive.

Peers as a Source of Support and Advocacy. Josh and Thomas spoke of the importance
of friends in supporting them to access school. For Josh, this related to supporting his
engagement and understanding in lessons. The level of support provided appeared dependent on
whether they were close friends attuned to his needs, though suggests some reliance either way
on peer support:

“Sometimes they'll [peers] ...give me like a hint or two to...get me going. But then

sometimes they'll just, you know, get on with your own work” (Josh, p.5)

“He like it reminds me which lesson I'm in because me brain fuzzes and [friend] learned

when me brain fuzzes because I do a specific face...sometimes [friend] has to physically

just go [mimics poking] for me to realise and then I come back” (Josh, p.11)

Josh uses literal explanations to make sense of his academic experiences, such as
“fuzzes” likely reflecting experiences of confusion or cognitive overload. “Come back” suggests
Josh’s mind may drift from learning, needing reminders to stay on task.

In contrast, Thomas spoke of the importance of his peers in navigating school, placing
value on peers advocating for him in social interactions, identified as one of the only things that
supports his educational experiences:

“Some of my friends stand up and say just leave him alone”” (Thomas, p.3)

“My friend's standing up for me...that’s really it” (Thomas, p.6)

This not only highlights Thomas’ experience of friendship as a protective factor but also
challenges interacting with students who he doesn’t have a relationship with, highlighting his
socially vulnerability.

Navigating Unstructured Times and Social Aspects of School. Participants

experienced difficulties navigating social interactions or social times in school, highlighting
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potential social vulnerability. Josh experienced conflicting feelings of recognising he needed a
break, alongside difficulty navigating unstructured times independently.

“I do enjoy having a break, but after 5 minutes I just I go into the, what do I do...10

minutes just standing there” (Josh, p.3)

Similar to Josh’s experiences, Lily’s account suggested her difficulties with social
interactions have developed a preference of being alone, increasing social isolation:

R: “if you're having a good day, would you be on your own”

“Alone [pause] yeah”

R: “is it easier to be on your own?”

“Yeah” (Lily, p.11)

Lily’s clear distinction between times on the playground being ok and not good, may
reflect her tolerance of unstructured times, rather than actively enjoying them.

R: “How do you find it when...you're on the playground? [Lily signals ‘ok’ sign with

hand] Good?”

“Does this [making ok signal] look like this [making a thumbs up]?”

R: “Oh, sorry...Is that ok?”

“Yeah”

R: “What makes it OK? What could make it better?”

“Don't wanna do that question” (Lily, p.5)

Lily’s withdrawal may reflect difficulties articulating her views or discomfort sharing
information about areas she finds challenging. In line with her preference for being alone, her
experiences suggest unstructured times may be overwhelming, and while she navigates this as
best she can, it is not a positive aspect of school.

Similarly, Oscar’s experiences in mainstream school were shaped by difficulties forming
peer relationships, particularly with older or intimidating peers, contributing to social isolation
and vulnerability. Oscar’s reliance on familiar, trusting relationships to navigate social
environments presented as a coping strategy, though intensified difficulties and isolation.

“I had not many friends, I was hanging around with my sister's friends, and my sister fell

out a lot with her friends, so I was always taking sides...I never had a really close

friend...I was walking around on my own. Or just run...I never played football...because
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it was just too scary. Everyone was proper like bullies, and everyone was bigger than

me” (Oscar, p.10)

Oscar’s use of “everyone” generalises his negative social interactions, reflecting limited
relatedness to peers and experiencing social situations as intimidating and isolating. Oscar
appears to separate himself from the wider school community, suggesting limited feelings of
belonging. In contrast, Oscar’s current setting is experienced as socially supportive as staff
facilitate interactions:

“They [staff] just do it, so you do make friends, they put everyone together and try and

socialise everyone” (Oscar, p.3)

“Lunches, I really like it because I get to sit with my friends and it's really easy to make

friends, everyone's really nice in there” (Oscar, p.3)

“You always get to see your friends whether you like it or not...you can always go out of

the hub to...another hub where your friends are and just say hi” (Oscar, p.7)

His use of “I really like it” contrasts his social experiences in mainstream school,
highlighting a shift in the meaning-making of his social interactions. This was reflected through
moving from “everyone” to “‘friends”, suggesting increased feelings of belonging and
connection. His account suggests social experiences are not solely impacted by within-child
factors but also by environmental factors, with increased structure enabling positive interactions.

Thomas shared commonalities in his experiences, highlighting the importance of
friendships in navigating unstructured times and contributing to positive school experiences:

“I like seeing my friends”” (Thomas, p.4)

“I got to play football with my friends” (Thomas, p.2).

Unlike Oscar’s difficulties making friends in mainstream school, Thomas finds social
interactions easier to navigate, supporting his inclusion:

“I've got quite a lot...They're all new friends” (Thomas, p.2)

While social experiences varied and were shaped by individual and environmental
factors, they did not align with the setting type, as participants attending the same type of setting
(e.g., mainstream or specialist) reported markedly different experiences. This suggests social
experiences in education are shaped by interacting individual and systemic factors, with adverse

experiences impacting the meaning given to such experiences.
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3.9.2.3 GET 3: School Ethos Shaping Experiences of Inclusive Practice

This GET explores how various elements contributed to settings overall ethos and
approach, which shaped participants’ experiences of inclusion and sense of community in school.
Table 7

Prevalence of Subthemes Related to ‘School Ethos Shaping Experiences of Inclusive Practice’

Participant Relatedness and Rules and Punitive Need for Flexible Desire for
Mutual Understanding Approaches Shaping Support, Tailored Increased
Supporting Feelings ~ Perceptions of School, Self to Individual Autonomy
of Belonging and Staff as Approachable Needs’
Josh N4 v v
Oscar J v v v
Lily v v
Thomas v v

Relatedness and Mutual Understanding Supporting Feelings of Belonging. Three
participants spoke about how experiences of relatedness in terms of activities, shared needs, and
mutual understanding fostered a sense of inclusion.

“Everyone plays it” (Lily, p.2)

“Everyone, of course, has their own needs” (Oscar, p.4)

“It’s a great school because it helps kids like me with FASD " (Oscar, p.1)

Oscar’s use of “like me” suggests he feels a sense of belonging in his setting and such
experiences influence his overall perception of school. His use of “of course” highlights a sense
of acceptance of difference, resulting in school experienced as inclusive and a space he feels he
belongs. Oscar’s sense of relatedness was extended to adults in school, attributed to a shared
experience of neurodivergence:

“Even some of the teachers I think have ADHD” (Oscar, p.10)

In contrast, Josh’s experiences suggested a limited sense of inclusion and acceptance of
differences, with heightened awareness of comparisons to his peers’ and need to justify

adaptations:
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“They've not got the right equipment to use it...I can say it, but...I've still got to say, like
the punctuation figure. So, it's not completely cheating. I still understand where to put me
punctuation and all that” (Josh, p.3)

Oscar contrasted his sense of relatedness and mutual acceptance of difference in his
current setting, to prior experiences in mainstream:

“If you're having a bad day...everyone has a bad day, but no one takes it out on each

other” (Oscar p.5)

“Everyone in [current setting] is much more mature and everyone understands everyone

else...but a normal school, should I say, they don't really understand other people, other

people's needs and stuff, so it's hard to make friends and harder to chat to people”

(Oscar, p.4)

Participants’ experiences suggest when there is mutual understanding of differing needs,
school is experienced as safe, accepting and inclusive, though in absence of this, educational
experiences are characterised as isolating and feeling misunderstood. Oscar’s use of “normal
school” suggests heightened awareness that his experiences in a specialist setting are not the
typical approach. Given his prior experiences in a “normal” setting were challenging, Oscar has
perhaps internalised this by perceiving his needs to not align with what is accommodated and
accepted in a mainstream environment, creating a sense of othering further impacting belonging.

Rules and Punitive Approaches Shaping Perceptions of School, Self and Staff as
Approachable. Oscar, Josh and Thomas noted their experiences of behaviour management
approaches and how this impacted their experiences and wellbeing.

Thomas’ frustration of unjust sanctions reflected feeling targeted by peers, and a sense of
separation and difference from his peer group:

R: “How do they make you feel when you get those [sanctions]?”

“Sad and annoyed because I never did anything...It’s people in my class...they blame it

on me” (Thomas, p.13)

Josh’s fears of sanctions impacted his ability to advocate for his needs, and seek adult
support, attempting to complete tasks independently:

“You know the teacher gets, you know, aggravated like shout...I don't like that and it's

just really difficult...then I feel even more pressured to not put my hand up, because if [

say something wrong, then I'm going to be in a bit of what do do” (Josh, p.5).
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His feelings of “even more pressure” suggest his experiences are already reliant on adult
support to access learning, though when adults become punitive, the barriers to accessing
learning are intensified. His account also suggests accessing support is reliant on his self-
advocacy, rather than adults being attuned to support needed.

Josh’ awareness of adult hierarchies and fear of doing wrong resulted in unsafe situations
like being on the road with limited awareness of danger, highlighting how staff approaches can
result in perceptions of staff as unapproachable, impacting students’ ability to self-advocate:

“I'm thinking I might have to go round because if this is the assistant head teacher, 1

don't want to get in trouble. So, I just listened and tried to go on the road” (Josh, p.16)

For Oscar, punitive approaches and rigid rules when he attended mainstream significantly
impacted his motivation to engage in lessons and attend school. Throughout his account,
experiences of punitive responses presented as a catalyst to his placement change:

“Personally detentions, I didn't like it. It was quiet. It was awkward...if they shout at you,

it makes me feel...horrible and it just scares me and it doesn't make me want to go into

school...it makes me be scared of the school and don't want me to go to school. But with

[current setting], let's say I want to go to school” (Oscar p.4)

“I really, really, really, really didn't like running and you didn't have a choice unless you

had a...note saying he can't run, you had to run...I ended up bunking in the toilets and

trying to hide... It wasn't good and it didn't make me want to do it...it didn't want to make
me get to school so. But with [current setting], let's say you can...skip it. You don't have
to do it, but you just you have to do something like colouring or word search” (Oscar,

p.7)

Oscar’s demonstrated awareness that his approach to managing challenging situations
wasn’t necessarily positive, though was a coping strategy to navigate an environment he found
challenging. His comparative account suggests increased autonomy and flexibility of
expectations has shaped his educational experiences as safe, enjoyable and motivating, which
contrasts his prior experiences characterised by fear, avoidance and inflexibility. This difference
in his experiences was supported by restorative approaches to challenges, through educational
consequences and co-regulation from attuned adults, not only impacting motivation but also his

self-concept and students’ ability to be themselves:
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“With a real school, you either go to detention, you get told off, you get shouted at. What
personally makes me feel bad about myself, and I don't like that...with my school now you
get an educational consequence...you just get, either chatted to and just say why that's
happened or how that's happened or how we can resolve it...or you go out, get some food
and talk about what happened. And that's all” (Oscar p.4)

“You never get a detention, you'll never get any of that...it works because...that's how
everyone feels their self in the school...as they know, they can't really get badly told off,
so they feel more themselves” (Oscar p.4)

Similarly to subthemes aforementioned, Oscar’s use of “real school” highlights
heightened awareness of his experiences differing from mainstream settings and may denote
consciousness that his experiences do not match societal expectations of typical educational
experiences. Oscar’s use of “it works” highlights a sense of buy in and agreement with the
behavioural approach. Moreover, “everyone feels their self”, implies his prior educational
experiences did not foster a safe environment to express himself, highlighting the impact
behaviour approaches can have on students’ feelings of safety.

Need for Flexible Support, Tailored to Individual Needs. Participants highlighted
desire for adaptable and flexible support, though experiences varied, dependent on multiple
factors like staff availability, systemic decisions, and settings’ broader approach. When support
was adapted, school was experienced as accessible, positively shaping educational experiences:

“I like that it's based around me and that I just feel a lot more comfortable there than
what my other school” (Oscar, p.1)

Interrelated to other subthemes, feasibility of adjustments was shaped by adult
availability:

“They have a lot of staff to take you to another room” (Oscar, p.8)

Accessibility was also shaped by environmental aspects of learning such as flexibility in
groupings to ensure provision aligns with students’ strengths and needs, positively shaping
educational experiences:

“If you didn't like that hub, you can change into other hubs...when I first started in a
hub...I didn't not like it, but it didn't suit me. It was too easy. So, we go into a different
hub” (Oscar, p.9)
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In contrast Josh’s experiences of limited reasonable adjustments resulted in school
experienced as unclear, adversely impacting his engagement and ability to navigate school:

“It's very confusing because I'm... I'm left-handed...then I have to play right-handed

instruments” (Josh, p.2)

Josh expressed confusion regarding rules and restrictions introduced since the setting
became an academy, limiting access to regulatory spaces and reducing flexibility of support
highlighted how broader systemic decisions can shape educational experiences:

“So...if you've been upset in like the last 10 minutes of the lesson, you're going to wait 20

minutes to actually go” (Josh, p.3)

Josh identified “ ‘calming strategies and things like that and not having to wait 20
minutes” (Josh, p.15), as an area which would improve school for him, highlighting the adverse
effects of inflexibility of support on his experiences of regulation in school.

Broader systemic decisions not only impacted Josh’s experiences and whether support
felt possible, but had broader implications for placement decisions:

Josh’s Mother: “For him to be struggling I find it hard to understand? But if he's not

getting the support, then”

“We might have to move” (Josh, p.5)

Josh’ use of “have to” implies limited autonomy, reflecting how settings’ approaches to
adjustments and flexibility of support can shape educational experiences and placement
decisions.

Desire for Increased Autonomy. Participants highlighted how autonomy shaped
educational experiences. Lily repeatedly noted her desire for greater autonomy in decisions
which impact her experiences, though she currently experiences restrictions to this:

R: “Is there anything else that's not very good about school?”

“Uh, not being able to leave the classroom” (Lily, p.6)

R: “What helps makes things easier when you're in the classroom?”

“Crafting...this bag helps...craft...I'm not allowed [to take it to school]. I wish [ was”

(Lily, p.14)

Lily’s use of “not allowed” and “not being able” highlights her limited autonomy and

voice, alongside teachers’ determining support, despite her awareness of what may be
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supportive. Her desire for greater agency was reflected through “7 wish”, presented as a hope,
though not likely a reality based on her experiences.

Similarly, Thomas noted how having a voice in school would reduce experiences of
feeling dismissed:

“Maybe the teachers letting me be able to tell them what's happening” (Thomas, p.4)

In contrast, Oscar’s setting appeared to promote student autonomy wherever possible,
creating a sense of responsibility and supporting students to advocate for support. Greater
autonomy characterised his experiences as accessible and flexible:

“They're pretty free...if you ever needed space from the classroom, you can go up to one

of them and ask can we go for a walk or can we go for a drive or can we go to Tesco's

and then we'll go shop or walk on the field” (Oscar, p.2)

“You got the freedom of just saying, can we go out and we're out. In the other school,

you'd never be allowed to go out. The whole day sitting on your bum, on the chair,

listening” (Oscar, p.6)

Similarly to Lily and Thomas’ language, Oscar’s use of “allowed” highlights limited
autonomy and reliance on adults to access support in mainstream. In contrast, his current
experiences are characterised by ‘‘freedom ” through increased autonomy, reflecting how sense
of autonomy can support self-advocacy and positively shape educational experiences. Moreover,
use of “we” suggests feelings of togetherness shaped through co-regulation from attuned staff.

3.9.2.4 GET 4: Making Sense of Academic Challenges

This GET refers to participants’ meaning making of their experiences of academic
difficulties, which commonly related to inattention, engagement and retention, preferring
practical learning tasks. Participants offered suggestions of changes which would be supportive
in learning.

Table 8
Prevalence of Subthemes Related to ‘Making Sense of Academic Challenges’

Participant ~ Difficulties Sustaining Academic Difficulties Preference for Supportive
Attention, Engaging Impacting Confidence, Learning whichis ~ Approaches in
and Retaining View of Self and Ability =~ Fun and Practical Lessons

Information to Advocate for Support
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Josh v v v v
Oscar N4

Lily v v
Thomas v v

Difficulties Sustaining Attention, Engaging and Retaining Information. Josh, Oscar
and Lily’s experiences of academic difficulties relating to inattention and engagement adversely
shaped aspects of their educational experiences. While Thomas experienced distractions in class,
his interpretation of his experiences aligned most with the subtheme noting peers as a source of
distraction and therefore is explored above, though highlights how subthemes are interrelated.

While Lily did not explicitly mention difficulties sustaining attention, her dislike for
certain subjects and difficulties engaging were highlighted through emotive language, and
repetition:

“I hate PSHE and RE...they're just boring lessons...Boringggg” (Lily, p.4)

Josh demonstrated heightened awareness of his difficulties, experiencing constant
environmental distractions, suggesting inattention creates additional barriers to learning:

“I get distracted and all that...students, people outside the window. Random sounds. Lots

of, you know, things that fall under me FASD the things that distract” (Josh, p.1)

Josh’s reference to “‘fall under me FASD” suggests he attributes difficulties to factors
outside of his control, which present as a way to accept challenges experienced. Moreover, his
account suggests difficulties are multiple, and therefore he experiences daily implications which
he associates with FASD. His limited sense of control was further highlighted by viewing
aspects as learning as not possible, creating tension with his desire to learn:

“I cannot sit in a chair for...more than an hour for the life of me” (Josh, p. 7).

Here, “for the life of me” reflects him feeling incapable of meeting expectations,
presenting difficulties as outside of his control, to perhaps diminish feelings of responsibility
which may impact his self-concept.

Josh used visualisation and metaphor to make sense of his experiences and articulate
internal processes he experiences, suggestive he has limited capacity for information and

therefore too much information is overwhelming, impacting his engagement:
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“It’s kind of like a bookshelf with a bin on top of it. If I just keep piling up my ideas, the

original one will fall...into a bin and then I can't remember it...It’s a less confusing way

to explain it” (Josh, p.13)

Josh’s visualisation also suggested his thoughts are constant and overwhelming, creating
cycles of determining which information is useful to share to support him to access learning:

“The thing with my brain is I'll have a question, and I put my hand up...then I'll have

another question, but I don't want to be listing the 1000 questions...it's used over and

over and over” (Josh, p.13)

Alongside discussing how his needs associated with FASD impact his experiences, Josh
attributed some of his difficulties to ADHD, further externalising his difficulties perceived as
outside his control:

“I've got ADHD...I get distracted a lot forgetting things and all that sort of thing and

yeah low focus. But then we got me some...tablets. One of them were an absolute

nightmare. The other one were an absolute lifesaver” (Josh, p.11)

Josh’s contrasting descriptions of medication as both a “/ifesaver” and “nightmare”
highlight the influence of external supports on his experiences and may reflect tendency to locate
difficulties outside of his control, through reliance on external supports.

Similarly, Oscar’s presented his difficulties with attention as outside his control:

“I find sitting still on a chair watching someone, say, do this, do that, do that. I find that

really hard” (Oscar, p.6)

“I feel like if I had to do the lessons I had to do, I couldn't. I couldn't focus on them. It

was just too much” (Oscar, p.8)

His repetition of “I couldn’t” reflects Oscar limited perceived control, presenting
inattention not as a conscious choice, rather an area he finds extremely challenging. Much like
Josh, Oscar attributed and made sense of some difficulties through his ADHD. Externalising his
difficulties may reflect attempts to reduce self-blame, perceiving challenges as outside his
control:

“Whole day sitting on your bum, on the chair, listening...watching the whiteboard...I just

couldn't handle that...especially because I got ADHD. I'm always moving” (Oscar, p.6)

Here, “especially” suggests engaging in lessons is already challenging, though his

ADHD and associated implications, create additional barriers to engagement.
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Oscar recognised adjustments which supported his attention, though experienced rules as
confusing and frustrating, likely as he perceived his behaviours to be outside his control and
therefore struggles to understand how he may adhere to expectations:

“I was allowed a fidget to it, but there's rules about it...I don't think the rules about

fidgeting...what's wrong with fidgeting...1I just find it a bit mean that you can't fidget”

(Oscar, p.6)

Academic Difficulties Impacting Confidence, View of Self and Ability to Advocate
for Support. Participants’ academic difficulties shaped their confidence, ability to ask for help
and view of themselves. This contrasts experiences in the prior subtheme as rather than
attributing difficulties as outside of their control, difficulties appeared internalised.

Lily’s difficulties understanding significantly impacted her learning experiences:

“Nooo, the worst one, the worst one”
R: “The worst one...should I guess?...understanding?”’
“How do you know?” (Lily, p.6)

While the researcher used asked “what makes school trickier?”, Lily’s language choice
and repetition of “the worst” implies her understanding is an area which significantly shapes her
educational experiences, characterised as challenging and inaccessible.

While Thomas identified learning strengths, he also perceived learning as unattainable,
highlighting limited confidence and reliance on support:

“It's my spelling...I don't know how to start or something” (Thomas, p.1)

“With Geography...I struggle on like flags into countries I'm fine with, but anything else

I can't do” (Thomas, p.5)

Like Lily and Thomas, Josh identified challenging areas of learning, with particular
difficulties keeping up with the pace of lessons:

“I'm no good with that. It takes me like 5 minutes to write a sentence...I go like that.

[modelling ‘pecking’ action on keyboard]” (Josh, p.2)

“I'm not a good typer or writer...I'll be going p-h-y-s-i-c-s, right now I want you to write

[modelling what teachers say] and then it just keeps going...Then I'm a bit stuck...I can’t

really keep up sometimes” (Josh, p.13)
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Josh’s language “no good” and “I’'m not good” highlights how his academic challenges
not only shape his experiences but also his perception of himself, adversely impacting his
confidence and suggesting such experiences are internalised.

Josh’s academic challenges were experienced as cyclical and ongoing, impacting his
emotional wellbeing and ability to engage:

“It's a weird cycle because if I can't do something. I get anxious and then I get angry at

myself and then I just go into fall on meltdown” (Josh, p.15)

Josh demonstrated heightened awareness of difference, interpreting his experiences
through positioning himself comparative to others and perceived norms, reflecting a mismatch
between his experiences and what he perceives as typical:

“I'm not your average child” (Josh, p.7)

Josh experienced tension between his self-perception of strengths and lived experience of
difficulty, further using comparison to shape his interpretation:

“There's the questionable lessons that I think am I really supposed to be struggling with

this one” (Josh, p.2)

Josh also made sense of his experiences through comparative experiences outside of
school, creating confusion and self-doubt when experiences did not align across contexts:

“We've got music and that's one of the...lessons I struggle most with, which is pretty

confusing for me because I've been doing, you know, music...two years...yet I still...don't

understand it” (Josh, p.2)

While Josh demonstrated awareness of his academic challenges, he experienced
difficulties advocating for support, perceiving the level of support needed would limit resources
for others. He appeared to position himself as a burden, understanding his experiences through
comparison to his peers. Consequently, he adopted copying strategies, working independently to
minimise perceived impacts on others, protecting peers from experiencing similar difficulties:

“I'm like very confused [pause] but I don't want to ask for help...from the main teacher

‘cause...they're teaching and I don't wanna intrude...It's hard to explain because I don't

want them like using up all the time after me when other students might also need the

help...I don't want them to be confused as well” (Josh, p.5)
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Similarly, Oscar experienced heighted awareness of his difficulties in learning, like
keeping up with the pace of learning and feeling behind which impacted his confidence, shaping
learning as unattainable and overwhelming with difficulty advocating for support:

“I normally zone out on something and then when they ask...Oscar are you going to do

it?...1 find saying yes, like a lot easier to say no when they get through to the whole

conversation about it. So, I just say yes, it sorts it and I never get my work done...then [
can never get to the next lesson because I'm always trying to finish the work off before

the end of the lesson...I found it a lot stressful” (Oscar, p.6).

Oscar appeared to have developed coping strategies to temporarily alleviate pressure,
alongside not wanting to become further behind. His academic challenges and awareness of
difficulties appeared to impact his view of himself as a learner, shaping his overall educational
experiences.

Preference for Learning which is Fun and Practical. Learning made to be fun, or
which offered practical activities, positively shaped participants experiences, reflected across
three participants’ accounts who attended various settings. Oscar’s experiences of learning being
fun characterised learning as accessible, tailored to individual needs, providing a sense of
achievement:

“I don't actually mind it because they put it in a way that it’s fun...give you a set of

tasks...Work it out in a way what's fun for you, and they can break it down to really small

bits” (Oscar, p.3)

“I find cooking really fun...cooking something you can eat just really like satisfying”

(Oscar, p.7)

A sense of fun was facilitated not only by activities but also adults’ approach, shaping a
supportive and safe learning environment, with a reduced sense of power hierarchies:

“I really like cooking like full stop but especially cooking with the teachers because they

make it really fun...every single teacher always comes out of flour on their head or flour

on them because the students just throw the flour at them, what they completely allow and

just take it as a joke” (Oscar, p.7)

Lily frequently mentioned how interactive platforms and practical activities were central

to her school experience, identified as the best parts of her day. Similarly, Josh preferred
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practical activities. Such opportunities characterised learning as low-pressure, interactive and
engaging:

“Playing Kahoot and Bluekit” (Lily, p.3)

“Actually, I like science more...soon we are doing a fire experiment...we're turning 5

different colours” (Lily, p.3)

“Like the practical’s, the theory, you know how things work” (Josh, p.1)

Josh’s enjoyment for practical activities and understanding how things work appeared to
relate to difficulties understanding abstract concepts like religion, therefore making sense of his
experiences by comparing challenges to areas he feels confident in:

“I do like to question things...I have given our teacher a bit of a run for his money...
We're all just making...hypotheses...predictions so I like that” (Josh, p.6)

Supportive Approaches in Lessons. This subtheme captures participants suggestions of
changes which would support their experiences, drawn from their prior experiences and
meaning-making processes. For Josh, clear, explicit communication and avoidance of ambiguous
language would support him to access learning.

“Do you understand Josh? [demonstrating what staff would say]. That's the main one”
(Josh, p.5)

Josh also finds it supportive for adults to check his understanding and provide
reassurance, suggesting he sometimes experiences confusing and cannot follow expectations
independently:

“Check if I'm like you know, on the same page... Which is sometimes literally...that is a

big helper” (Josh, p.12)

Staff slowing the pace of learning, checking his understanding and using visual
demonstrations would also be supportive, relating his interpretation to experiences in other areas
of his life:

“Slow down and make sure [ understand...show me through.... it’s kind of like if

[gymnastics teacher] is telling me how to do a tuck front, she won't just describe it to me.

She'll get someone to actually do it so I can see how to do it...1 like...a physical example”

(Josh, p. 14)
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Technology was identified as supportive in other environments, though was not
accessible in school, highlighting how environmental factors shaped Josh’s educational
experiences and the need for accessible, tailored support:

“They've not got the right equipment to use it [speech to text]” (Josh, p.3)

Thomas identified additional adult support and examples as supportive, suggesting
reliance on additional support, although current mismatches between support provided and
perceived need:

“Maybe a teacher sits next to me...helping me with my spelling...giving me like some

examples” (Thomas, p.5)

Josh would find additional processing time supportive, suggesting he currently
experiences frustrations keeping up learning resulting in tasks becoming less meaningful:

“People not shouting out...the answers...because I'll be thinking about it...then if

somebody helps out the answer and...I keep figuring it out and I figure out it is that

answer, it feels a bit pointless at that point” (Josh, p.14).
3.9.2.5 GET 5: Sensory Support as Fundamental to Educational Experiences

Table 9

Prevalence of Subthemes Related to ‘Sensory Support as Fundamental to Educational

Experiences’
Participant ~ Sensory Processing Needs and Support Access to Regulatory Spaces
Strategies
Josh v v
Oscar J v
Lily v v
Thomas J v

Sensory Processing Needs and Support Strategies. The school environment and
associated sensory inputs appeared central to participants’ regulation and ability to navigate the
environment and learning. Lily and Oscar highlighted the discomfort of school uniforms and
desire for flexibility:

“l used to go [previous secondary school], it was a lot stricter you had to wear uniform.

But with this school, you can wear whatever you want...Long as it's appropriate, of
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course...I found uniform quite strict and I didn't like the tie because it was a clip and my

sensory” (Oscar, p.1)

Oscar’s account suggests he may perceive his prior setting to prioritise conformity to the
rules, rather than adapting approaches to meet his needs, using comparison to his current
experiences to make sense of his retrospective experience. Lily’s dislike for the school uniform
appeared key in shaping her experiences and her repeated reference to pyjamas highlighted how
her sensory discomfort actively shapes her educational experiences:

“Not comfy...Put uniform on this one on don't like, with school [pointing to ‘does not

make school positive’ during card sorting] ... Letting us be in comfy clothes and wearing

my pyjamas in school” (Lily, p.6)

Lily’s use of “letting us” suggests she experiences limited agency; while identifying
uniform flexibility as something which would improve school, she experiences rigidity in rules,
which she does not perceive to meet her needs.

Thomas’ experiences were characterised by auditory discomfort, though his frustrations
appeared attributed to peers’ intentional behaviour, demonstrating how sensory discomfort may
impact peer perceptions:

“Classroom is too noisy... It hurts my left ear a lot...It's nearly all the time...everyone's

always screaming” (Thomas, p.6)

Thomas developed strategies to manage his sensory discomfort, relying on self-advocacy:

“I get to stand outside sometimes to [pause] calm down...have a minute out because of

how loud it is...I ask, could I please have a minute out 'cause it's too loud and they say

yves” (Thomas, p.9)

Josh did not detail specific sensory experiences, but spoke about various approaches to
support his sensory regulation, some of which were influential while others were
counterproductive:

“Sometimes I get too distracted by the fidgets, and I don't do my work, and I don't pay

attention anyway” (Josh, p.15)

“Yeah...it [sensory diet] just gives me brain that boost [pause] It's kind of like when you

recharge batteries, power you up again...I feel like normal” (Josh, p.7)

Josh’s metaphor of “recharging batteries” suggests his capacity for sensory input is

finite, and school is an environment which places significant demands on his sensory needs.
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Regulatory supports are presented as necessary, rather than optional, to support Josh’s capacity
to navigate his educational experiences. Moreover, his reference to “normal” positions his
experiences of sensory discomfort as different to his peers, and such experiences may present an
additional challenge in school. Josh’s repetition of “normal” was also reflected through
experiences of co-regulation; “people can like, you know, help me, you know, like, go back down
to normal level” (Josh, p.15), further highlighting feelings of difference, suggesting sensory
supports allow him to temporarily experience what he perceives as the expected experience.

Access to Regulatory Spaces to Support Sensory Needs. All participants’ settings had
sensory spaces or rooms which participants could access to varying degrees, though all
participants found this supportive:

“There was in lower primary...Yeah [responding to whether she is allowed to access the

sensory room], sometimes...it’s good” (Lily, p.7)

“The Hive...it's to calm us down...we go there if we're upset or annoyed...they 've got

fidget toys and timers” (Thomas, p.10)

Josh highlighted how sensory spaces tailored to his needs could foster feelings of safety,
and improve his educational experiences:

“A little den, maybe like some books because I love books...sensory snacks and like

music and things like that and yeah lights...sometimes my phone...no shouting or

anything, just silence... you know teddies” (Josh, p.16)

Oscar’s setting provided a dedicated sensory room and sensory spaces in classrooms,
suggesting support is actively provided and normalised. Oscar’s account suggests he experiences
sensory spaces as a physically and emotionally containing, which provide autonomy:

“They have a sensory room...each hub has a corner for sensory, but there's a whole

other hub just a whole sensory [pause] sofas, boxing bags, fidgets, loads of fidgets,

carpets, bean bag, blankets...you can...do your work in there, you can lay on the sofa. 1

find it really cosy...they got all the lights on the ceiling... It’s really cool” (Oscar, p.8)

Physical activity was also central to participants regulation. For Lily it was important to
access a familiar and easily accessible space:

“Drama Room, which is right outside the room...1It's just big, so I can do cartwheels”

(Lily, p.7)
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For Oscar, physical activity supported regulation by providing breaks from learning and a
method of exerting emotions. This was presented as embedded in the settings’ approach and
provided in line with students’ preferences, avoiding feelings of difference:

“You can go play football, you can have a break and then you go back in and it's

normally English...once you have that you go play football, have a break” (Oscar, p.3)

“I personally really like the gym, so it's like my happy place. I like getting all the anger

out in the boxing bags” (Oscar, p.5)

When describing his educational setting, Oscar highlighted sport as central to his
provision and experiences:

“It just really helps me because for a lot of kids, football is therapy...For me, I never

really liked football, but when I joined there because football is quite a big thing...I

started to like football and they're very supportive of what you like” (Oscar, p.1)

Oscar’s reference to football as therapy suggests sport is central to his emotional
regulation. Notably, this reflects a shift in his interpretation overtime; although football was not
initially perceived as supportive, the environment and culture of the specialist setting appear to
have shaped his understanding of helpful strategies. This suggests environmental factors actively
shape how participants experience and make sense of regulatory support, implying regulatory
support may be less about the activity itself and more about the shared social experience
embedded in the settings’ culture.

3.9.3 Summary of Findings

Across the five group experiential themes, participants educational experiences were
shaped by the interplay between adult support, peer relationships, school ethos, academic
challenges and sensory supports. Adults played a central role in shaping participants’
experiences of secondary school, with trust, kindness and relational consistency helping the
young people feel safe, understood and able to access learning. Limited staff availability and
inconsistent approaches often created confusion or left the young people feeling unsupported,
while predictable, familiar adults supported regulation, confidence and a sense of containment.
Overall, participants’ accounts suggest that attuned, knowledgeable and consistently available
adults were fundamental to whether school felt safe, manageable and responsive to their needs.

Peers were also key in shaping participants educational experiences. Peers often made

learning and social experiences more challenging, with the young people experiencing
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distractions, unkind behaviour and difficulties navigating social interactions, which consequently
shaped their experiences of inclusion and belonging. At the same time, for some participants,
trusted friends played an important, protective role in navigating school, providing support in
learning and advocacy when social challenges arose. Social experiences varied widely, shaped
by both individual needs and environmental factors, such as contrasts between social experiences
at mainstream and independent settings. Despite this variation, the findings highlight these young
people's social vulnerability, difficulties navigating unstructured times and forming friendships,
alongside the importance of supportive peer relationships.

Settings' overall ethos and approach shaped participants' experiences of inclusion and the
sense of community within school. Mutual understanding and shared experiences helped some
participants feel a strong sense of belonging and inclusion, particularly in settings where
differences were recognised and accepted among both peers and adults. In contrast, experiences
of punitive behaviour approaches and inflexibility of rules within mainstream settings resulting
in participants feeling fearful, misunderstood and unable to advocate for their needs, adversely
shaping overall perceptions of school and themselves. In contrast, experiences of restorative
approaches to challenges focusing on co-regulation, positively shaped motivation, self-concept
and participants ability to be themselves. Across accounts, flexible support and opportunities for
autonomy were key to making school feel safe, inclusive and responsive to their needs.

Participants educational experiences were also shaped by academic challenges and the
meaning given to these difficulties. Participants described significant difficulties sustaining
attention, engaging in lessons and retaining information, often experiencing distractions,
cognitive overload and challenges keeping up with the pace of learning and meeting
expectations. While some academic challenges were attributed to factors outside of their control,
some challenges appeared internalised, impacting participants' confidence, view of themselves as
learners and ability to advocate for support. Learning often felt most accessible when it was
practical, fun or broken down clearly, and when adults used supportive approaches such as
checking understanding, slowing the pace and providing visual or practical examples.

Finally, participants’ sensory processing needs shaped how they experienced school, with
discomfort from uniforms, noise and other sensory inputs affecting regulation and engagement.
Sensory supports such as quiet spaces, fidgets, physical activity and dedicated sensory rooms

were described as essential in helping participants feel calm and able to learn, presented as them
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temporarily experiencing what they perceived as a typical school experience. Across accounts,
flexible access to regulatory spaces and activities made school more manageable, with a need for
spaces and support to be tailored to individual needs. Moreover, environmental factors such as
the culture surrounding regulatory activities shaped participants’ perceptions of what supported
their regulation, thus positively shaping their overall educational experiences.

3.10 Discussion

This section discusses the findings in relation to the research question, situated within
broader literature exploring the educational experiences of CYP with FASD. Implications,
limitations and directions for future research are considered.

This research explored the educational experiences of young people with FASD in UK
secondary education settings, using a qualitative approach, aiming to address; What are the
educational experiences of young people with a diagnosis of FASD in UK secondary schools? To
explore participants’ interpretations of their educational experiences, semi-structured interviews
with four adolescents were analysed using seven-stage IPA (Smith et al., 2022), generating five
GETs and seventeen sub-themes.

Findings highlighted the diverse spectrum of needs, strengths and educational
experiences and such variation echoes prior UK research eliciting the voice of CYP with FASD
(Eodanable et al., 2024). Participants’ ratings of school ranged from 3/10 (Lily), 7/10 (Thomas
and Josh), to 10/10 (Oscar, when attending specialist setting), illustrating this variation.
Experiences were not solely determined by the type of setting (e.g., mainstream or specialist), as
Oscar and Lily’s experiences differed greatly despite both attending specialist settings. While
many subthemes reflect the microsystem (Bronfenbrenner & Morris, 2006), likely because of the
focus on eliciting CYP’s voices, the findings suggest CYP’s interactions with broader systems
shape their interpretation of their educational experiences. Therefore, participants’ experiences
were multifaceted, complex and shaped by multiple interacting factors. Despite heterogeneity in
participants’ experiences, cross-case analysis highlighted convergence and divergence.

3.10.1 RQ1: What are the educational experiences of young people with a diagnosis of FASD
in UK secondary education settings?

The focus of the research was to explore the educational experiences of young people

with a diagnosis of FASD in UK secondary education settings, reflected across all five GETs.
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Adults as Shaping Safety, Trust and Access to Learning. Adults were central in
shaping how participants navigated and experienced school, described as fundamental to
accessing learning, supporting regulation and fostering safety. While experiences varied,
participants highlighted the importance of support from kind, attuned adults with whom they
could develop trusting relationships, shaping enjoyment of lessons and flexibility of support.
This aligns with existing literature across multiple perspectives, including CYP (Eodanable et al.,
2024; Skorka et al., 2022) teachers, administrators, professionals and caregivers (Poth et al.,
2014).

When participants felt their views were not considered and teachers made presumptions
about ability, they associated trust with staff in senior leadership roles. This reflects Eodanable et
al. (2024) findings, whereby adolescents with FASD felt dismissed by teachers, which negatively
impacted perceptions of staff. In contrast, in the current research, one participant perceived
support as consistent across all staff. This echoes Hammond’s (2021) findings that primary-aged
CYP with FASD did not associate positive staff qualities with hierarchies, instead these were
evident across school. This contrast suggests individual factors shape how support is experienced
across settings, though highlights the importance of CYP feeling heard, understood and
supported in facilitating trust. The findings reinforce the importance of student-staff relationships
for CYP with FASD, though extends literature by foregrounding adolescents’ perspectives,
emphasising relational factors not only as beneficial, but foundational to engagement, regulation
and access to support.

Participants’ experiences demonstrated how adult presence shaped the extent to which
support and co-regulation felt possible, impacting feelings of safety. When adult support was
limited and capacity was stretched, school was experienced as unsafe, confusing and inflexible,
presented as the expected experience in mainstream settings. In contrast, higher adult ratios
enabled attuned, relational support, thus school was experienced as safe, containing and
responsive. This contrast highlights how systemic constraints like staff capacity can shape CYP’s
interpretation of their experiences and overall perception of school. The importance of staff
availability was reflected in participants’ desire for increased adult support, particularly from
TAs, aligning with findings positioning “adult support as a central educational adjustment” (p.8)
(Eodanable et al., 2024). The current findings extend existing research by indicating adolescents

with FASD not only recognise systemic factors influence adult support, such as staff capacity,
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but such awareness shapes experiences of relational support, overall educational experiences and
broader perceptions of school. This reinforces the importance of conceptualising support not
only as interpersonal but as a relational process embedded within broader systemic constraints,
which can be understood through Bronfenbrenner’s framework (Bronfenbrenner & Morris,
2006), emphasising how microsystem experiences are shaped by wider systemic influences. This
is key to consider in the UK context, with education systems facing limited funding
(macrosystem) and staff retention challenges (Bronfenbrenner & Morris, 2006; Institute for
Fiscal Studies 2025). Thus, while the findings reinforce the importance of adult support, there is
tension between identified need and systemic constraints impacting implementation.

Participants’ experiences were also impacted by perceptions of staff knowledge and
experience, influencing in-class and broader support. Consistent with perspectives of parents,
(Sanders & Buck, 2010; Watson et al., 2013) professionals (McCormack et al., 2022; Ryan &
Ferguson, 2006a) and CYP (Eodanable et al., 2024), the findings highlighted limited staff
understanding of how FASD presents in school and inadequate support, which adversely
impacted experiences (Duquette et al., 2007). In contrast, when staff were perceived as
knowledgeable and experienced, school was experienced as safe and containing. Such
perceptions appeared interrelated across subthemes, relating to systemic factors, as greater staff
availability enabled more responsive, attuned support, impacting perceptions of staff’s
understanding and experience. Notably, the findings suggest awareness of teachers’ limited
knowledge is not limited to caregivers as highlighted in literature but is recognised by CYP and
shapes their interpretation of experiences, highlighting a need for greater teacher training.

Participants emphasised the importance of consistency and predictability. While prior
research highlights the importance of predictability and structure for these CYP in navigating
daily activities (Skorka et al., 2022) and within classrooms from teachers’ perspectives in Alaska
(Poth et al., 2014), this research contributes the perspectives of adolescents in the UK. Moreover,
while consistency in environmental adaptations is important (e.g., visual timetables) (Eodonable
et al., 2024), the findings emphasise the importance of consistency in adults’ approaches and
language. Inconsistencies in adult support, particularly when needs were not immediately visible,
led to frustrations, reflecting assumptions about ability and parental frustrations that staff often
do not believe their child has a disability due to the hidden nature of FASD (Duquette et al.,

2007). The current findings suggest such frustrations are not isolated to caregivers but are shared
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by CYP and shape their educational experiences. Therefore, the findings suggest consistency in
adult approaches and communication is key in supporting these CYP to successfully access
learning.

Reliance on Trusted Peers to Navigate Learning and Social Interactions. Peers were
key in shaping participants’ educational experiences across learning and social environments.
Participants often attributed difficulties sustaining attention to peers’ behaviour, which resulted
in getting into trouble, difficulties engaging and preference for smaller classes. Participants
positioned themselves as motivated to learn, but framed peers’ behaviour as barriers to
engagement, leading to frustration and positioning these difficulties as beyond their control. Such
frustrations adversely shaped perceptions of peers and thus broader social experiences and
inclusion. Interestingly, the same behaviours were characterised differently depending on
whether peers were considered friends, suggesting interpretation of social experiences are
influenced by relationships and trust. These findings which attribute participants’ inattention to
peers’ behaviour, contrasts Knorr and McIntyre (2016), where participants’ frustrations with
inattention stemmed from difficulty understanding lessons, resulting in disagreements with staff
and frustration towards their FASD diagnosis, rather than towards peers. Therefore, while
attention and working memory difficulties for CYP with FASD are well documented in
literature, (Blackburn, 2010a; Martinez-Cengotitabengoa et al., 2023; Mattson et al., 2011), these
findings contribute a unique perspective which suggests participants attributed inattention to
external factors (e.g., peers) rather than cognitive challenges or their diagnosis. Thus, these
CYP’s needs cannot be understood in isolation, as classroom experiences may have wider
implications for social inclusion, crucial given these CYP’s social vulnerability (Duquette et al.,
2006, 2007).

Consistent with existing literature highlighting the supportive role of peers for CYP with
FASD in navigating everyday activities (Skorka et al., 2022) and educational experiences
(Duquette et al., 2006, 2007; Hammond, 2021), participants also experienced peers as a source of
support and advocacy. This related to support in learning from attuned peers and peer advocacy
during social interactions, highlighting participants’ social vulnerability and reliance on peers to
navigate educational contexts. Reliance on peers within learning echoes Hammond’s (2021)
research in primary school contexts, whereby one participant identified his peers as more

supportive in learning than teachers. The importance of peers in navigating school also reflects
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Brenna et al. (2017) case study whereby a young person with FASD proposed a peer support
system which offered non-judgmental support, preferring to share his challenges with peers than
adults. The current findings extend understanding by foregrounding adolescents’ experiences in
secondary schools in the UK, reinforcing the importance of peers in navigating learning, and
further extending understanding by identifying peer advocacy as key in also navigating social
aspects of school.

While some participants highlighted the importance of peer interactions in shaping
educational experiences, most described difficulties navigating social interactions, contributing
to feelings of isolation and adversely impacting belonging. This aligns with literature
highlighting difficulties with peer interactions and social challenges among adolescents with
FASD (Duquette et al., 2007; Eodanable et al., 2024) and parental concerns regarding social
vulnerability (Griffiths, 2022). Participants appeared to rely on familiar relationships to navigate
social contexts, though this could inadvertently reinforce isolation when difficulties arose.
Participants experienced intimidation and bullying, and some generalised these experiences and
perceptions to peers more broadly, exacerbating isolation and shaping negative perceptions of
school. Such experiences of bullying have been highlighted from the perspectives of CYP,
parents and adults’ retrospective accounts (Duquette et al., 2007; Duquette & Orders, 2013;
Knorr & Mclntyre, 2016; Sanders & Buck, 2010). However, the current findings suggest the
meaning adolescents give to their experiences of social challenges can have detrimental impacts
on broader perceptions of school and inclusion. Notably, participants reflections changed over
time, highlighting the role of environmental factors, such as staff facilitating opportunities for
interactions, in shaping social experiences. This extends existing literature by emphasising how
systemic factors can actively support social inclusion, rather than positioning social interaction
difficulties within the individual.

School Ethos Shaping Experiences of Inclusive Practice. Experiences in secondary
school were shaped by settings’ ethos, which consequently shaped inclusion and belonging. Such
experiences were influenced by multiple factors, like relatedness to peers and staff, acceptance of
difference, approaches to managing behaviour, flexibility of support and autonomy.

The importance of relatedness and mutual understanding was reflected through shared
experiences and needs, not only among peers but also supporting adults, alongside acceptance of

differences and support required. In the absence of mutual understanding of difference,
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educational experiences were characterised as isolating with difficulties forming friendships,
accessing learning and feeling misunderstood. One participant’s justification of learning
adaptations mirrors Hammond’s (2021) findings, whereby participants’ justification of support
presented as consciousness of how external intervention may be perceived. Participants’
heightened awareness of difference was reflected in perceptions their needs did not align with a
“normal school”, aligning with Knorr and McIntyre’s (2016) research in Canada; the theme “I
don’t fit in” reflected participants awareness of difference, difficulties with friendship and
limited belonging, leading to frustrations towards their diagnosis. Adolescents with FASD in
Eodanable et al. (2024) UK research, also demonstrated awareness of difference, though there
was not a consensus of this being positive or negative. The current findings extend understanding
by highlighting participants’ awareness and interpretation of difference, shaped by
environmental and social factors; mutual understanding and relatedness supported participants’
sense of inclusion and belonging, whereas heightened awareness of difference not met by
acceptance, flexibility and understanding adversely impacted experiences. Moreover, a novel
finding was participants’ sense of relatedness to adults as well as peers, suggesting their sense of
belonging extends across the school community. While prior research highlights CYP’s
experiences of not fitting in, the current findings shift away from deficit-focused research,
offering lived experiences of how acceptance of difference, shared needs and experiences can
positively shape educational experiences of belonging, social interactions and peer perceptions.
This suggests secondary settings should foster a sense of inclusion through making adaptations
and difference accepted as the ‘norm’, alongside the importance of supporting CYP to identify
people (peers or adults) they can relate to in school, to positively shape their experiences.
Behaviour management approaches were central in shaping participants’ experiences.
Punitive strategies and sanctions negatively impacted participants’ self-concept, ability to
advocate for support and motivation to attend school, suggesting such approaches may be
experienced as disengaging and create barriers to educational experiences. This aligns with
parental frustrations regarding behaviour policies for CYP with FASD (Griftiths, 2022) and
literature highlighting that these CYP are often labelled as disruptive and face punitive
approaches, without consideration for underlying needs (Roberts, 2015; Salmon & Beutow,
2012). The current findings extend literature by foregrounding adolescents’ perspectives,

highlighting these frustrations are not only experienced by caregivers, but are meaningfully
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experienced by CYP themselves and behaviour approaches actively shape whether educational
experiences are characterised as safe and motivating, or threatening and rigid. Importantly,
accounts of restorative approaches and co-regulation illustrate how alternative practices can
foster positive experiences, though participants’ heightened awareness of such approaches
differing from “normal school” suggests their experiences are rare. Nonetheless, the findings
highlight a need for behaviour policies which prioritise relational, flexible approaches, reframing
expectations from ‘won’t’ to ‘can’t’ considering reasons behind behaviours (Roberts, 2015).

Flexibility and adaptation emerged as central in shaping inclusive practice. Participants
valued tailored support, including access to alternative spaces and in-class adjustments. Such
flexibility was more evident in specialist settings, whereas mainstream environments often
involved barriers to accessibility like unsuitable equipment and restrictions accessing regulatory
support. For some, limited flexibility contributed to considering changing setting. These findings
highlighting the importance of flexible support, align with findings in primary contexts
(Hammond, 2021) and parental accounts (Griffiths’, 2022), though extend literature by
presenting perspectives of adolescents and highlighting the broader impact of inflexibility on
placement decisions and engagement.

Participants expressed desire for greater autonomy, particularly related to regulatory
support, uniform and flexibility in activities. This aligns with Hammond (2021), who found
positive experiences of agency in learning and regulation in primary settings. However, the
current findings highlight participants’ desire for greater autonomy, but limited experiences of
autonomy, extending understanding of adolescents’ experiences by suggesting autonomy may
decline as CYP progress through education. Moreover, some participants appeared reliant on
adults to access support, whereas others experienced greater autonomy which supported self-
advocacy in seeking learning and regulatory support. As highlighted by Poth et al. (2014),
allowing students with FASD choice supports development of personal identities and
independence, equipping them for life. Alongside the current findings, this suggests providing
increased autonomy may positively shape learning experiences and is particularly important to
consider in secondary schools in preparation for later independence.

Making Sense of Academic Challenges. Aligning with research highlighting the
cognitive difficulties associated with FASD (Blackburn, 2010a; Dalen et al., 2009; Eodanable et

al., 2024; Millians, 2015), participants described their experiences of academic challenges in



118

secondary school. This is unsurprising given the complex cognitive demands of learning (St-
Clair Thompson & Gathercole, 2006), and diagnostic criteria for FASD emphasising
impairments across three or more neurodevelopmental areas inclusive of cognition, academic
achievement, memory, attention and executive functioning (SIGN, 2019). However, a novel
contribution of the current findings lies in how participants made sense of these challenges.

Participants often perceived difficulties as outside their control, reflected through
attributing challenges to implications of diagnoses like FASD and ADHD, which presented as
reducing self-blame. Some aspects of learning, like prolonged sitting, were presented as
unmanageable, resulting in frustration, impacting enjoyment of lessons and perceptions of
school. This relates to Knorr and Mclntyre (2016), whereby adults’ retrospective accounts
highlighted difficulties with attention alongside academic challenges resulted in participants
getting into trouble and frustration towards their diagnosis. In contrast, the current research
offers a novel insight, suggesting participants were not frustrated with their diagnosis, rather
diagnosis provided justification for their experiences, allowing them to externalise their
difficulties to reduce blame and perceived agency.

In contrast, some academic challenges were internalised, affecting confidence, self-
concept and seeking support. This was reflected through participants’ heightened awareness of
difference, feeling like a burden, and comparing their experiences to perceived norms and their
experiences across contexts. As a result, academic challenges shaped not only educational
experiences, but also how participants viewed their abilities, which resulted in characterising
school as challenging and inaccessible. This suggests possible internalisation of stigma
associated with FASD, negatively impacting self-esteem, identity and self-efficacy (Wehmeyer,
2014, 2020). When tasks felt beyond their capabilities, motivation decreased and some found it
easier to comply than seek support. This aligns with self-determination theory and the role of
competence on motivation (Ryan & Deci, 2020), where repeated difficulties can reduce
engagement and confidence. These findings also reflect caregivers’ concerns that educational
expectations often exceed CYP’s abilities (Sanders & Buck, 2010) and that academic challenges
can lead to getting into trouble, reduced self-esteem and confidence (Salmon & Buetow, 2012).
Extending existing literature, the findings highlight how academic challenges not met with
support can shape educational experiences and self-perceptions. From a social model perspective

(Oliver, 2013), this underscores the role of environmental factors in shaping what is experienced
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and interpreted as a challenge and the importance of making learning accessible to support
cognitive needs, wellbeing and confidence.

When learning was fun and practical, educational experiences were shaped as accessible,
low-pressure and engaging, reflected through enjoyment in practical activities and staff taking a
playful approach which reduced power dynamics. This somewhat aligns to Hammond’s (2021)
findings which identified opportunities for play as central to supporting belonging in primary-
aged students with FASD. The current findings contribute a unique perspective of adolescents,
aligning with commonly reported strengths in practical skills and visual strengths for CYP with
FASD (Blackburn, 2010a; Brenna et al., 2017), extending literature by highlighting how
opportunities for practical learning drawing on strengths, can positively shape these CYP’s
educational experiences.

Participants also highlighted strategies which would be supportive, offering a unique
strengths-based perspective and hopeful insights. These included explicit communication, adult
check-ins, processing time, visual examples, scaffolding and technology. This aligns with
accommodations proposed in postsecondary settings by CYP (Duquette & Stodel, 2013),
inclusive of smaller classes, computers, 1:1 support, chunking information, breaks and reducing
sensory overload. In the current findings, strategies were commonly suggested by participants in
mainstream settings, potentially reflecting gaps in available support interrelating to prior
subthemes like staff availability. Participants made sense of what would be supportive through
comparing experiences across contexts, further highlighting how environmental factors shape
educational experiences as challenging or accessible.

Sensory Support as Fundamental to Educational Experiences. Participants’
educational experiences appeared significantly shaped by sensory needs, reflected through
participants’ experiences of sensory discomfort related to noise and tactile inputs (e.g., uniform),
alongside limited autonomy and flexibility. Participants presented with limited capacity for
sensory input, with secondary school as an environment which places significant demands on
sensory processing. These findings reflect literature highlighting CYP with FASD can
experience greater sensory processing difficulties (Du Plooy, 2017) and difficulties engaging
with high levels of sensory stimuli in school environments (Skorka et al., 2020). While sensory
processing difficulties experienced by CYP with FASD are documented across home (Eodonable

et al., 2024; Jirikowic et al., 2008, 2012) and school (Griffiths, 2022; Jirikowic et al., 2008),
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these findings extend understanding by foregrounding adolescents’ experiences in UK secondary
settings, suggesting sensory processing needs actively shape their educational experiences.
Notably, participants demonstrated heightened awareness of sensory needs’ comparative to
peers, using metaphor to articulate how strategies temporarily supported their experiences to
align to perceived norms. This contrasts Hammond’s (2021) research where primary-aged
students with FASD showed limited awareness or did not experience sensory processing
difficulties. This differentiation suggests older students may have greater understanding of their
sensory profiles, or that sensory demands may increase in secondary environments. The findings
suggest sensory supports are foundational in participating in school, and thus such support
should be embedded across secondary settings.

Access to sensory spaces and opportunities for movement were central to managing
sensory needs and supporting regulation. Participants highlighted the importance of spaces being
familiar and tailored to their needs and interests. This aligns with Eodonable et al. (2024), where
adolescents with FASD highlighted the importance of regulatory spaces outside of school, such
as their bedrooms, though extends literature by highlighting the importance of regulatory spaces
within educational settings. Moreover, participants interpretation of whether physical activity
was supportive appeared shaped by environmental factors such as opportunities for shared
experiences when support was embedded. Therefore, the current findings contribute the unique
experiences of adolescents, extending understanding by highlighting regulatory spaces and
opportunities for physical activity as central to regulation. Aligning with Millar et al. (2017)
research linking policy, research and practice, together these findings highlight the need to adapt
classroom environments to support CYP with FASD by offering movement, sensory resources
and creating calming spaces.

Notably, participants rarely referenced their diagnosis and did not reflect frustrations
towards diagnoses highlighted in prior research (Knorr & Mclntyre, 2016). Instead, difficulties
were often attributed to interpersonal, environmental or contextual factors, which shaped their
experiences. This is of relevance because it contrasts caregivers’ perspectives within research
(Griffiths, 2022; Price, 2019), which often foreground the impacts of PAE on children’s
cognitive and behaviour difficulties, suggesting CYP may conceptualise their experiences
differently. It is important to note that participant’s diagnosis was not directly explored in

interviews, which may have influenced the focus. Caregivers may also have a greater
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understanding of the implications of PAE than CYP and therefore place more emphasis on its
developmental impact. Despite this, the findings raise considerations about how meaning is
constructed and caution against over attributing difficulties to diagnosis, when this may not
reflect CYP’s perspectives. This is somewhat reflected in international research highlighting how
a young man with FASD considered his diagnosis to be one aspect of his identity, and at times a
source of strength (Brenna et al., 2017). Therefore, further research is needed in UK contexts to
consider how CYP conceptualise their diagnosis and how this may shape their experiences,
though the findings highlight the importance of listening to CYP to understand their experiences
alongside shifting away from deficit-based narratives commonly noted in FASD research.

3.10.2 Implications for Practice and Future Research

This section highlights implications for practice for Educational Psychologists (EPs) and
more broadly, considering participants’ conceptualisation of what would be supportive alongside
the researcher’s interpretation. Areas for future research are also highlighted.

Adults were central in shaping educational experiences, with positive relationships
characterised by trust, consistency, and staff who were accessible, experienced and
knowledgeable. This leads to implications around relational consistency and key adults. While
the importance of student-staff relationships is well established (Allen et al., 2018; Spilt &
Koomen, 2022), CYP with SEND are less likely to experience supportive student-teacher
relationships (Freire et al., 2019). Moreover, the current findings extend understanding,
highlighting relational factors as a foundation to engagement and effective support for CYP with
FASD, suggesting relational approaches should be prioritised in education settings. For EPs this
highlights a role to consider relational approaches when completing assessments and within
provision recommendations, alongside supporting staff to develop relational and attuned practice
through training and consultations. While the current findings and literature advocate for
relational approaches (Griftiths, 2022; Hammond, 2021), more research is needed about exactly
how to engage on a relational level with CYP with FASD, given the complexity and variation of
needs (Reedman et al., 2024). However, EPs may draw on areas identified as important in the
findings, like consistent communication, listening, being available and avoiding assumptions of
ability.

Participants emphasised the importance of staff being knowledgeable and experienced.

Therefore, alongside relational approaches, there is a need for classroom-focused training for
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educational staff. This is important as literature suggests training often prioritises diagnostic
information over practical support (Duquette et al., 2006; Dybdahl & Ryan, 2009; Ryan &
Ferguson, 2006a), with teachers relying on informal sources (Blackburn, 2010a) or parental
knowledge (Griffiths, 2022; Wilson et al., 2024). EPs could deliver training, although this relies
on EPs developing their knowledge of FASD (Griffiths, 2022) through engaging with research
and training.

While increased teacher training is commonly proposed, research indicates increasing
access to information alone is insufficient to shift practice, as observed in Canada (Reedman et
al., 2024). Moreover, limited societal awareness and the ‘hidden’ nature of FASD (Millar et al.,
2017), may impact teachers’ awareness of CYP with FASD in their classrooms and thus
motivation to engage with training (Bronfenbrenner & Morris, 2006; Mukherjee et al., 2012;
Millar et al., 2017; Orsini, 2013). Therefore, future research should critically consider the role of
motivation on teacher engagement with training. For EPs, there appears a role in supporting staff
to translate knowledge from training into practice within specific contexts, tailoring support to
CYP’s unique needs. This may involve consultations and providing reflective spaces for staff to
consider attributions of behaviour, shifting from intentional choices to communication of need,
to inform support. Notably, participants in specialist settings described positive perceptions of
staff’s knowledge and understanding, which meaningfully shaped engagement. This highlights
scope for research to explore how such approaches may be translated into mainstream settings.
Given that EPs work across settings, they are well placed to share effective practice across
contexts and settings.

Findings also highlighted the role of peers in supporting or hindering educational
experiences, reinforcing the social vulnerability of CYP with FASD (Knorr & Mclntyre, 2016;
Mukherjee et al., 2013; Skorka et al., 2020). Participants highlighted how challenges with peer
interactions intensified experiences of isolation, but that trusting peer relationships were
protective. Peer reliance therefore leads to implications around supportive peer systems and
unstructured times in school. At a foundational level, staff should be aware of these CYP’s social
vulnerabilities and provide explicit teaching, support and coaching to help them navigate social
interactions and develop positive peer relationships. An area identified as supportive by
participants was adults facilitating opportunities for peer interactions, which should be

considered within educational settings, particularly during unstructured times. EPs can support
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this through provision planning and supporting staff to embed approaches through training and
modelling (DfE & DoH, 2015).

The findings suggested CYP’s experiences are multifaceted and cannot be considered in
isolation, as cognitive challenges had potentially adverse implications for perceptions of peers
and broader social inclusion. Therefore, EPs and educational professionals should take a holistic
perspective within assessments and consultations, considering how needs may be interrelated;
what may initially present as cognition and learning needs can adversely impact students’ social,
emotional and mental health needs, particularly social experiences. This avoids a within-child
lens by considering broader influences on experiences, consistent with the social model (Oliver,
2013) and highlights the importance of gathering CYP’s voice in practice and research to
understand their experiences (BERA, 2024). Given the multifaceted and interacting influences
on CYP’s experiences, a more comprehensive understanding of their experiences may be
achieved through future research triangulating CYP, caregiver, and teacher perspectives, though
should critically consider teachers awareness of supporting these CYP, aforementioned as an
area needing support, which may need to be explored in isolation before adopting a multi-
perspective approach.

Participants’ experiences of academic challenges, particularly inattention, highlighted the
need for environmental adaptations, (e.g., reducing distractions and opportunities for movement),
and in-class support, including clear communication, visual examples, check-ins, adapted
resources and additional processing time. Foregrounding strengths and practical learning also
enhanced engagement. Academic challenges therefore lead to implications around self-concept
and supported advocacy. Such findings may help inform provision recommended by EPs, who
can support schools to embed approaches through training and consultations. Provision could
draw on self-determination theory (SDT), as motivation was influenced by relatedness to peers
and adults, and whether tasks felt attainable (Wehmeyer, 2020). SDT suggests motivation to
engage is supported when autonomy, competence and relatedness are met (Ryan & Deci, 2020).
This highlights the need to ensure tasks are accessible, offering choice to promote autonomy and
fostering relatedness, for example through small group learning with peers with similar needs.
Moreover, professionals should understand the broader implications academic challenges can
have on CYP’s self-concept, confidence and self-advocacy, highlighting the importance of

attuned, proactive support.
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The findings highlight the importance of flexible and individualised support, though
guidance on how to implement such approaches remains limited, contributing to inconsistencies
in practice (Carpenter, 2011; Ryan & Ferguson, 2006b). While Blackburn offers frameworks and
guidance to support CYP with FASD across early years (Blackburn, 2017; Blackburn &
Whitehurst, 2010;) primary (Blackburn, 2010b) and secondary settings (Blackburn, 2010c), these
precede reforms in SEND policy, including the SEND CoP (DfE & DoH, 2015) and may not
reflect CYP’s current educational experiences. This highlights a need for research to explore
evidence-informed approaches in supporting learners with FASD, foregrounding strengths and
perspectives of CYP (Reedman et al., 2024). Such exploration is timely given changing
structures and approaches to supporting SEND nationally, with recent publication of the white
paper (DfE, 2026) and emphasis on inclusive practice in mainstream education. While evidence-
based approaches are useful, there is a role for EPs to support schools to ensure provision is
individualised and grounded in lived experience as well as evidence, reinforced through
variations in participants’ experiences in the current research.

Participants’ experiences of mismatches between others’ perception of their abilities and
difficulties experienced, highlighted real-life experiences of ‘spiky profiles’ associated with
FASD, where learning needs are frequently overlooked due to co-existing strengths (Davis et al.,
2011; Kodituwakka, 2007; Mattson et al., 2011). This has implications for assessment and
support, where EPs should draw on and triangulate information, data and evidence from multiple
sources, to adopt a holistic approach to understanding needs and guiding support. EPs should
remain curious and sensitively explore whether PAE may be impacting CYP’s presentation,
particularly if ‘spiky’ profiles are identified through assessments. By modelling this in
consultations, EPs can support schools to sensitively explore this aspect of developmental history
to inform support, while also helping to reduce stigma around FASD.

Participants highlighted sensory resources and low sensory environments tailored to their
needs as foundational in participating in school. The has implications for regulatory spaces and
proactive sensory planning. In practice, there is a need to consider environmental adaptations to
support CYP with FASD to manage sensory inputs in secondary schools, embedding support
rather than viewing it as additional. Moreover, EPs must consider how CYP’s sensory needs may
be impacting educational experiences within assessments (DfE & DoH, 2015), which is key as

research has identified sensory needs can drive these CYP’s behaviours (Salmon & Buetow,
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2012). As participants’ experiences of the usefulness of sensory supports varied, EPs should
ensure CYP’s views are considered within provision recommendations and could further support
schools through sensory audits of the environment.

While there is a need to consider interpersonal factors which shape these CYP’s
experiences, there is also a need to consider the findings and their implications through a
systemic lens. As highlighted in legislation such as the Children and Families Act (DfE, 2014),
SEND CoP, (DfE & DoH, 2015) and Equality Act 2010, learning environments should be
inclusive for all. Despite this, lack of knowledge of FASD raises questions about whether CYP
with FASD are appropriately included, which is crucial given the high prevalence of exclusion
and disrupted school experiences for these CYP (Streissguth et al., 1996, 2004). While limited
inclusion for CYP with FASD has been highlighted outside of the UK (Duquette et al., 2012;
Poth et al., 2014), the current findings alongside prior research (Griffiths’, 2022) suggest this
challenge is reflected in the UK, specifically in secondary schools. Not only does the issue exist,
but the current findings suggest CYP with FASD have heightened awareness of difference,
which is intensified when met with inflexibility of adjustments and can adversely impact their
sense of belonging and inclusion. This has implications for practice discussed below and
highlights a need for research to critically consider the barriers and facilitators to inclusion for
CYP with FASD at the individual and systemic level (Flannigan et al., 2021; Poth et al., 2014).

Behaviour policies and approaches shaped participants’ experiences, with punitive
approaches adversely impacting inclusion, self-concept, wellbeing and engagement. School ethos
therefore leads to implications around behaviour policies and inclusion. Due to the lack of
physical features associated with FASD, the first indications of FASD may present through
behaviour and therefore can be met with strict behaviour policies and exclusions (Blackburn et
al., 2012; Carrick & Hamilton., 2023; Henshaw., 2012). Behaviour policies derived from
behaviourist theories focusing on reward and punishment, (Wheldall, 2012) likely do not have
the intended effect for CYP with FASD, who have difficulties with executive functioning and
understanding social consequences of behaviour (Carrick & Hamilton, 2023; Kodituwakku,
2007; Roberts, 2015). Therefore, alongside increased staff and societal understanding of the
needs driving behaviour, there is a need for adaptive, restorative behaviour policies which focus
on behaviour as communication (Malbin, 2004). EPs have an influential role working at the

organisational level to create change within systems, through supporting schools to adapt
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behaviour policies and practices which offer appropriate flexibility for these CYP and promote
relational, restorative approaches through co-regulation. The findings suggest such approaches
would not only support educational experiences but reduce risks of these CYP internalising
stigma and heightened awareness of differences. Moreover, Oscar’s account offers a lived
experience and hopeful example of restorative approaches focused on relationships and co-
regulation, which may inform practice. Future research could take a strength-based approach to
explore in greater depth how schools supporting CYP like Oscar, implement restorative
approaches in practice, considering potential barriers and facilitators.

Viewing the findings through Bronfenbrenner’s Bioecological Model of Human
Development (Bronfenbrenner & Morris, 2006) reinforces how these young people’s educational
experiences are shaped by interactions between interconnected systems and the developing
individual to shape development. One area which was not deemed pertinent within the literature
review was the chronosystem, which reflects the influence of time and historical context on
development (Bronfenbrenner, 1986). This was not included as a theme within the review
because the individualistic nature of such factors in shaping development was not reflected in
multiple participant samples included within available literature. Despite this, the chronosystem
offers an important lens for understanding the experiences of CYP with FASD, particularly in
relation to the time of key events and the broader socio-historical context in which their
development occurs. For example, the age at which CYP receive a diagnosis of FASD may
shape how they interpret their difficulties, advocate for support and develop their sense of
identity. Later diagnoses may mean prolonged periods of misunderstanding, inconsistent support
and internalised feelings of difference, which likely shaped educational experiences. This may
reflect participants’ accounts of confusion, awareness of difference and sometimes adverse views
of themselves. Similarly, the socio-historical context surrounding FASD and how this has
changed overtime has implications for these CYP’s experiences of education and support. For
example, increased awareness of FASD, evolving diagnostic pathways, reduced societal blame
and shifting educational policies directly influences the support available to CYP in education at
different points in time. While the UK has come some way in understanding FASD and its
implications, there is still a need for greater awareness among educators and society in general.

For EPs, this highlights the need to consider not only the immediate systems around CYP, but



127

also how timing of key events, transitions and historical changes in recognition of FASD may
shape CYP’s experiences, access to support and outcomes.

While EPs have the appropriate skills to further support CYP with FASD through areas
highlighted and be involved in multi-agency work, implementation requires support from policy
and funding as current practices are limited by capacity and resources. Implementation would
perhaps be supported by establishing specialist EPs for FASD, dedicated to enhancing
collaboration, understanding and improving outcomes for these CYP, although this would
require systemic support.

3.10.3 Limitations

While this study contributes to limited research exploring FASD and education, capturing
CYP’s perspectives and adopting a strengths-based perspective, limitations are acknowledged.

While IPA aligned with the research aims and epistemological position, this methodology
has been criticised for being ambiguous, lacking standardisation, and risks of becoming overly
descriptive (Giorgi, 2010; Hefferon & Gil-Rodriguez, 2011). To manage this and enhance rigour,
a transparent analytic process was presented, and the researcher kept a reflective diary. However,
when considering the double hermeneutic and potential impact on interpretation, the researcher
recognises alternative interpretations were possible (Smith & Osborn, 2015; Smith et al., 2022).

Secondly, the small sample size (n=4) is a limitation, shaping what can be claimed
outside of the study. However, within the aims of IPA and its’ idiographic focus, the research
sought to gain insight into CYP’s experiences and provide contextual depth rather than
producing generalisable findings (Chowdhury, 2014; Smith et al., 2022). Moreover, Smith et al.
(2022) highlight IPA requires a small sample size, considered on a study-by-study basis. Despite
aiming for homogeneity, inclusion criteria were broadened to specialist settings and units,
widening recruitment after facing recruitment challenges. Thus, variation in experiences may be
considered a limitation, as IPA requires a small, fairly homogenous sample. Though, such
variation also reflects the nature of the spectrum of FASD, aligning the research’s interpretivist
paradigm which highlights multiple, co-existing realties which are shaped by social processes
(Bhattacherjee, 2012; Cuthbertson et al., 2019). While recognising this limitation, the researcher
followed guidance of being pragmatic and reviewing recruitment as it occurs, adapting inclusion
criteria when challenges arose (Smith et al., 2022). Moreover, the researcher recognises the

findings cannot be generalised outside the sample, however variation in participants’ experiences
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highlights how PAE can have vastly different implications, reinforcing the importance of
individualised support (BMA, 2016; Cook et al., 2023).

The use of virtual interviews supported recruitment of a hard-to-reach participant sample,
though participation required verbal articulation skills and engagement in an online format
(Smith et al., 2022). Therefore, the research may have excluded CYP with communication needs
or limited access to technology, thus the sample may be biased towards those more able to
express their experiences, further limiting generalisability. While participatory approaches were
adopted to support accessibility, face-to-face engagement and approaches like photovoice,
modelling or involving participants in planning data collection, may have further supported
meaningful inclusion and broader representation of CYP with FASD (Aldridge, 2015; Hart,
1992; Poku et al., 2019). While limitations are recognised, IPA’s idiographic focus alongside
participatory approaches allowed the researcher to ensure all participants with varying needs
were included and could meaningfully share their views, which may not have been achieved
through approaches focusing on generalisable findings (e.g., thematic analysis).

Due to the potential vulnerability of participants and potential cognitive needs,
participants were offered for their caregiver to be present to support them during the interview if
this was their preference. While this was offered as a supportive measure, it is recognised that
parental presence during the interview may have impacted what the young people felt able to
share, particularly regarding more sensitive topics or experiences. Moreover, a set of interview
questions were emailed to caregivers prior to the interview as a supportive measure. However,
this may have influenced how some of the young people approached the interview and the
responses given, particularly if caregivers discussed the questions with them beforehand. While
these measures were intended to be supportive and were deemed necessary to support this
vulnerable population of learners to access the research process, it is recognised that these
adjustments may have impacted the depth and authenticity of the data collected.

The inclusion criteria limited participation to CYP with a confirmed diagnosis. Given
ongoing challenges accessing FASD assessment in the UK, many CYP who meet diagnostic
criteria may remain undiagnosed and thus could not participate. Therefore, the research could be
more accessible by including those awaiting assessment, with careful consideration given to

ethics, homogeneity and the focus of exploration, if diagnosis is not confirmed.
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While this was not an intention of recruitment, all participants were adopted, therefore
the findings may not be representative of CYP who remain with their birth families or experience
social care instabilities, making cross-comparisons challenging. The small sample were also
limited in relation to cultural perspectives as all participants were White British. Therefore,
findings may not be representative of CYP’s educational experiences within different cultural
contexts. This would be important to explore further given the higher prevalence of FASD in
developing countries (May et al., 2018), considering how cultural factors may impact
educational experiences at the individual, family, school and societal level (Bronfenbrenner &
Morris, 2006).

The findings and literature suggest CYP’s educational experiences are multifaceted and
shaped by aspects like teacher relationships, knowledge and parental advocacy, thus focusing
solely on CYP’s perspective may be considered a limitation. Multi-perspective research could
offer a more comprehensive understanding of these CYP’s educational experiences, but analysis
can be complex and risks losing detail at the individual level (Larkin et al., 2019). Aligning with
idiographic underpinnings of IPA and the researcher’s values of amplifying CYP’s voice, the
findings offer a unique insight into the lived experiences of these CYP in education. Teacher’s
views were not included due to concerns that limited awareness of FASD may affect accuracy of
accounts of experiences supporting CYP with FASD. This was reflected by Ryan and Ferguson’s
(2006b), where experienced and inexperienced teachers reported not doing anything different to
support CYP with FASD, despite variations in support implemented. A triadic design (child-
parent-teacher) may help ensure shared awareness of the child’s diagnosis to support meaningful
comparison and interpretation.

Despite limitations, the study design was consistent with the epistemological position,
research aims and provides valuable insights into the experiences of an underrepresented
population. The research also addresses a gap in research eliciting strengths and success stories
of CYP with FASD, through some participants’ positive experiences (Flannigan et al., 2021).
3.10.4 Conclusion

This study adds to the limited UK evidence base by showing how young people with
FASD make sense of school through relationships, trust, peer support, sensory safety, academic
self-concept and perceptions of school ethos. Moreover, this was the first study to solely explore

the educational experiences of adolescents with FASD in UK secondary education settings,
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contributing to limited literature including CYP (Eodanable et al., 2024; Griffiths, 2022;
Hammond, 2021), and adding to the collection of IPA studies in educational psychology (Oxley,
2016). As outlined by BERA (2024), “children who are capable of forming their own views
should be granted the right to express those views freely and have them taken into consideration
in all matters affecting them” (p.18). Adhering to this, the research amplifies the voice of CYP
with FASD who are often marginalised in research, demonstrating with appropriate adaptation
and support they can meaningfully contribute to research. The research also reinforces the
importance of triangulating perspectives in practice, to understand these CYP’s interpretation of
their educational experiences (DfE & DoH, 2015).

The findings provide novel contributions from the perspectives of adolescents,
highlighting educational experiences as multifaceted, shaped by interactions across multiple
systems, which can therefore not be understood in isolation and reduced to individual factors
(Bronfenbrenner & Morris, 2006). Notably, few participants commented directly on the impact
of their diagnosis in shaping their experiences or frustration towards their diagnosis, which
contrasts existing literature from caregiver perspectives foregrounding the impacts of PAE
(Griffiths, 2022; Price, 2019). Instead, difficulties were often attributed to environmental or
contextual factors, with heightened awareness of how systemic factors shape support.
Furthermore, the findings suggest relational factors are foundational to these CYP’s educational
experiences and perceived availability of staff and staff knowledge can actively shape
perceptions of school. Such findings highlight how CYPs experiences are relational and shaped
by interactions within the broader system within which they occur (Bronfenbrenner & Morris,
2006). A further novel finding was participants’ attribution of inattention to external factors (e.g.,
peers) rather than cognitive needs, highlighting how academic challenges can have broader
implications for social inclusion. Some participants generalised difficulties within social
interactions to overall perceptions of school and participants demonstrated heightened awareness
of difference, highlighting how systemic factors can shape the meaning given to social
experiences and inclusion in school. Schools’ approach to managing behaviour was paramount in
shaping experiences, though the findings offer hopeful lived experiences of restorative, relational
practice, which positively shaped school experiences, wellbeing and self-concept. Participants
sometimes attributed academic difficulties to diagnoses, perhaps in an attempt to reduce self-

blame, however unlike prior research this did not reflect frustration towards diagnoses, rather a
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means of understanding their experiences. In contrast, some academic challenges were
internalised and adversely impacted participants’ wellbeing and motivation, reinforcing that the
impact of cognitive challenges cannot be viewed in isolation. Participants showed awareness of
what may support them, though most felt limited autonomy and voice within decisions, with
environmental factors like inflexibility of support shaping experiences of challenges in school.
Furthermore, the findings contribute unique insights that suggest secondary school places
increased demands on sensory processing for these CYP and thus sensory support is foundational
to accessing school and should be embedded, alongside opportunities for physical activities
positively shaping experiences.

The study aimed to raise awareness of FASD within education and more broadly, with a
need for greater understanding across education, healthcare and society (Bronfenbrenner &
Morris, 2006). Adopting a positive psychology lens highlighted what supports these CYP in
education, with implications for practice, and hopes of reducing stigma to positively impact
policy (Bell et al., 2016; Flannigan et al., 2021). As the findings and literature highlight, shifting
away from deficit-based practice would enhance not only academic outcomes but also CYP’s
self-concept, inclusion, self-advocacy, motivation and wellbeing. Thus, the findings underscore
the need for a systemic, holistic perspective, recognising how relationships and environmental
factors are interrelated and shape the educational experiences of young people with FASD.
While not intended to be generalisable due to IPA’s philosophical underpinnings, the findings
offer valuable insight into how CYP with FASD make sense of their secondary school
experiences. As such, the research provides a foundation for future research, which may seek to

triangulate perspectives to better understand these CYP’s multifaceted experiences in education.
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Chapter Four: Reflective Account

4.1 Introduction

Being a reflective practitioner is key as a Trainee Educational Psychologist (TEP) (BPS,
9b), and self-reflection is crucial as a researcher (BPS Code of Human Research Ethics, 2021).
This chapter addresses how this was adhered to and offers critical reflection of the research
experience, written in first person to reflect my role in the research process. Drawing on the work
of Schon (2017), I explore my reflection-on-action (after the event) of the research process, thus
this account is retrospective. This chapter was also influenced by my reflections throughout the
research (reflection-in-action) recorded through a reflective research diary and discussed through
supervision. The chapter considers how my dual researcher-practitioner role and professional
values influenced the research, approach to the literature review and empirical chapter.

Reflexivity involves critical awareness of how the researcher’s values, beliefs, and biases
may shape the research process (Braun & Clarke, 2013) and is essential for rigour and
trustworthiness in qualitative research (Teh & Lek, 2018), particularly IPA due to the double
hermeneutic. This refers to the researcher interpreting participants’ interpretations of their
experiences, recognising analysis is inevitably shaped by the researcher’s own perspective and
experiences (Smith & Osborn, 2015; Tuffour, 2017). Reflexivity was therefore central in
considering my positionality. As Tuffour (2017) notes, one may only understand the
preconceptions and values they bring to research once they are in the process of interpretation.
My reflection-in-action during analysis, captured in a research diary, supported this ongoing
reflexive engagement (Schon, 2017; Smith et al., 2022).
4.1.1 Positionality

While there are aspects of shared identity between myself and the participant sample, like
being White British and growing up in the UK education system, I considered myself to have
mainly outsider status (Braun & Clarke, 2013). This was primarily because I do not share the
group identity of navigating secondary school with FASD, which may have subconsciously
created power dynamics. While it is important to recognise this, conscious decisions were made
to reduce such dynamics, such as semi-structured interviews allowing participants to discuss
pertinent areas. Moreover, not sharing participants’ experiences helped me remain open and

close to participants’ accounts, rather than imposing my thoughts and experiences, reducing risks
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of bias (Braun & Clarke, 2013). As highlighted by Heidegger, it was also key to consider my
prior understanding of the phenomenon of FASD before completing analysis, attempting to
bracket pre-conceptions (Smith & Larkin, 2009; Tuffour, 2017). On reflection, any pre-
conceptions derived from reviewing literature or placement experiences rather than lived
experiences of navigating education with FASD.

4.2 Reflections on my Research Journey

4.2.1 Ildentifying a Research Topic

My interest in supporting CYP with SEND and neurodivergence began as a Teaching
Assistant and Assistant SENCo, primarily working with CYP with autism and ADHD. I became
increasingly interested in understanding behaviour as communication (Hibbin & Warren, 2021),
which continues to underpin my practice. My values as a practitioner centre around equity, social
justice and inclusion, developed through my professional experiences observing the impacts of
relational approaches and tailored provision on students’ educational experiences (Elfaizi & El
Aouri, 2024). These values informed my application for the Educational Psychology doctorate
and approach to this research.

My interest in FASD developed during my time as an Assistant Psychologist, following a
presentation by a TEP colleague on parental perspectives of FASD in education (Griftiths,
2022), which highlighted the implications associated with FASD in education and more broadly
(Ryan & Ferguson, 2006b; Wilson et al., 2024). Alarmingly, despite prior professional
experience in education, I was not aware of FASD. To my surprise, this lack of awareness was
echoed by colleagues, something I later understood as a society wide issue. This prompted a
desire to develop my understanding and critically consider why I had not encountered FASD in
my professional or personal experiences.

Gathering CYP voice is a statutory requirement in EP practice under the SEND CoP,
particularly in Education, Health and Care Needs Assessments (DfE & DoH, 2015). However,
within research, the views of CYP with SEND are often underrepresented or tokenistic (Faldet &
Nes, 2021). My TEP experiences have reinforced the importance of gathering CYP’s views,
reflecting the United Nations Convention on the Rights of the Child (1989). This is especially
relevant in secondary school, where increased autonomy and involvement in decision-making
may support motivation, independence, and outcomes. I have also observed that CYP, parents,

and teachers often construct different understandings of the ‘problem’, despite shared intentions
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to support the young person. This strengthened my commitment to centre CYP voice, ensuring
accessible methods to capture their experiences alongside acting on what CYP share through
disseminating the findings.

4.2.2 Reviewing Literature

My developing awareness of FASD led me to engage with literature, websites, and
initiate discussions professionally and personally, which highlighted limited understanding,
particularly in education. During placement, prenatal alcohol exposure (PAE) often appeared a
sensitive topic, likely due to stigma, with teachers sometimes disclosing information privately
when parents were not present. Conversations within my professional network also suggested
limited EP awareness of FASD, often restricted to associated facial features and executive
functioning difficulties, despite facial characteristics being present in only a small proportion of
cases (<10%) (Millar et al., 2017).

Initial searches included exploring grey literature (e.g., theses, blogs) and charity sources,
which highlighted clear inequalities in support and outcomes for CYP with FASD, resonating
with my values of inclusion and social justice. When exploring literature, there were multiple
avenues I considered, noticing links between PAE and early trauma. Trauma and PAE can both
cause brain damage, thus traumatic childhood experiences can result in similar neurological,
behavioural and cognitive implications as those resulting from PAE (Norman et al., 2012; Rutter,
1998), however a combination of PAE and early childhood trauma may exacerbate risks more
than PAE alone (Price et al., 2017). Although this intersection could have been interesting to
explore, particularly given conversations with a Clinical Psychologist highlighting how EPs
often adopt a trauma lens for these CYP which overlooks potential impacts of PAE, unpicking
the interplay between these factors would be complex and aligns more with a clinical lens than
my focus on educational experiences. I chose to focus on CYP’s educational experiences and
contribute a strengths-informed perspective to a deficit-focused literature base.

Something which struck me was that prevalence estimates suggest FASD may be higher
(1.8-3.6%) (McCarthy et al., 2021) than autism (1.1% in adults, 1-2% in children) (Huang,
2020; NICE, 2025). This prompted reflection about why autism has greater societal and
educational awareness and more established diagnostic pathways, whereas FASD remains

comparatively under-recognised, potentially linked to stigma and diagnostic complexity. While
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initially frustrating given emerging understanding of lifelong implications of FASD, this
highlighted a clear gap in awareness and provision, shaping the focus of this research.

Further exploration of the literature highlighted that CYP voices are significantly
underrepresented in FASD research, particularly in the UK, as studies largely focus on caregiver
perspectives. While Frederickson and Cline (2015) highlight parents are the experts of their
children and thus their views are important, my values prioritising centering CYP experiences
shaped the focus of this review. Initial broad searches focusing on peer-reviewed, UK research,
yielded limited results, with only one study relevant to the educational experiences of CYP with
FASD. This scarcity not only supported the research rationale but also justified extending
literature searches outside of the UK. Much of the available literature originated from Canada,
likely reflecting earlier diagnostic development and support for research (Chudley et al., 2005).
This prompted consideration of the interplay between societal understanding, government
guidance, research and how this may shape understanding of these CYP’s experiences, informing
consideration of theoretical frameworks, discussed further below.

Reviewing the literature was emotive, as the difficulties faced by these CYP are
significant and lifelong, feeling frustration due to the preventative nature of FASD. Despite
feeling sympathy towards children who, by no choice of their own, are born with irreversible
implications of PAE, reviewing the literature highlighted complexities of prevention. Thus, I
channelled this emotion into raising awareness through my research, as blame towards mothers is
unhelpful, if support and understanding are not reflected within research and society.

4.2.3 Theoretical Framework

Throughout the doctorate, there has been consistent emphasis on moving beyond within-
child explanations to consider wider systemic influences on development. My practice aligns
with the social model of disability (Kattari et al., 2017; Oliver, 2013), recognising while
diagnosis can inform understanding, effective support requires consideration of broader contexts
in which CYP develop, shifting away from locating difficulties within-child. However, FASD
creates tension with this lens, as it has a clear neurological basis linked to PAE and thus can be
considered a within-child condition, with majority of literature adopting a clinical, within-child
focus. Literature highlighting the importance of diagnosis in accessing support and supporting
others’ understanding, further challenged my lens. However, further exploration highlighted

these CYP’s experiences across education, healthcare, home and the community are shaped by
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interacting systemic factors, which can be overlooked when adopting a clinical lens, viewing
implications and influences in isolation. To capture the complexity of systemic factors shaping
experiences, I framed my review through Bronfenbrenner’s Bioecological Model of Human
Development (Bronfenbrenner & Morris, 2006), which is pertinent to my practice as a TEP, has
been identified as relevant to FASD (Flannigan et al., 2021) and applied in international FASD
research (Poth et al., 2014). This framework enabled considerations of multiple, interacting
influences on educational experiences, avoiding an overly narrow focus on within-child or
school-based factors.

4.3 Research Design

4.3.1 Identifying Aims and a Research Question. Reviewing literature and identifying
gaps helped formulate the research aims and question. The lack of research exploring these
CYP’s educational experiences resulted in multiple potential avenues for further exploration,
such as belonging as explored in primary settings (Hammond, 2021) or exclusions given the high
prevalence among this population. While this supported autonomy, it was overwhelming at times
and reiterated how little is known about these CYP’s experiences. Following reflection, I chose
not to focus on a specific area of school experience to avoid imposing a topic and creating power
dynamics. I felt a broader understanding was needed first, considering areas participants consider
pertinent through their interpretation. The research aim was to explore the educational
experiences of young people with FASD in secondary contexts, with the findings hoped to
provide avenues for future research exploring specific areas in depth.

Qualitative research begins with curiosity for a topic, in this case, FASD and education
(Janesick, 2000). Qualitative research questions focus on the why and how of interactions,
alongside articulating what researchers want to understand about participants’ perspectives
(Agee, 2009). Engagement with literature in line with my initial curiosity and aims supported
consideration of methodology, which shaped research questions aligning with IPA’s focus on
lived experience. This was a time-consuming process during which supervision was essential.
Such discussions highlighted my values of amplifying and centering CYP’s voice, aligning with
IPA and the interpretivist paradigm adopted (Bhattacherjee, 2012; Cuthbertson et al., 2019;
Smith et al., 2022). While alternative positions such as critical realism were considered, literature
highlighted the importance of co-constructing meanings, alongside variations in CYP’s

experiences and therefore co-existing realities (Ashton et al., 2020). This therefore does not align
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with the realist ontology of critical realism which suggests a knowable world exists, independent
of the human mind, but there are multiple perspectives of this reality shaped by socially located
knowledge and experience (Braun, 2013; Sayer, 2000; Willig, 2016).

The focus on eliciting CYP’s voice was informed by research gaps, specifically in
secondary contexts, with one study exploring adolescents’ experiences across home, school and
community (Eodanable et al., 2024) and a thesis exploring primary-aged students experiences of
school belonging (Hammond, 2021). My research questions at the proposal stage were:

1) What are the educational experiences of children and young people with a

diagnosis of FASD in UK mainstream secondary education settings?

2) What factors do children and young people with a diagnosis of FASD feel

contribute to positive educational experiences?

Through feedback, supervision, gatekeeper discussions and ethical approval, I refined my
questions, which is common to reflect how understanding of the topic evolves through the
research and demonstrating reflexivity (Agee, 2009; Creswell & Poth, 2016). After recruitment
attempts, I was faced with suspected complexities recruiting this vulnerable population. Further,
my gatekeeper provided caregiver feedback, who expressed they would have been interested
though factors limited engagement, which shaped my understanding and subsequent adaptations
discussed through supervision. Often CYP with a diagnosis were accessing specialist settings by
secondary school, thus did not meet the mainstream school criteria. Therefore, recruitment was
extended to specialist settings and units to widen recruitment and reflect this reported pattern of
experience, without significantly impacting homogeneity. Parents reported challenges obtaining
diagnostic assessment due to limited funding and services, reflecting literature (Carrick &
Hamilton, 2023). As my practice aligns with the social model of disability, this created tension,
as CYP without a diagnosis, already disadvantaged in accessing services, were also excluded
from this research. However, diagnosis remained an inclusion criterion due to ethics and sample
homogeneity. Some caregivers expressed interest, but their children were post-education and
therefore would report on their retrospective accounts, which did not meet inclusion criteria.
Others raised concerns around the ‘positive’ focus within research questions, which they felt did
not reflect CYP’s experiences. I acknowledged CYP’s experiences vary as informed by my

literature review, though remained true to focusing on exploring what may be supportive,
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shifting from deficit-focused research while providing space to explore varied experiences.
Following ethics amendments and approval, my adapted research questions were:
1) What are the educational experiences of young people with FASD in UK secondary
education settings?
2) What factors do young people with a diagnosis of FASD feel contribute to positive

educational experiences?

During analysis, questions were further reviewed and retrospectively reworked, which is
common in IPA (Smith et al., 2022). Reflectivity was prompted by difficulties distinguishing
which GETs would be specifically relevant to RQ2 rather than the overarching RQ1, as
participants’ accounts of what supported them were intertwined within their overall accounts.
When discussing areas of difficulty (RQ1), participants’ suggestions of what would make school
more positive, often counteracted difficulties (i.e., more TAs when lacking adult support). Thus,
separating what was supportive (RQ2) from their overall experiences within findings was
challenging. Moreover, upon reflection, language of ‘what factors’ does not align with the
exploratory and interpretive nature of IPA (Isik, 2026). While in hindsight RQ2 could be
considered a sub-question of the overarching RQ1 which focuses more broadly on the
phenomenon of school experience, through supervision I decided to remove RQ2 (Creswell &
Poth, 2016). However, the research still hoped to explore what would be supportive through a
strengths-based approach within SSIs, thus strategies identified as supportive by participants,
were captured within implications for practice (see Chapter Three). This reflexive process
supported my learning as a novice researcher. If repeated, I would seek feedback from the FASD
community to refine research questions, as they may offer insights I do not have due to my

outsider status.
4.3.2 Participants

Multiple factors related to the target population, shaped design decisions. Firstly,
purposive sampling was necessary to ensure a reasonable degree of homogeneity (Smith et al.,
2022), related to having a diagnosis of FASD and currently attending a UK secondary education
setting. Inclusion criteria were influenced by diagnostic guidelines, ethics, literature and
discussions with professionals. Discussions with my gatekeeper were particularly useful in

establishing the participant age range; Year 8-11 students were included because Year 7s would
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not have transitioned long enough to reflect on their experiences of secondary school and post-16
students were excluded as they would report on their retrospective experiences, highlighted as a
limitation when reviewing literature.

A key point of reflection is the homogeneity of the participant sample, particularly the
fact that all participants were adopted. This was incidental, rather than an inclusion criteria,
though this mirrors patterns in wider FASD literature, where adopted CYP are frequently
overrepresented and CYP living with birth families are underrepresented. This may relate to
increased access to diagnostic pathways among adoptive families, especially given the diagnostic
challenges associated with FASD, and consequently greater eligibility to take part in research
requiring a confirmed diagnosis. As a result, the perspectives captured in this study, like much of
the existing evidence base, are shaped through the lens of adoption, which has important
implications for how the findings are interpreted. Bronfenbrenner’s bioecological systems theory
(Bronfenbrenner & Morris, 2006) emphasises that lived experiences are influenced by multiple
interacting environmental factors. From this perspective, it is likely that the experiences of young
people who remain with their birth families differ from those of adopted young people, as their
experiences are shaped by different relational, developmental and environmental factors and
contexts. For EPs, this highlights both the value and the limitation of the current findings and
existing research. While the perspectives of adopted young people offer crucial insights, they
may not fully represent those living with birth families or in other care arrangements. Therefore,
when applying these findings to practice, EPs should remain mindful of this contextual bias and
consider how adoption-related factors may have shaped the narratives captured in this study and
broader research.

4.3.2.1 Recruitment and Associated Ethics. Recruitment of this vulnerable population
was challenging and reconsidered multiple times in supervision. A significant point was August
2025 when only one caregiver had contacted me, despite advertising recruitment resources since
June 2025, amended in August to include specialist settings and units. A poignant supervision
discussion explored plans if recruitment remained challenging, such as extending the research to
include perspectives of caregivers and/or teachers through RTA. On reflection, this stage was
particularly challenging, marked by uncertainty, self-doubt and whether my aim of amplifying
CYP’s voice could be realised without compromising my values. These tensions were captured

in my research diary (Appendix U). At this time, I instigated a call with Amy Hammond, who
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completed her thesis on primary-aged students’ with FASD experiences of belonging, who
shared her experiences reviewing literature and successfully including CYP with FASD in her
research. This reignited my passion for amplifying the voice and experiences of CYP, though
this at times felt an isolating experience due to others’ concerns of associated stigma and
practicality of the research, which may reflect limited understanding of FASD identified through
my literature review.

By November 2025, worries were lifted as recruitment became easier after completing
the first interview. This perhaps related to the participant’s mother, sharing their experiences
within her personal networks as she identified wanting to do so, potentially increasing others’
confidence to take part. Recruitment highlighted the vital role of trust, as most participants
previously engaged with gatekeepers, to whom I owe huge thanks for making the research
possible. This prompted reflection about the importance of trust for this community who may
often be let down by professionals and shaped my interview approach, prioritising transparency
and building rapport.

By the end of November, I had completed two interviews, with further participants in the
consent process. The second interview particularly reignited my passion, as the young person
offered a very reflective, positive account of their educational experiences, bringing hope and
aligning with my aims of moving beyond deficit-focused narratives. Although recruitment
pressures eased, supervision highlighted the need to ensure sufficient richness and depth of data
for IPA, setting a minimum target of four participants. While I recognise a larger sample size
may enhance depth and credibility, my reflections throughout, highlight the complexities
recruiting this vulnerable population. Remaining true to my values and epistemology, I
prioritised amplifying CYP’s voice, particularly given their underrepresentation in research.

4.3.3 Methodology and Design Decisions

Reviewing studies that have successfully included CYP with FASD informed
consideration of suitable methods and shaped research aims and questions, aligning with a
qualitative approach. IPA was chosen due to its rigorous approach to examining lived
experiences, allowing for in-depth insights to explore my research question and aligning with my
epistemological position (Isik, 2026; Larkin et al., 2006). Moreover, the IPA’s dual analytic of
identifying themes in cross-case analysis, alongside an idiographic focus on unique details of

participants’ accounts, allowed consideration for the variation in experiences reflecting the
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spectrum of FASD needs, alongside convergence and divergence (Smith et al., 2022).
Furthermore, IPA is commonly used in research which aims to explore subjective experiences
such as those related to education (Isik, 2026) and has been successfully used in research
exploring the educational experiences of CYP with FASD (Hammond, 2021). IPA’s clearly
defined steps supported me to navigate this process as a novice researcher and maintain
analytical depth (Isik, 2026; Smith et al., 2022).

Prior to determining IPA as the most appropriate methodology, consideration was given
to alternative methods like narrative inquiry (NI) and reflective thematic analysis (RTA),
informed by lectures and exploring literature. Together, these are some of the most widely used
and well-established methods in social research, all focusing on co-constructing meanings
(Braun & Clark, 2021; Isik, 2026; Riessman, 2008). NI explores how individuals construct
meaning through stories (Isik, 2026), focusing on how events are sequenced, identities are
shaped through organising experiences into narratives, and how narratives function within
particular cultural and social contexts (Riessman, 2008). NI would have allowed participants to
explore pertinent areas due to not imposing structure within interviews, which may have
developed more in-depth accounts (Isik, 2026). Moreover, NI has not yet been used to explore
these CYP’s educational experiences, thus would address a methodology gap. Despite
acknowledged strengths, this approach was not adopted as variations in participants’ needs and
potential language difficulties (reflected through varying scaffolding required within interviews)
may have made it difficult for participants to articulate their narrative. Also, narrative inquiry is
suited to research questions which focus on identity development, processes of change and life
histories (Riessman, 2008), which was not the research aim.

RTA (Braun & Clarke 2013, 2021) involves identifying and interpreting patterns of
shared meaning across data through developing themes, rather than exploring individual cases
within IPA focusing on meaning given to experiences (Braun & Clarke, 2021, Isik, 2026). RTA
has strengths in its theoretical flexibility, aligning with a range of epistemological positions and
research contexts (Braun & Clark, 2021), and provides a systemic and flexible approach (Isik,
2026). The possibility of RTA was considered through supervisions, primarily to triangulate
multiple perspectives (e.g., CYP, caregivers and educational staff). However, this approach did
not align with my values of amplifying CYP’s voice, as it risked diluting their perspectives.

Instead, I aimed to explore CYP’s perspectives in depth, using accessible methods to support
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them to share their views in a meaningful, accessible way. As RTA focuses on identifying
themes across accounts, it was less suited to capturing individuals’ unique experiences, which
aligned to IPA’s idiographic approach (Braun & Clarke, 2021; Pietkiewicz & Smith, 2014).
Moreover, parental accounts have already been explored in the UK (Griffiths, 2022; Mukherjee
et al., 2013) and internationally (Duquette et al., 2007; Stade et al., 2011), thus I considered what
nuance a multiple-perspective approach would add. Although teacher perspectives are not so
well researched, I became aware of a study exploring this and questioned what unique
contribution I could offer. Moreover, limited teacher awareness and the ‘hidden’ nature of
FASD, raised concerns about the accuracy of such accounts if teachers were not aware of these
students’ needs. Moreover, RTA typically requires larger samples than IPA, (Bruan & Clarke,
2013), increasing recruitment challenges and risking diluting CYP’s views if outweighed by
caregiver and teacher accounts. Multi-perspective IPA was also discounted for similar reasons
and due to its complexity and potential to shift away from CYP’s experiences and meaning
making (Smith et al., 2022). While strengths of triangulating perspectives are recognised, I
remained true to my values of amplifying CYP’s voice through IPA’s idiographic focus, aligning
with the research aim of exploring lived experiences.

Data Collection. Aligning with my values of amplifying CYP’s voice, consideration was
given data collection methods to ensure participants’ meaningful inclusion. Semi-structured
interviews (SSI) were adopted, commonly used in IPA and effective in capturing in-depth
accounts of experience (Smith et al., 2022; Smith, 2007). The SSI allowed participants to discuss
pertinent areas, minimising power dynamics associated with qualitative interviews, particularly
with CYP (Anyan, 2013). SSI were adapted to support potential language and accessibility
needs, informed by a university lecture on participatory approaches and exploration of literature
including these CYP. Of note was Hammond’s (2021) thesis exploring primary-aged CYP’s with
FASD experiences of school belonging, using a mosaic approach. Hammond sent participants a
resource pack of tools (e.g., Lego, Play-Doh and figurines), to model their experiences within
SSIs. I drew on Hammond’s approach but considered feasibility of sending resources to
participants and therefore chose to use visual resources which were shared on screen during
interviews, alongside the developmental appropriateness of resources like Play-Doh for
secondary-aged students’ engagement. Another pertinent study was Eodanable et al. (2024)
which adopted photovoice methodology. Further consideration suggested that, although this
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method could support inclusion, it was not feasible to provide cameras, and the virtual format
raised safeguarding concerns about what CYP might photograph in school without researcher
oversight. It was therefore deemed inappropriate. One visual resource I developed, a drawing
sheet sent in advance, was not used by participants, prompting reflection. This may reflect
participants not feeling they needed alternative methods to share their views or reluctance to
commit additional time as this task was optional. In future, I would embed this activity within the
interview to encourage engagement, while maintaining autonomy to share their views in ways
perceived as most appropriate. Visuals were not formally analysed, instead served as prompts
and support to share their views. However, incorporating them into the process for everyone
could enrich analysis by offering alternative insights and perspectives which the CYP may not
have been able to articulate (Silver, 2013). Though, as a novice researcher it was important to
balance autonomy, prioritising participants’ preferences. Participants could choose if caregivers
were present for interviews. Josh was the only participant who chose this for the duration. While
I recognise this supported Josh to access the process, I also acknowledge caregiver presence may
have influenced what he felt comfortable to share and therefore shaped the data, recognising the
interview context are a part of the meaning-making process.

IPA involves a double hermeneutic, where the researcher interprets participants’ sense-
making of their experiences (Smith et al., 2022), making it difficult to separate from the
participants and analysis. Therefore, I acknowledged and attempted to bracket pre-conceptions I
brought to the research (Smith et al., 2022), which I considered to derive from conversations
with professionals and exploring literature. On reflection, this became easier across interviews as
initial nerves and subconscious pressures to answer the research questions led me to initially rush
aspects of the interview. However, my confidence and flexibility developed with each interview,
allowing greater comfortability with silence and space for elaboration. Recording reflections
after each interview also supported bracketing preconceptions of prior interviews when
completing later interviews to remain open-minded.

While skills developed as a TEP supported me to be attuned to participants’ presentation
during interviews, there were times where I felt conflicted in my dual researcher-practitioner
role. Upon reflection, this arose when CYP spoke of challenges or parents added emotive context
to experiences. A key part of my TEP role involves problem-solving and exploring alternative

narratives, which at times led to instincts to deepen discussions and problem solve. However, |
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needed to remain focused on exploring participants’ experiences, rather than directing them and
problem-solving, highlighting the complexity of the dual researcher-practitioner role.

While I enjoyed data collection and felt privileged to hear participants’ stories, the first
interview was daunting as a novice experience. It highlighted the importance of allowing time
for rapport-building, which informed subsequent interviews. Although piloting the interview
could have supported confidence and feasibility of the virtual nature, this was not possible due to
recruitment challenges. Instead, I received feedback from ethics and supervision. On reflection,
input from the FASD community may have further strengthened rigour. Moreover, ideally
interviews would have been completed in person to better support rapport, engagement with
visual resources and monitoring engagement (e.g., embedding movement breaks through
activities). However, this was not feasible given the recruitment challenges of this hard-to-reach
population who lived across the country.

Data Analysis. Adopting seven-stage IPA (Smith et al., 2022) was time-consuming,
though allowed me to get close to participants’ experiences through my ongoing and in-depth
engagement with data (Iski, 2026). At times, my unfamiliarity with this methodology, alongside
being conscious of answering my research question, resulted in fears of not getting things ‘right’
and reluctance to start. However, as I immersed myself in literature, I understood qualitative
research is messy and complex (Isik, 2026), bringing comfort to initial uncertainty. Moreover,
IPA’s clearly defined analytical steps supported me through the process, providing an account of
decisions, to ensure transparency and rigour (Braun & Clarke, 2021; Yardley, 2017).

I initially explored each account in-depth, re-reading transcripts and listening to audio
recordings, allowing me to immerse myself in the data (Smith et al., 2022). The next step was
exploratory noting, which somewhat became embedded with re-reading transcripts, noting
thoughts as [ went. I found this stage which involved recording initial thoughts and asking
questions of the data at an exploratory level, easier than later stages due to reduced pressures on
finality. This was done with the understanding that not all exploratory notes would contribute to
experiential statements, though it was important to consider all aspects and possible meanings
(Smith et al., 2022). This stage was supported by reflective conversations with fellow TEPs and
supervision.

A key moment in the analysis was a research supervision drop-in, to discuss constructing

experiential statements, reflecting participants words and my interpretation (Smith et al., 2022). I
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found myself grappling with the researcher-practitioner role; my instinct was to analyse
participants experiences as if it were a psychological formulation, likely reflecting complexities
of the dual role alongside shifting between aspects of the doctorate. Supervision therefore
centred my interpretation to focus on the deeper meaning of participants words and how they
made sense of their experiences, rather than a formulation. This marked a key reflective point
which supported rigour, transparency and being explicit about how my perspective shaped the
research (Smith et al., 2022; Yardley, 2017). On reflection, my hesitance and limited confidence
which prompted organisation of supervision, likely reflected an aspect of the hermeneutic cycle,
as this was the first time I fragmented participants accounts, reorganising the data from the whole
to the parts. This felt uncomfortable as I did not want to miss implied meanings, with this stage
signifying moving further away from participants accounts as I added my interpretation (Smith et
al., 2022). Thus, reflexivity and supervision were key to manage uncertainty, which I learnt
reduced each time I completed the analysis steps, feeling comfortable that this re-organisation
was necessary to later come together.

As recommended by Smith and Nizza (2022), I completed the analysis using paper-based
methods to support flexibility, revisiting and reviewing clustering’s and themes, supporting
reflexivity and trustworthiness (Yardley, 2017). The process of grouping experiential statements
into themes and subthemes (PETs), was sometimes overwhelming due to the number of
statements, needing to discount statements which were not relevant to the research question. At
the PETs stage, for all participants, some experiential statements clearly aligned, though repeated
cycles of reviewing groupings for each participant resulted in different configurations, remaining
flexible and consider if clusters reflected participants’ experiences. The experiential statements
were further refined when writing up PETs, such as merging, rewording or removing statements
which overlapped to avoid repetition (Smith et al., 2022). This process highlighted IPA’s
iterative nature, and importance of going back to data before merging statements to ensure
meanings within quotes reflected meanings of merged statements.

The iterative nature of IPA was further highlighted once I completed and printed PETs to
explore convergence and divergence across accounts, identifying GETs. Before completing this
step, I went back to the data for each PET through a top-down process and renamed some PETs
to ensure they reflected participants accounts, alongside my interpretation. This top-down

process differed from the bottom-up process up to this point in the analysis, whereby



146

interpretations were drawn from the data, and was an essential step before moving onto GETs
reflecting the hermeneutic cycle of moving from the parts to the whole.

Moving from PETs to GETs involved sometimes looking more closely at sub-themes and
experiential statements rather than PETs, to consider areas of shared or differing experiences,
thus was a time-consuming and creative process (Smith et al., 2022). It was interesting to see
how aspects of participants’ accounts became more prominent when viewed alongside others’
accounts. Two participants were very reflective and offered in-depth insights, however, I was
conscious to amplify all voices within GETs. Although variations in accounts initially raised
questions about sample homogeneity, variations in participants experiences mirrors the spectrum
of FASD. This reinforced the suitability of IPA, as it’s idiographic focus allowed for in-depth
exploration of individual experiences, while also considering convergence and divergence.

As advised for first IPA studies (Smith et al., 2022), I presented my analysis and
discussion separately. Through writing the discussion, the true iterative nature of IPA was
reinforced, as I was still making sense of participants’ experiences and how this adds to
understanding at this stage. When linking findings to literature, I reflected that the findings may
be considered novel in their entirety, as the first UK study focusing solely on these CYP’s
educational experiences. However, it was important to critically consider how the findings offer
nuanced insights to existing understanding.

4.4 Research Contributions and Implications
4.4.1 Personal Development

Although completing a thesis initially felt daunting due to its size and my limited
experience, the process has been invaluable. However, it has not come without challenges.

Reflecting on my prior research experience during undergraduate, this project offered
greater flexibility in choice of topic and methodology. While I always appreciated the
complexity of researching this topic and others’ reservations regarding stigma and feasibility, [
feel the research has taught me the importance of challenging the status quo in an ethical,
carefully considered way, to ensure stigmatising topics are brought to people’s attention. This
process therefore reinforced my values of social justice and inclusion.

Conducting a literature review improved my skills in critically evaluating and

summarising research, identifying gaps for further exploration. However, the review was the part
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I found most challenging due to initial limited boundaries of exploration, which felt
overwhelming. Adopting an IPA methodology undoubtably developed my skills in interviewing
and analysis, installing greater joy of completing research than prior experiences. On reflection,
prior experiences related to focus on quantitative data and statistics, which I have realised does
not align with my interpretivist positionality.

While this process was challenging, it reinstated my values which I uphold in practice,
seeking to amplifying CYP’s voice in a meaningful and accessible way. Moreover, the process
reinforced the importance of adopting a systemic lens, considering the interacting factors which
impact CYP’s experiences and thus shape development, aligning with the social model (Oliver,
2013). The part of the process I am most grateful for, is sparking my passion for FASD, which
has allowed me to establish connections with professionals, supporting potential work and
research in this area upon qualifying.

4.4.2 Dissemination and Implications

A key aim was to produce information which may benefit disadvantaged groups, like
CYP with FASD. By adding the unique insights of adolescents with FASD to scarce literature, it
is hoped educational professionals, inclusive of teachers and EPs, will better understand and
support these CYP. To ensure maximum benefits and address key issues of limited knowledge of
FASD evidenced throughout the research, I hope to disseminate the findings to raise awareness
and understanding, and act as an example of how these CYP can be meaningfully included in
research. Given the research focus and target population, publication would be most appropriate
in journals targeting the EP profession like Educational Psychology in Practice (EPIP) and
journals relevant to adoption, given the high prevalence of care experiences, such as Adoption
and Fostering. I also hope to further disseminate findings to professionals and families through
blog posts (e.g., EdPsy). Without the support of professionals, this project would not have been
possible, therefore I hope to share a summary of the findings with key organisations and
charities. The families will also be sent a summary of the findings and what was learnt from their
children sharing their experiences.

Given that my interest in this topic was sparked by a fellow colleague sharing her
research journey, it is important to share my findings and knowledge developed from immersing
myself in this topic within the EP network. This not only hopes to spark others’ interest to

complete research in this area, but also, to raise awareness of these CYPs’ experiences to support
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EPs’ confidence when this area arises in their work. This phase of dissemination will involve
presentations within my service, alongside hopes to present at the Eastern Region Conference,
Division of Educational and Child Psychology, TEP Conference and to fellow TEPs at UEA
during research presentation days. As TEPs are in the early stages of their careers, they have the
ability to shape the profession, thus sharing knowledge may spark interests and conversations,
helping to raise the profile of FASD.

Improved understanding of FASD is of interest to individuals at multiple systems
(Bronfenbrenner & Morris, 2006), given risks of later criminality, unemployment, homelessness
and substance addiction (Streissguth et al., 2004). Therefore, it would be useful to disseminate
findings with interconnected services, like social workers, youth justice and health colleagues, to
support understanding, alongside considering opportunities for multi-agency working. This may
involve developing bespoke training and CPD sessions, which could also be delivered to
teachers, given their lack of knowledge and desire for increased training.

While it is sometimes sensitive to name, this research process and engagement with
professionals have reinstated the preventable nature of FASD, thus there appears a gap in
supporting preventative work. As aforementioned, knowledge is key in supporting people to
make informed decisions. Therefore, knowledge during pregnancy of the detrimental effects of
alcohol consumption on the fetus is crucial, with a need to shift towards women as managers of
risk, who can make informed choices, instead of becoming women managed as a risk by
healthcare professionals (Lee et al., 2022). While this appears simplistic, it is important to
consider the broader systems within which pregnant women are situated, such as cultures
associated with drinking alcohol, government guidance, family contexts and aspects such as
financial and living situation. Therefore, while presented as a choice, pregnant women’s
decisions regarding alcohol consumption are significantly socially conditioned (Ruhl, 1999). A
blame culture on pregnant mothers is unhelpful, without considering the broader reasons for
alcohol consumption, alongside government funding for services and infrastructure needed to
reach these families. Moreover, there is a need to shift stigma within healthcare and support
professionals to feel confident discussing PAE and providing information to expectant mothers
to support decisions (Clarren et al., 2011). Therefore, if possible, I would like to disseminate my

findings to raise awareness within healthcare and pregnancy support groups.
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Engaging with this research has highlighted the need for professionals to recognise FASD
as a brain-based, whole-body condition (Choate & Badry, 2019). Misattributing behaviour to
parenting or early life trauma, risks misunderstanding needs and damaging relationships with
families (McCarthy et al., 2022; Skorka et al., 2020). While some CYP have experienced early
adversity, adopting a solely trauma lens may overlook the neurological impact of PAE. EPs
should therefore remain critically reflective of the lenses applied to understanding CYP’s needs,
maintaining curiosity about other potential contributing factors. Given the high proportion of
care experienced CYP with FASD, stronger multi-agency collaboration, particularly between
EPs, virtual schools, and social care is needed (DfE & DoH, 2015). Alongside this, improved
training for professionals is needed to reduce stigma and promote understanding of the complex,
interrelated influences on these CYP’s experiences (Bell et al., 2016).

Understanding FASD as lifelong and not something which can be ‘fixed’, also has
implications for the type and duration of provision. While FASD commonly presents through
behaviour, short-term targeted interventions commonly used in supporting CYP with SEMH
needs, (e.g., time in alternative provision or specialist resource base) are unlikely to have the
intended outcomes for CYP with FASD (Bryant et al., 2018; Pillay et al., 2013). Such
approaches risk staff viewing provision as ineffective, by not meeting expectations of ‘fixing’ the
young person, leading to repeated cycles of seeking alternative interventions to address
difficulties experienced (Pennacchia & Thompson, 2016). Instead, the findings indicated the
importance of relational, attuned and consistent practice, suggestive that these CYP benefit from
stable placements. Thus, the focus should shift to what schools can offer to support these CYP’s
experiences, but with an understanding that they cannot ‘fix’ brain damage caused by alcohol
exposure. EPs can support this through offering consultations and reflective spaces to support
staff to manage the complexities of supporting CYP with FASD. Moreover, given the risk of
placement instability and breakdown due to the complexity of these CYP’s needs, support should
focus on supporting and listening to the family, fostering collaborative home-school
relationships, which EPs can support schools to establish, to reduce risks of exacerbating adverse
outcomes.

While this research aligned with the social model of disability, highlighting how societal
contexts shape how disabilities are experienced (Oliver, 2013), implications of the findings may

also be considered through the rights-based model of disability. This model emphasises that all
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people, including those with disabilities, are entitled to inclusion, autonomy, dignity and
participation, with societal duties to remove barriers which restrict these rights (Sedova, 2024).
The model highlights that disabled and non-disabled individuals should be valued equally, with
society adapting to enable, rather than disable, individuals with disabilities (Lawson, 2005).
When considering the current research, adopting a rights-based perspective highlights that CYP
with FASD have an inherent right to accessible education, meaningful participation in school and
environments which promote their autonomy and wellbeing. Some of the findings suggest that
the young people’s experiences of inconsistent support, punitive approaches, limited autonomy
and inflexibility present not only barriers to education, but also neglection of their rights.
Therefore, framing the implications of the findings through a rights-based model reinforces the
need for educational settings and systems to proactively ensure that CYP with FASD are
provided with equitable access, agency and support which they are entitled to, rather than
optional adjustments. Moreover, this model reinforces the role of EPs in advocating for systemic
change, working with schools and educational systems to ensure these CYP have equitable
access to education, while also considering how their experiences have been shaped by social
contexts as highlighted by the social model of disability (Oliver, 2013).

4.5 Conclusion

Throughout this chapter, I have sought to provide a detailed account of the rationale for
this research and decisions made throughout. I have reflected on various challenges and how 1
managed these, shown awareness of what I brought to the research and offered proposed
changes, based on what I learnt. This chapter reflects the complexities of completing research,
particularly alongside a professional doctorate, constantly shifting between the researcher-
practitioner role.

While the process had its challenges, it has taught me a lot about research and further
developed my passion for FASD, which I hope to take forward into practice upon qualifying. It
has reinforced my passion for amplifying CYP’s views when seeking to understand their
experiences, fundamental to my practice as a TEP. This process has also taught me the value of
uncertainty in shaping my growth as a practitioner, recognising that reflexivity is an ongoing
process of considering what I bring to situations and processes, which will inform my future

practice.
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As I prepare to submit my thesis, I feel mixed emotions. A sense of relief that I have
completed something which did not initially feel was possible, while also feeling immensely
grateful for the support of professionals and for the young people who bravely shared their
experiences. While the topic remains under researched, under resourced and misunderstood, this
process has taught me that education is key and sharing the knowledge I have developed is
crucial in creating change. While there have been feelings of isolation and resistance in choosing
a unique topic, a poignant email from a parent following the interview mirrored such feelings of
isolation and the need for more research: “I think it's a brilliant study you're doing and so
appreciated. We need more of you!...we can only keep shouting”. This research was always more
than completing part of the doctorate. It was driven by raising awareness for these families and
CYP who live with the daily implications of FASD. Therefore, I will continue to shout about

FASD professionally and personally, as I embark on my journey as an EP!
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Appendices

Appendix A
Diagnostic Algorithm for FASD Produced by SIGN (2019)
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Flow Diagram of the Eligible and Final Sample for the Primary FASD Prevalence

Estimates by Missing Data Strategy (McQuire et al., 2019)

Complete case sirategy

Appendix B

Consented sample within the primary
ALSPAC phenotype dataset
N=15445

Exclusion criteria applied

Total ineligible
N =1,950
A04 multiple births
725 not alive an 1 year of age
64 with a genetic condition
28 English not main langisage
701 not part of ALSPAC core sample

28 armed forces social class

Eligible participants
N =13495

Single imputation
strategy

Multiple impustation
stralegy

Participants with missing data for one
of more CNS, growth, facial or PAE
measure exeluded

Missing data for CNS, growih, facial and PAE
measures replaced to indicate o impairmenting

PAE

Multiple imputation used to replace missing
data for CMS, growih, Facial and PAE measuses

Total excluded
due 10 .

incomplete
data on FASD

HMASUIES

N=12.272 FASD Mid CNS/Any PAE FASD Mid CNS/Any PAE
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:
Sample for complete case Sample for single imputation
prevalence estimate prevalence estimate
N =223 N=13.405

Fig. 2. Flow diagram of the eligible and final sample for the primary FASD prevalence estimates, by missing data strategy.

l
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screening algorithm applied
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Sample for multiple imputation
prevalence estimate
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Appendix C

Initial Search Terms Applied in Scoping Literature Review Searches, Before Extending

Outside of the UK due to the Scarcity of Research

"Foetal alcohol spectrum disorder” OR “fetal alcohol spectrum disorder” OR
“foetal alcohol syndrome” OR “fetal alcohol syndrome” OR “partial foetal
alcohol syndrome” OR “partial fetal alcohol syndrome” OR “alcohol related
neurodevelopmental disorder” OR “alcohol related birth defects” OR

“prenatal alcohol” OR “pre-natal alcohol”

AND

"education" OR "school" OR "teaching" OR “classroom”

AND

"views" OR "experiences" OR "opinions" OR "perspective" OR "voice'

AND

"child" OR "children" OR "young people" OR "student" OR "pupil"

AND

United Kingdom' OR "England" OR "Great Britain"

inclusion criteria

Limiters Applied | English Language

Results 14

Articles Selected | 2

as meeting 1. Hammond, A. (2021). Children with Foetal Alcohol Spectrum

Disorder and their experiences of school belonging : an
interpretative phenomenological analysis. Hammond, A.

University of East London. (not published)
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2. Eodanable, M., Rhodes, S., & Cebula, K. (2024). 'It’s a
learning curve throughout your entire life’: Experiences and
impact of FASD in adolescence explored in online photovoice

research. Research in Developmental Disabilities, 146, 1-12.

https://doi.org/10.1016/.ridd.2024.104676
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Appendix D

Recruitment Poster

E\
University of East Anglia

Exploring: The educational
experiences of children with a

diagnosis of FASD in secondary
education settings (UK)

The study:

« This research will explore the educational experiences of young people with a diagnosis of

FASD in UK secondary schools (inclusive of mainstream, specialist, specialist units)

To do this, |will be speaking to young people with a diagnosis of FASD about their experiences
through a semi-structured interview, with me on Microsoft Teams.

Participants can have an adult they trust with them to support the process if they would prefer,
and we may use visual activities fo support the young people to share their views.

The questions will be about young people’s experiences in school, considering what they

may find supportive in school; participants can choose which questions they want fo answer.
It will take roughly 1 hour.

(Want to take part? )

[To be part of my study participants need 'ro...j

« Have a diagnosis of FASD (includes FASD with or
without sentinel facial features, and previously used
diagnostic ferms, pFAS, ARBD, ARND or NDPAE).

« Beattending a UK secondary education setting
(inclusive of mainstream, specialist, specialist units)

. Bein Year 8-11 at the tfime of data collection (this
includes young people transitioning into Year 8 in
September 2025 as inferviews can be conducted
following this transition).

« Beaware of Thgir diagnosis.

* +

Parents/carers need to
email me to show interest in
their child/child they care
for taking part (see below)

I will email parents/carers a
video explaining the process,
information sheets and
consent forms to read (young
person and parent/carer)

If the young person wants to take
part, they and their parent/carer
need tosign the consent forms
and email them to me (via
parent/carer email address)

Parents/carers, please email me to express
interest in your child/child you care for taking
part in this research: lauren.whiting@uea.ac.uk

Thank you!
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Appendix E

Semi-Structured Interview Schedule

Semi-Structured Interview Schedule

Prior io the interview, parenis/carers will be emailed the short Microsaft forms questionnaire
i

1o collzet

ahout their childchild they care for. They will also be

ematled| Docyment was last saved: Just now Taionor the interview:

https:/forms.cloud.microsory Pages/HesponsePa ge.aspx 2id=1Ydf. UUOKBw
O1yAIZSyhHegHmUIHNpL 39U MUQOOVpOMFpLMFcOM1 EWTOEYTEtOVk4zUy4u

Part 1:

Introduction and Ethical reminders

Introduce myself and my role as a TEP. Share one-page profile on screen.

Thank you for agresing to take part in my research.

The purpose of this research is to explore the educational experiences of children and
voung people in secondary school, who have a diagnosis of FASD (inclusive of
different labels 23 outlined in the information sheet).

There are no right or wrong answers to any of the questions, and you do not have to
answer any questions or take part in any activities if you don’t want to. Qutline the
activities which we may use.

Go over the participant information shest again and offer time for the young person
and parent/carer to ask any questions.

Explain that the content of this interview is confidential unless you share something
which is a safety concem, putting you or others at rizk, then this information may
need to be passed on.

The interview will be recorded and transcribed using Microsoft Teams - check
consent again to record audio and video.

Reaffirm child's informed consent and parental/carer consent (who will be present
unless requested and deemed not needed at pre-interview stage) by asking

Do you want to be part of this study?

Can you tell me a bit about the study and what might you have to do?

Do vou understand the risks and benefits of the study? Can you explain them to me?
Did you make the choice to be part of the study, or did someone tell you to?

Are you happy to continue?

Reminder that breaks will be provided but they can ask for a break at any point if
needed.
Are you happy for me to begin the recording? If yes begin recording.

The following questions will be asked at the interview. However, this is a semi-structured
interview therefore, questions may be adapted and questions may be modified in the light of
participants’ responses, and so that areas relevant to the research questions which arise can be
explored further. The order of questions may change alongside this, the time spent on each
topic may differ. The questions may also be reworded by the researcher to make the

mformation accessible n line with the participants language and cogmfive needs. At himes,
the answer may be reworded by the participant’s parent/carer present during the interview, so
the researcher can better understand their response. In line with Smith et al (2009), the
researcher will endeavour to support participants to express their experiences on their own
terms (p.42) and will use language used by participants within interview questions to support
participants to tell their story in their own words (p.37)

Rapport building activity

*  Can vou tell me a little bit about yourself and your school? (e.g. how long have you
been thers, what year you're in, subjects enjoy)?

*  What does a typical scheol day look like for you? (can you waik me through this?)

«  How was your last week at school?

uestions

RQ1- What are the educational experiences of CYP with a diagnosis of FASD in UK
secondary education settings?

* Can you tell me what is it like for you being a pupil at your school?

* How do you feel about different parts of the school day (e.g. breaktimes, lessons,
assembiies) explore why they may feel this wey.

* Onascale of 1-10, 1 being you really don’t enjoy school 10 being you really
enjoy school, how much do you enjoy secondary scheol? (Provide visual slide
showing scale. ‘enjoy’ may be adapted to ‘like’ etc. to suit language needs. This
question is provided as a support to extend conversation and deeper exploration)

Potential prompis:

- What made you choose that mumber?

- What wouid you nesd to change or ta be differsnt for you to say X mumber
higher?

- How would it feel fo be at a number X7

- Solution focused approach- why did you choose 8 not 3, what helped you
getto a 67

R(Q2 What do CYP with a diagnosis of FASD feel contribute to positive educational
experiences?

» What does the word positive mean for you? Explore their interpretation and
understanding (scaffold their understanding if required and discuss this term but
allow time to explore their understanding)

* What does having a good experience at school mean to you?

*  What do you enjoy about school/ and why?

*  What is going well at school at the moment?

- Were there things before that were going well?
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- Canyou tell me about a time at schoal that felt really positive for you? What
made it feel that way?
Can you tell me what does a good day at school look like for you? What happens
on those days?
Can you tell me what helps you in schoel to have a positive experience/ makes
things easier within schoal?
- Within the classroom?
- During social times?
- During transitions benween home and sehool?
What are the main difference between a good and bad day at school?
Is there anybody at school who helps you? How do they make you feel?
If you could change something about school to make it better, what would it be
and why?
- how would that chavge make you feel?
What makes school more challenging for you?
Has there ever been a time when scheol was more difficult? What made it harder?
How did it make you fzel?
Was there anything important to you about your experiences at school that we
didn’t talk about?
How did you find talking about your experiences today?

Prompts may be used to extend conversations such as “can you tell me more about that?” or
“can you tell me why that was helpful?”. “What did that feel like at the time?" “What did that

mean to yol

Alternative, visual tools will be used if participants struggle to verbally answer questions or
this iz a suppert method needed which is established prior to the interview with
parents/carers. This may include virtual card sorting activities using the principles of talking
mats fo highlight likes and dislikes within school/ factors which help make school pesitive
which will be shared and organised on screen, the blob classroom activity shown on screen
and/or drawing of the things which support positive educational experiences (see below).

End of interview:

Thank child and parent/carer for their involvement

Femind child of their right to withdraw and reaffirm their consent for use of their
data. Remind child that no personal information will be kept about them, and data
cannot be removed following fully anonymising transcripts.

Explain how data will be stored on password protected laptop and destroved 10
years after last use

Discues next steps in process (e.g. analysis)

Ak if there are any questions

Close involvement with young person.

Card Sorting

See appendices of PowerPoint- “Views gathering tools for interview Please note these cards
may be adapted through discussions with my supervisor and as research emerges.

For each picture identified as supportive in positive experience:

- Canyou explain how that helps you'why is it positive?

Blob Classroom shared on screen (Long and
parent/carer prior to interview)

Show Blob Classroom Picture

»  What do you notice about the picture?
Frompi:

- Camyou sez if they are bays or girls, or [fthey are children or adults? (Encourage
them to consider that the artist has drawn them 50 you can ¥ identify anything about
the characters such as gender or age.)

- Draw attention to feelings of blob characters- how can you tell how the blobs may be
Jeeling? How is X blob foeling? (Encourage noticing dody position and facial
expression. Make it clear that there are no right or wrong answers, it is his'her
responses that I am interested in).

- Is there amything which is the same or different to your school?

* Which Blob best represents you most of the time during lessons at school? (place circle
around this on screen)
Frompi:
- Why did you chooses that blob?



- What are they doing?
- How are they feeling?

Which Blob best represents you during a lesson you like?
Prompi:

- Why did you cheose that blob?

- What are they doing?

- How are they feeling?

- What makes X a good lesson for you?

Which blob best represents you during a lesson you don’t like?
Prompi:

- Why did you choose that blob?

- What are they doing?

- How are they feeling?

- What makes X a lesson you don t like?
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Appendix F
Scaling Activity

Scaling (commonly used tool in gathering children’s
views in educational psychology)

* Scaling questions will be used to quantify where the young person
feels in relation to a particular area on a scale of 1-10, 1 being not
positive at all, 10 being very positive.
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Appendix G
Blob Classroom Resource

Participants were asked which blob best represented them in different scenarios in school.
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Appendix H
Card Sorting Activity (blank)

Prompt Cards
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Appendix I
Drawing Sheet
Participants would be asked to share their drawings on screen if completed to prompt
conversation. They will also be asked if they are happy for these to be shared with the researcher

via email following completion of the interview.

/
/ ﬁ Things I like doing at school \ / People who help me at 0\

school

My experiences at
\ secondary school /
(write or draw in the boxes- /
you can draw more boxes if

/ A you want to) / \
Things which are \ Thi
/ going well at school &——-’/ frmsinigmss @

make school better




Appendix J

Sample of Transcript

Transcript 2: 21 November 2025, 01:03pm
I= interviewer

P= participant

M= mother

Iralies are non-verbal elemenzs of conversation
{brackets are additional context)

1= Mm-hmm.

PP But yesh, | find cooking really fun and it's {5 quite funny and | find cooking something and then cooking
something you can eat st really like satisfying that you. You made something you can eat.

I: Hrm, amazing. So, is thers anything....do you do any writing &t school, anything like that?

P *faah.._But | really e writing personally because if's 'm_.. yeab | just really like writing.

I: O Yeah. Oh, you're back Sz | got to you said you really liked writing. |s there anything that would be helpful
when you're writing or when you're reading or anything ke that?

P | personally just, | just like... | hawe to have a good pen. | do have to have a good pen like | just like the. M've
igot achually one right here {shows pen on screen). | like the inky ones so.

I Hone. Mm-hrmm.

IP: The liquid ink. That's it Liquid. | don't like Biros or anything because the ink takes a while fo come out. | like an
inky like found fountain pen or something lilke that. | am a bit picky with my pens but.

I: Oh, O You're allowed to be picking with your pens. (both laugh] | just want to check only because we've been
dhoang it for about half an howr. Are you happy to camy on or do you want to break?

P Mone. Yeah. Mo, that's all. Yeah, I'm fine.

I O, You let me know if you nesd one though. Ok, O Sais there anything about school that you would
change to make it better?

P Emm._... | don't, | don't think so aciually.

I: O And if | asked you the guestion about your old school, what would you have changed about that?

P A lot (laughs). I'd change.. I'd personally change. What's it called... PE? Because | personally really, realty,
really, realty didn't like running and you didn't have a cheice unless you had a litfle like note saying he can't run.
You had to run and | didn't. And | ended up bunking in the tollets and trying to hide from it.

I O

PP It wasn't good and it didn't make me want to do it And sgain, it didn't want to make me gat to school so. But
with [cumrent independent school since Y8, let's say you can, you can skip it. You don't have fo do it, buf you just
you have to do something like colowring or word search youw.

1= Mm-hmm.

P And as well as {previous secondary schoal for W7-8), you could never sif and do nothing. But with the with
{current independent school sinca Y8) you can sif and do nothing, but you just can’t really sit through the whole
day and do nothing, basically.

I Mm-hmm.

P "ou've got to do at least something like 3 word search? At least something.

I- O And when you were at your other school, what, like what would have helped you about sitfing and doing
mothing? Cid you feel ke you needed that?

P:eah, | Lfeel like if | had to do the lessons | had to de, | couldn't. | couldn’t focus on them. It was just too much,
as though | had quite a few like.

1z Mm-hamm.

P: Rude classmates and they were just always trying to drag my attention away from the class and frying to get
me in troubls, and it didn't help. And i wasn't 3 good like atmosphere fo try and leam. And what leam. And then
of course, they didn't hawe enough staff to really take you in another room and say, do you want to do thisina
quester room?

1= Mm-hmme Mm-hmm.

|P: They didn't have enough staff fo monitor that so, but with (current independent school since Y] they hawe a
lot of staff to take you to another room and do it in 2 quiet room so they have a sensory room in {current
indepandant school since Y8) and they could hawe sensory comers of the rooms in (cument independent schaol
sinca Y.

1= Hrm. Wm-hrnm.

P each hub has a comer for sensory, but there's a whole other hub just 3 whole sensory; Sofas, boxing bags,
fidgets, lnads of fidgets, carpets, bean bag, blankets. All of that stuff is all in hub. And then you can just, like, do
your work in there, you can lay on the sofa. | find it really cosy in thees: they got all the lights on the ceiling on and
then they fey,.can turn all the lights off and put the there's stars on the ceilings. it's really cool but yeah.

I Mm-himm. Oh, OK. So that halps you do=s it?)

P Yeah. And when you first start (cument independent school since Y8}, there's a thing called outreach. Sa
they'll come out with you. and you won't go straight into (curment independent school since Y8). They'll first start
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Sao they'll take the person, lef's say, then let's go for a walk, let's go get some food and take it away from the ofher
person. S nothing ever happens.

I Mm-hammn. O

P: I've newer seen anything happened fo a student. I've never seen anything happen to a student. I've seen a
couple of things happen to staff when kids have got angry, but if's never been that bad and | think because the
staff know how to handle it.

I: O Really. Yesh. Mm-hmr.

P: If's {5 never got to that point.

I: And how does that make you feel when you'rz at school in terms of adults being able to handle it?

P | Lfesl much more safe and | feel ke because in (previous secondary schoal for Y7-8) there’s so many kids
and 5o less staff.

Iz Mrm-hamn.

P: They're (g just. | just fieel like anything can happen and no one will know. Like | go into this fight and it
wasn't really a fight, but it was a litfle play and no one knew. And then | jumped over the fence. No one lnew,
until | got home and my mum had to text them. No one knew, and it was just.

I Ok

PP: Like | think if's bad that they don't know if anything happened because if if was a sericus thing, what
happened, dangercus and no one woukd know.

I: Hmm. Mm-hmm. And it sounds like the that {curment independent school since Y8) are important
to you?

P:Yeah, yeah, | find... Yeah.

I What is it about those relationships that helps you do you think?

P: Sal think | have always someone to talk fo if | like, ever feel sad or angry, | can always go up to a friend ora
teacher and just say 'm. P'm feeling quite angry, can we go walk or can we talk and then it just when you get it
out. It feels so much better.

12 Ok, Mm-hmm. What you mean when you talk about what you'ne feeling?

P:Yeah. Yes.

I: O And iz there anything else that you find really helpful at school or things that you really enjoy about school?
P | find that when so, | personally really like the gym, so it's like my happy place. | like getting all the anger cutin
the boxing bags and everything, so we do to the gym. You do frips to the gym erm...

Iz Mm-hamnn, Mm-hmm.

P W go to the gym, we go for tips out, we went prety recently, we went to an animal place. VWe went to the
animals and that was really fun. Vie've got o see fooes and lizards, snakes, tarantulas and everything like that.
Today we, we did a couple of things about snakeskin and stuff.

Iz Mrn-hmmn. Yeah wow.

P it iz pretly cood, but that's what | really like as well. You got the freedom of just saying, can we go out and we're
out. In the other school, you'd never be allowed fo go out. The whole day sitting on your bum, on the chair,
listening to.

I Mm-hmm.

P To the watching of whitehoard like | just couldnt handle that, and especially becauss | got ADHD. I'm always
m

I :":;l— Sg tell me a Fitle bit more about that So when you were in your ofher school about sitting sfill, what was
difficult about that?

P | fiound it just because like, there... | was allowed a fidget to it, but there's rules about it and ke, | don't think
the rules about fidgeting like, whaf's wrong with fidgeting. Like | couldn't sit here like this. Id have to like and ike.
I: Mrm-hmm. That's maybe why you like your swingy chair.

P And | just find it 3 bit mean that you can't fidget. And | find sifting still on a chair watching someone, say, do
this. do that, do that. | find that really hard. And then when, like, | normally zone out on something and then when
they ask, O, (young person’s name) are you going to do i? | have. | find saying yes, like a lot easier to say no
when they get throwgh fo the whole conversation about it Se | just say yes, it sorts it And | never get my work
done. And then | can never get fo the next lesson because I'm ahways trying to finish the work off before the end
of the lesson and | found it a lof stressful.
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introducing you into it, and then they |l take you out to {p, ke, meet all the staff.

Iz Mm-hmm. Mrm-hmm.,

PP So your outresch teacher will be personal, like to you, and ifll kind of be ke mine was a lady called X And
then —asm

I: Mm-hmm. Mm-hmm. Yeah.

P: It will be a different person because they have to be an outreach teacher they can't just be a normal teacher,
so they'l go out with you and get like tea, if you like tea or a coke, yeah you can even go to McDonalds and just
get stuff and again they'll buy it for you, you never pay for it yourself. It will always be out of their measy and they
abways get it back. Soyeah.

I: Is there anything efse about your other school that you would change?

P em....

I: Don't wiorry if there’s not.

P: Wait, wait. (current independent school since Y8)7

I: Mo, because you said there was nothing you'd change about {curent independent school since Y8). But what
absout your school before? If that could have been better, what would you chanpe.

P: Yaah, yesh. Yesh, | don't. Well, there’s just so much, ything would be ch d. Like the

probably a lot of, | didn't like the big classrooms with all the kids. I'd rather be in @ cassroom with like three to four
kids, ke | am at the momeant which | find

1 0. Mm-hmin. Mm-hmm,

P: Much mom batter hecsuse it's not as big distractions. If's not as loud, although we do have a kid whaf's very
koud 5o (laughs) But....

I: How is that?

P it's g funny. He's a funny guy. He's this. He be{&,does, he's a chatberbox. He's a big chatterbox, he's funny,
but of course it does semefimes gef quite annoying, so you just go out into ancther hub because... and theres a
litthe thing we do with him who can keep quiet for the longest and we just all do our work but he never listens and
he goes "Well I'm not doing thaf'. (both laugh)

I: Mm-hmm.

P: eah.

I: When you say the hub, is that like a different classroom?

P: Yeah. Soyou've all got hubs. So they're like, you know, containers like the: big containers and ships what go,
its like that, but big one big, big, big ones and.

I: Yeah Ohwow.

P: eah, they're all dotted around the field, so you just can learn into each one and they and if's not like in you go
from year two to year three in a different class from different class, from different classroom. s ..

I: Part. OK. Mm-hmm.

P: Mommally in the same hub, but there's a couple that you might changs... if you and if's well, if you didn't like
that hub, you can change inte ofther hubs like | was when | first started in 2 hub and | didn't not ke i, but it didn't
suit me. I was too easy. So. we go into a different hub.

Iz Mm-hmm. O, Mrm-hmm,

P: So yeah.

I: S5 your hub, you stay in your hub the whole fime you're at (current independent school since YB).

If you like it, yeah?

P: Yeah. Yeah, I'm pretty sure.

|- And does that have the same so you have the same teachers every day, do you or?

P: Undess they're. ['l. If's the same teachers.

I O And | guess that's a difference, isn't it from your other school because you would have had lots of different
teachers. Sgis that helpful for you having one teacher?

P: Yeah. Yeah, exactly. Personally, | like having the same teachers because as well if you can get fo know them
and then get to know them moere. And you know like you get you get more time with them and you don't just
switch every teacher and have o get to know them, then get to know them, you get to know one teacher and
that's the teacher that teaches you.
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Step Two and Three of IPA, Exploratory Noting and Constructing Experiential Statements

At his current satting he faels o sense of
relatedness to his peers, who have
similar needs such as FASD and ADHD

Indapendent satting has a focus of
SURRCrting transitions inta post-18
aducation

Diract comparisan of sport as therapy for
young people, supparting their mental
health and wellbeing which is a cantral
part of his current school expanence.

Setting is attuned to individual
preferances and Llikes and will adjust to
maat these.

Sportis a central part of the setting and
his prefarancas changad to align with
this, attributed to the suppartive
anvironmaent.

Young people are provided autonamy
about when they do their work,
complating it whan thay fasl ready-
reduced pressures and rules.

Setting creates a sense of belanging.
feels avalued member of the school
community, relating te feeling at home.

Experiential statements Transcript Exploratory noting
I= interviewer intive - i
P= participant E— N -
M= mothar

lalies are non-verbal elements of conversaton
{brackets are additional context)

I: K, so first of all, can you tell me a little bit about yourself and the school that you go
o?

P: feah, of course. My name is (young person’s name) and | go to a school in X called
(names independent setfing), and it's a great school because it helps kids like me with
FASD and ADHD, and they support you with your journey to getfing into college and the
transifion into college so you can go there and you can start your lesson and then you
can play football and it pust really helps me because for a lot of kids, foothall is therapy
for them and.

I: Mm-hmm. Ok, Mm-hmm.

P: For me, | never really like football, but when | joined there because football is quite 3
bip thing there, | started to like football and they're very supportive of what you like and
they can stretch into things what you like and what you don't Bke. So you've gota
lesson.

I: OK. Uh-huh_

P: En you've got math and you don't want to do it. so you can stop the math and then
do it a bit later or do it tomomoss_or do it another day. Sa | think if's a really good and |
really fit in and | feel at home.

I: Mm-hmm. {t=chnical difficuttizs) Oh, | lost you again. Sg,.

M: Yes, it's [agping out. Every time it glitches there's a Bitle massags. I'm sarmy, my
glasses, every fime thers's a little message that pops up.

I: K. What does it say? OK.

M: If's to do with the Chromebook. Just so | think if's just about update and stuff. So 1
think that's all that is. So whenever that pops up, that's what seems io then make you
freeze. And that's so I'll just keep on that. Leawe if.

I: OF. | don't know. It's not a Wi-Fi thing, do you think?

M: Mo, well, the Wi-Fi is not brilliant hers typically, but s=e. Oh, you've disappearad.
Hang on, we've lost your window. Some other screen. Bear with. There we go. We have
a bot of stuff apen as well, which doesn’t help.

I: | know that feeling. I've got many tabs open.

Hiss currant setting suppos his FASD and
ADHD nesds and studenis with similar neds
Consideration of past-16 provisicn and
preparing young people far the pesd steps in
iheir sducation joumey.

Relating sport to therapy- power this has ower
thigir axpemsnces and mantsl heastth?

Supgort is adapted to incividual casds and
the approach is supporbive of sfedents
mterests and preferences.

Footholl is central to the provision

Sense of community and feeling a sense of
Betonging, relating to feeling like home.

Autonomy to go the work when suits them
and thew needs.

High staff: child ratios are supportive

Staff are flexible and adapt support to
individual neads, responding to students
being aware of support nesded and
asking for this from staff

Importance of outdoor space and being
able to regulate away from the
classroom or access an alternative
space.

Indapendent satting place certain rules
and routines before young peopls enter
tha setting such as placing phones in
toolbox and being security checked,
accepted as the norm in the setting-
higher leval of security?

Murturing approach of providing meal
times with wids variety of food choices,
part of daily routine.

I: OK, so really small classes.

P: Yes,

M: a lot of staff there isn't there.

P: Yeah, there"s more staff than children, so you'll never, like, go into a hub and you'll
have more children than staff. So there will be like three staff with two kids or something
like that.

I: 'm QK. Mm-hmm. OK.

P: And if they're like short of staff, you'll be put in a different hub.

I: OK, OK. Is there anything that the staff do that is that is really helpful?

P: Yeah. Yeah. So they're pretly, free like as in, if you ever wanted to, if you ever
needed space from the classroom, you can go up to one of them and ask can we go for
a walk or can we go for a drive or can we go to Tesco's and then we'll go shop or walk
on the field and as well they have a massive field.

I: Mm-hmm. OK.

P: they have a big field to play football and yeah, it's a football ground. Sa the whale
school is a football ground, but we're allowed to play around the football ground.

I: Mm-hmm. | see. | see. OK. Sao could you if you can tell me a little bit about what a
normal day at school might look like? Just so | can understand.

P: feah, so you'd get a taxi from your house to X, and then you'll wait until the taxi until
they come out. They come out of a toolbox and then you've got your phone in the:
toolbox, and then you go get your So they have a security wand. You get wanded
down, you get a pat down and then you go into the school, and so you go inte a hall and
they do breakfast. They do the best breakfast- you get, pain au ghokolals. croissants,
croizssants, cheese toasties, everything like that

I: Mm-hmm. Yeah. Wow.

M: | get ever so jealous.

I: | know! | don't get that for breakfast, that's for sure. (all laugh)

P: And then you go through to your hub, so and then you'll go through to the hub and
either do your, so there's a warm up worksheet which usually is word searches and
colouring and then you go into.

I: Mm-hmm.

P: Sn what you do is you get math out of the way, you get it out of the way and it's really
a small maths sheet. If's just one gpg math sheet and then that's all for the day. And
then on that you can go play football, you can have a break and then you go back in

More staff than children present at sl times-
higher staff: child ratics.

Staff ratics are maintained at all times and if
staff sbsence occurs then the children are
moved to different hubs

Frae- suggesting autonomy, chodice,
Students can ask if they need space and tima
eway from tha classroom and staff will allow
this and teke them off school site if needed.

Large school grounds and outside space
Schoolis afootball ground and they can
sccess this space throughout the day

Taxi to get to school

First thing which happens is they put
E¥ERRDEE phones in the toolbox

Security ywant to check what you have on
you- strict rules before entering,, need for this
in context of students?

Breakfast is provided- wide varisty of fonds
which he enjoys

‘Warm up activities provided when entering
hub

Out of the way- sugeests dislike of doing this
50 batter to do it quickly? That's it for the day-
limited demands on work sach day though
s0maaxpectations?
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Work is seen as a task students want to
complets quickly in order to complate
more desirable activities.

‘Work is deliverad in short bursts eaach
day, interspersed with breaks.

Thera are claar expactations of the
amount of work neaded to be completed
each day.

The satting dedicates lots of time to
sporting activities within lessons and
breaktimes.

Leaming is madea to be fun and ia broken
down into small manageable chunk
therefore faels achievabla.

Staff support students when they are
stuck by providing the answers and
asking them to retain the information,
rathar than tham struggling to work
things out indepandantly.

High number of learning support staff
wiho are viewed as easily accessible for
support and have time to provide this.

and it's normally Englizh. And then once you have that you go play football, have a
break and then | think if's normally PSH gz, (pause).

I OK. Mm-hmm. Mm-hmm.

P: it's either physical, =o physical is football and you go like football. it could be up fo
football, it could be tennis, it could be ping pong, it could be any sport. And then afier
thaf's normally lunch. Jg..

I: OK. Mm-hmm.

M: I'm just going fo pop downstairs. I'm arcund (mum leaves meeting as agreed by
participant and requested in consent form)

P: erm, and then at lunch you have curry erm, Xou have quite erm...I's really good
food. And then you finish lunch. And | think you go back to hub and then you do other
stuff. | can't exactly remember

I: That's alright, don't worry.

P: but yeah, that's all | can remember at the moment.

L: Sgwhen you said there about getting maths done, how do you feel about maths?
P: | don't actually mind it because they put it in a way that if's fun.

I: How do they do that then?

P: So they all give you a set of tasks, so it'll be like a worksheet and then if'll be like & x
7, let's =ay and then (pause) you have to.

I: Mm-hmm.

P: Work it out in 2 way. YWhat's fun for you, and they can break it down to really small
bits. Like let's do 1 1, 1+1, and then they'll it up and if jf you don't know it, they'll just
give you the answer and fry... what | like about it is if you don't know it, they will just
give you all the answers and fry and get you to.

I: Mm-hmm.

P: Remember the answers for the next day

I: Oh, OK. So, you're not sat there, stuck.

P: Yeah. exactly. And there's s0 many LSAs, like always free for you fo, like, have a
chat with or, you know, you needed ever help. You could always.

I: Mm-hmm. How many, how many adulis are in the class when you're doing like your
maths work?

P: So normally we have one teacher, teacher. We have two LSAs, and sometimes
there's someone who just comes in and watches or stands around, normally four or four
to three I'd say.

Structure of work in short bursts followed by
physical activity

Sports vany- can be football, tennis or any
other sport- focus on emotional and physical
regulation?

Food at school is good

Focused time is spant in the hubs

Difficulty rermembering things

Learning is made to be fun so then he
doesn't mind it. - incressed motivetion if its
angaging?

What's funis depandent on individual-
approach tallored to needs

Staff will provide answer if student is
struggling and get tham to recall the next day
—avoid frustration?

Lotz of staff available to support with
learning or other areas such as regulation- if
youneed help they are thera,

Roughly four membsers of staff in each hub-
combination of tasching and support staff-
almost 1:1 ratios and support

High ratic of 3-4 members of staff per
class.

The importance of breaks in supporting
engagemeant and regulation, viewing this
as sometimes out of his control rather
than a conscious choice which the
setting understand.

Footballis regulatory in providing a break
to support re-angagemant in the
l=arning.

Feels a strong sense of belonging within
hiz setting, enjoying social timas and
easily making friends with peers.

Staff create supportive scenarios for
students to interact and experience
success within this, while also providing
autonomy sbout the lavel of interaction
students engage with.

Staff are viewed as nice and supportive.

Students have individual workstations
and chairs, providing a sensze of
ownerships and belonging within
community alongside giving them
responsibility to have equipment and use
it safaly.

I: OK. OK_ And how many say iz about four children as well. Is there?

P: Yeah, yeah, 3-4, yeah.

I: OK, thaf's really useful. Thank you. So how do you feel about different parts of your
school day? So, you know, we could think about lessons or break fimes or how are
different bits of the day for you?

P: ¥eah zo breakfime for me iz_ | really like break because there's two breaks in the
day and | really feel ike you can get away from the leszon if you don'i like want to really
engage or you can't engage

I: Mm-hmm. Mm-hmm. OK. Yeah.

P: | find that really useful, so it's like a getaway basically, if you canf do if you can just
go out and play that football and then come back to it.

I: Mm-hmm.

P: For, lunch is. I really like it because | get to sit with my friends and it's really easy to
make friends, everyone's really nice in there

I: Amazing!

P: and all the staff is really nice and as well, they just do # =0 you do make friends, they
put everyene together and try and socialize everyone.

I: Ok

P: So like in math, they'll iry and get you to sit next to someone. If you don', you don't
and you'll just go back to your table =0 you can =it next to people. And | feel like that's
really nice that you get o bond with people and have time to chat with your friends.

I O Mm-hmm. Mm-hmm. Amazing. And do you normally in class do you sit in your
own table?

P: Yeah. Sa you all get a table and you get you, well | don't have one yet because I've
just joined, but you get, you get a proper spippy office chair. So that's quite fun, you gat
to just spin around. (both laugh)

I: So if you were thinking, you said something, that if's really easy to make friends in
your school, now was it easy when you're at your mainstream school?

P: Mo, everyone was a lot, 2o I'm mixed with the wrong group in my other school,
everyone was a bit immature, and it didn't go great. So, but everyone in the (current
independent school since Y9) is much more mature and everyone understands
everyone else,

I: OK.

Good they get multiple breaks

Get away- sUpEestive of esceping lessons-is
learning particularty challenging?

‘Contrast of dor't want to ve can’t engage-
‘suggestive of choice ve lack of control
related to need - autcnomy and supporting
students to identify and mansge thair neads
and when they need & break

Making friends is easy because everyona is
nica- lunch is & sociable time

‘Staff are nice and support you to socialise
:and make friends- importance of shared
experience and social emironments to
support wellbeing- scaffolding interactions
to enhance succesa.

Heve access to own work station

Each child has own resources- sense of
belonging once you get the gginny chair?

Direct comparisen of two settings and his
experiences of peer relationzhip-
mainstream pears considerad negative
influence and immature whereas current
peers are undarstanding of aach others
needs and &re more mature
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Appendix L

Step Four of IPA, Searching for Connections Across Experiential Statements

falored  Suppar

awareness of what might be
(P-8)

Current setting are more
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Statars well raineq gng #quipped to manage ay
You

18 @ sense of safety ang

motivating and supportive

co-reguiation from sttuned adults. (p.4).
quiationt -z L SR

are attuned to stud

Statt : :
(p-5)

would need to changs o make it positveiearming expertence o




Learning is made

Work Is delivered in short

mumnu-mmummnnmm.mnmmmmwm
desirable activities. (p.3)

Found It easier 1o say he understands and attempt a task, than
resufted in him feeling behind
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umber of

isis easier

Posk- le/
lie ey

setting. (p.8)

Setting has lots of open space andis based ata football groun which they
are allowed to access. (p.2)

Direct com
a
Contat part p el $201aS therapy for

current schoof Young peopte, s
Sxperience. (p.1) "”‘;"’(ﬂnvw

emvironment, o1y e Settingand

3 o the classroom o access anatematiespa.

Current setting provid
each classroom with s
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Appendix M
Step Four of IPA, Naming Personal Experiential Themes (PETs), Consolidating and

Organising into a Table

PET=

subthemes

under each subtheme is 22t of experiential statements brought together to devalop sach
subtheame {given page pumbar related to ranscript) followead by key words phrazes in the
transcript which resulted in the exparientizl statement.

Participant 2- Ferzonal Experiential Statements

Oizcar iz a voung boy in vear 9 attending an mdependent specialist setting. Thronzhoot his account he
makes intersstad and articulats comparizons between his axperiences in mainstrearm sacondary school
up antil Year &, and his current experisnces of an independant specialist sething.

TRUSTING ADULT EELATIONSHIPS SHAPING ATTUNED AND CONSISTENT SUFFORT
Staff are available and acceszible to provide co-regulation and access to support

High nwmber of learning support staff who are viewed as easily accessible for support and have time
to provide this. (p.3)

And there's o mary LEAs, ks aheguz free for you to, ks, have a chat with or you Eow, you needed
auer Relp

Important that staff ars abways available to discuss thoughts and feelings with and suppart bis co-
regulation and ability to access regulatory toolsspaces. (p.5)

I have abwaus someons to salk ro [T ks, ever feel zad or angry Joan abways go up to a friend or a
feacher and just zay Do P feeling quite aigry oan we g0 walk or can we talk and then it just when
You get it out It feels zo much betrer

Staff in ¢he independent zetting are perceived a: passionate, skilled and attuned in their
approach

Staff are viewed as nice and supportive. (p3)
il the sogff iz really saice aed as well, they just do I 5o you do makes frlends

Staff are attoned to studenfs needs and support their co-regulation v offering supports befors
zimiations escalate. (p.5)

Bbur the stgffare so gpoed before thar bapness they ow. So they 'l nake the person, lar's squ then Jef'’s
go for awalk, lers go get some food and fake if away from the other perzor. Sa nothing suer Aappens

Bt i85 mever been that bad and I think because the saglff now haw fo handle if

All staff members ara viewed a3 approachable, safe and trustworthy, therefors whils the teachar
relationship i= crucial, all adulis are viewed a3 supportive which feels comforting to him. (p.9)

Tmust ray thers, there's mo teachers thar Tdon't ke, All of thewe, T like all of them and I can go to
because I feel sqfe around every single one... ... I find & really conyforiing.

Perception that staff are skilled and passionate about their jobs and want to suppert yvoung people like
him {p.2)

T juse feal Iike they're really trustworthy and they got thelr job because they wederstoad Fids, fust lke
HIE.

Building trosting relationzhips with staff overtime supports consistency.
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Having the zame teacher all of the time iz supportive in terms of butlding a tasting relationship
overtime with one adult rather than trving to get to know lots of members of staff (p.9)

Uhlezs they're. DU It the same teachers

Porzonally, I like hoang the same feachers because as wall it you can get 1o kmow them and then get
fa Frow them more. And you Fow [ike you geT you ger seore e with them and vou don't fust swinch
auvery teaeher aad Rave to ger to Bnow thens, thes ger fo Bnow them, vou get to ow one teacker and
tha's the feacher thar feaches Jou

Smdentz access one hub consistenth for their time in the setting, providing conzistency and reducing
transitions between vear groups. (p .20

ir's not like i you go frow vear teo fo year thres n a differens clazz from different class, from
differene clazzroon,,, Jt 5 normally i the zame hub

SUPPORT TAILORED AND ADAPTED TO STUDENTS' IRBRVIBEAL NEEDS
Staff availability shaping if adjustments feel possible impacting feasibiliteof adjastments

Amvarensss that limited staff in mamstream setting maant that making rezzonable adjustonents was
challenging, even when hs had soms awarensss of what might ba supportive thars was an
understanding that staff mumbers didn't allewr fior this support. (p.2)

And then of courze, they didn't have snough siglf o really tate you in auother room and 54y, do you
WiaHT fo dlo tRiz in g guister roam®  They didn't have enough sigff to sonitor that

Current setting provides higher adult ratios which supports individual adjustments when nesded (p.2)
with fcurrent dspendent school since FR) they have a lor gf sigffie fake you fo arother room and do
Ir in @ guist poom Do tHEY ROVE O SERIOry room In (current independens school since FR) and they
could have sensory corners gf the roegns 11

Need for an individualized approach fesseeteachctudepic" auigue geeds
hetting iz atuned to individuzl preferences and likss and will adjust to meet theze. (p.1)

Sa J personally feel ltke itz Iike I Itke thar it bazed arownd me and that I just feal a lot more
comfortable there thae what sy other school.

Achool will ardar resources tailored to shadents imtarests such as books. (p.4)

we d like 20 minures gf peadivne and vou can cheese wharever book you woart to read Fou can order
books like so [f pou wart fo order a book that you really like, they would onder i1 for you

Hub are carafolly considered in fermes of whether they are appropriate for each smdent and their
needs, making adaptations when neaded. (p.9)

Jfrou dicgha't like thae kub, you cant cheapige o other Rubs like Dwas when Jffrs stavted ina hub and T
diche'’t not like i buf it dide't swif me. T was foo easy: 5o we go nie a different hub.

gpport needs to be flexible and

]

adapted in responze to students” needs
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Appendix N
Step Seven of IPA, Working with PETS to develop Group Experiential Themes (GETs)

Across Cases
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PET 4: SENSE OF ¥ AND AFFILITION IMPACTING MOTIVATION TO
ENGAGE

His peers and sl i ds is as feeling relatedness
g positi his sense of belonging
Feels he fits in at his setting, comparing it 1 feeling at home
Astmos supportive, ive, helps create a sense of community

PET 5: COMPARISON BETWEEN MAINSTREAM AND INDEPDENDENT SETTINGS'
\CH AND THE IMPACT ON THE YOUNG PERSONS SENSE OF SAFETY,

MOTIVATH

Providing young people sutonomy and responsibility sbout their earning is supportive

Confidénce in staff to manage presenting behaviour and keep students safc

W i setting vs restorative approach in independent setting og
b our and sense of self

ictions and flexibiiT

impacting his motivation

Direct comparison of the igrificant differences in the approsch at his mainstream and independent

Setting

PET 6: OVERALL APPROACH OF SETTING AND THE PHYSICAL ENVIRONMENT
High stafT to student ratios and smaller class sizes are supportive

Sport as central to the provision, supporting emotional regulation and opportunities for social
interactions.

A staged and gradual transition to support success

Supporting life skills and transition to post-16
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Appendix O
Table of Group Experiential Themes GETs (sample)

Table of (zE1S

Key:

GET

Subthemes
Expernential statement
Chuote (mame and p.no)

1: ADULTS AS SHAPING SAFETY, TRUST AND ACCESS TO LEARNING

Adult presence providing zense of zafety and conziztent access to support and adaptation

TA support 1= provided baszed on attainment and therefora daspite baing viewsad az the most halpful
provision for him in supporting his understanding and focus, this 1=n't provided consistently across
lezsons (pd)

The SENCe has put where vou kmow I've not done. I've not done zo well on my end of vear tezt. That's
what we put the T4z Bur that means ['ve only got it. The T4 = jor Englich and Scisnce”

IFT had like maybe [F] had like 1 T4 for me lessons, fust so vou kaow I understand a bit berrer and

thern I car you krew focus morve”
‘When I say Ive gor a T4 for like scisnce and Englich, that's enly for half an howr’
Jar thar I'd need a lot more T4r in a lor movs lessons " (Tosh, p.d)

High mumber of leaming suppert ztaff who are viewad as sazily aceessible for support and have time
to provide thas.

And theve's so marpy LiAs, like abways free for you fo, liks, have a chat with or, vou kaow, you needed
sver kelp (Oscar, p 1)

Important that staff are alwayvs availabla to discuzs thoughts and feelings with and support ks co-
regulafion and abilify to accass regulatory tools'spacas,

I have alwaus someons to talk to i I like, ever feel zad or angry, I can always go up to a friend or a
teachey and just sqv I'm Dm fecling quits angry, can we go walk or can we talk and then it just when
You get it out. It feels 50 much better (Oscar, p.3)

Ayrarenass that lonited staff m maimestream satting meant that making reazonable adjustmants was
challenzing, aven when he had some awarenes: of what might be supportive there was an
understanding that staff mumbers didn’t allow for this support.

And then of course, they didn't have enough staff to really faks you in ancther room and sy, do you
want ro do this in a guieter paam?  They didn't have snough stqff 1o monitor thar (Osear, p.8)
High staff ratics support students to feel safe and know sitwations will ba dealt with appropriately.

I feel muck move sqfe and I feel like becauze in (previous secondary school for ¥7-8) theve's so many
kids and 5o lezs staff. (O=car, p.3)
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At mainstream zetting, limited staff resulied in staff not being aware of issues and therafore students
fealing unszafe and lacking confidence in staff members’ ability to support thearm when challeanges
argze, fleeing situations which were challenging and putting themzelves in danger.

I juse feel like oprhing can happen and ne one will kuew. Like T gor inte thiz fizhr and it wazn't really
afight, bur it war a little plaw and ne one ew. And then I jumped over the ferce. No one Eeew, waeiill J
Fot home and wmy smuww had fo fext them. No one knew, and i was jusz

I Qi

Like I think it's bad that they don't know if @gehing happensd because jF it wiar a seriows thing, what
happened, davgerous and no ons would Imow, fDacar, p.3).

Small clazses and high staff stodent ratios m independent setting are suppartiva

thara's more sl thaw children, so you'Tl never, ke, o into a hub and vou'll Rave mare children than
st (Ozcar, p.2)

High ratio of 3-4 members of staff per class.

o normally we have one teacher teacher We have we Li4s, and somerimes there T someone who
Just comes in and warches orF stands around, normally four oF fowr o theee I'd say:

I QF QF And how meary say i abous four children ar well. Is thers?

P Feagh, yeah, 3-4, yeah (Dscar, p.3)

Support iz available from both teachers and teaching aszistants in school.
I It thers miything eloe that the reacher... It it the teachers or do you have teaching arsistanis 7
F: I have both. (Thomas, p.1)

Truosting aduolts as a foundation for zafety, support and being understood

All staff marmbers are viewed az approachable, zafe and mostworthy, therefore whils the teacher
relationship iz crucial, all adults ars viewed as supportive which fzel: comforting to him.

Imust say thewe, theres no teaehers that [ don't like. All gf them T like all of there and I can go 1o
becauze T feel sqfe arownd every single one... ... T find it really comforting. (Oscar, p.8)

Having the same teachsr 21l of the time iz supportive in building s tosting relationship overtime with
one adult rather than trying to get to know lots of mermbers of staff

FPersonaily, I like hoving the tame teachers becawse ar well it you cav get 1o Enow them ard then get
fo know them more. And you mow ke vou get you get maore time with them ard you don't just swizch
guery feacher and Rave 1o get o Inow them, then ger to bnow them, you get io Enow one teacher and
rhar'’s the teacher thar teacher you. (Oscar, p o)

Hiz experiences of school and enjoyment are significastly impacted by who is tesching him. (p.12)
I Do you not like science™

F: hbmpmm 1. 5 dapends whe'ls feaching ma (Thomas, p.12)

Places value on members of staff being kind and helping him when hs needs it, viewing theze teachers
as good teachsrs.
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I O When iz T good them?

P On g Wednesdgy

I Whyis thar?

F: Because I've got a good scignce feacier

I Bur whar wakes them good?

F: Erxm  They're very kind and they help me [f I need kelp. (Thomas, p.12)

Hiz experiences: have led 1o him identifying certain membars of staff he can speak to i zchool such ax
hiz head of vear, atiributed to them being mors trusbawarthy.

P ih pouze The feachers that like my head of year

I You're heads of vear, OF Whar i5 17 about them? Do vou think that makes if eazier?

B I jusy ftrucy them more than sy teachers. (Thomas, p4)

Importznt for him to f2el that teachears are going to act on their word and soot out issues that he reports
and hiz experiences have developed a view that those in leadership roles are mora likcely to sort issues
than tezchers.

what does that mean, trust ix the gaduiz?

P I'imow they they'll sort 7 the head of years will sort it, but the feachers don't sort it sa if I well
them that they sort It

I M-k, OF QF Zo ir's tmportant for you, & sownds ke to tell them somerhing and then they do
something abowr it In that wighs?

P Tegh. droung perzon nods) (Thomas, p.4)

Comparing his experiences in his primary zchool and secondary school, prefaming :econdary schaoal
becansze teachers ars nicer and mors supportive which didn't happsen i primary schoal

P It’s berter than my primary school

I Oh QK What makss it better?

P Jusy the teachers ard what we dg.

I Whar do you mean &y thae?

P The teachers are much xicer ard.. They help me.

I Dud vour orher teachers wot do thar before?

FP:Als (Thomas, p.14)

Staff are viewed 2z nice and supportiva.

il the sigff iz really nice amd @ well, they just do I 2o you do make friends (Decar, p.3)

Has= 2 deszite for agency and a voice in decizions which impact her experiences, such as who is
aemploved by school, placing importance on smadent-staff relationship and teachars’ approach.

And what would make it a 107 Whar would have 1o happen?

F: Maopbe let the children when people are hiring, lor the children look because we'rs not._. becmue
we'rg the ones being rqught by them.

I Tes. En you mean so when they get interviewed thar you can be iovalved?

F: ¥z (Lilv, p.23
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Staff s perceived knowledge and understanding zhaping support provided

Limited teacher knowledge of how FASRD presants in the clazzroom snd support adzptations neaded,
rather than choosing to not engage with leaming,

A peah, becawse appwerently he wasn't aware that (voung person § mame) needed processing ime or
that it was part af his FASD and wot just (roung perton s nama), you Erow, procrastinared Pr o OR,
right, vean. (Joszh, p. 14)

Perception that staff are skilled and passionate about their jobs and want to support young peaple liks
him.

I jusy feel like thev're really rrusrworthy and they got their job because they undersiand .P:eds] Jjust ke
me|{Dacar, p.9)

Sraff are amined to students needs and support their co-regulation by offering supports bafore
simations escalate.

But the sogff ave ta good before thar hompens they ko Sa they W rake the persan, let's 2qy then lers
g0 for g walk, ler’s go ger some food and take it away from the other person. So nething ever happens

But it wever beon thar bad and T thing because the srgfl Buow how to hanalle it (Oscar, p.5)

Youngz person feels a sense of zafety and tmst in staff who are wall equipped to manage any
chzllenging situations which arize.

ti!'Fmrs'.s been things what has happensd when someana 't gor annoved af someons, but the sigff are so
good bgfore that bappens thay eow. Sa they'Tl take the pevson, ler's sqy, then lets go for a walk, let’s
E0 get some food and take it meay from the other perton. 5o nothing ever happans |

I've never seen auything happen fo o student e never seen apthing happen to a srudent. Tve seen a
cougle qf thimzs hapmen to sagff when Eidt hove Zor angey, but 1 never been thar bad and I think
because the sgff know Row to handle it (Oszcar, p.5)

He experiznces a mizmatch between expecting teachers to sort things out in the lassons which doesn't
match his experiences, which can result in him fesling unhappy and an area he would like to change.

If there s arything you could charge abour schoel o suake it betrer, what would it he?

P the teachers sorting things our that kappen in the lesson.
I M-k, Yeah It thers arything elze?
P: No

I OF. How would that mate you feel if they did thar? The teachers?
P It would make me feel much happier {Thomas, p.7)

Predictability and familiarity in aduolt relationships as key in navigating learning and zchool

Nead for predictability and consistency m adults supporting and their lanznage nsed responses
otharwize it can be confosing to knoey what they meaan,

wll the T4 sy themgs i differens wops. So when J ger woed to one T4 sgying something one way I've
g0t another one ... And I've gor orying to figure ouf what they mean {JTosh, p. 4)
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Project end date
01 Sept 2026

Describe the scope and aims of the project in language understandable by a non-technical
audience. Include any other relevant background which will allow the reviewers to
contextualise the research.

Fetal Alcohol Spectrum Disorder (FASD) is a lifelong, newrodevelopmental disorder which can result
in physical, emational and cognitive disabilities. As outiined in diagnostic guidelines (SIGH, 2019), if
difficulties are not anticipated and understood, children with FASD are at risk of experiencing poor
educational attainment, mental health difficulies and later addiction. Moreover, the UK has the 4th
highest rate of alcohol consumption during pregnancy globally. thus prenatal alcohol exposure (PAE)
is considered a public health concern, with a need to enhance knowledge within education,
healthcare and society.

When alcohol is consumed during pregnancy, it can pass directing into the placemta and disrupt cell
growth. The effects of alcohol consumption on the developing foetus are not homogenous, however
studies highlight commaonalities in the implications of PAE on brain development (BMA, 2018),
commonly impacting regions supporting memory, attention, language development, processing
speed and visual-spatial abiities. These differences can result in difficulties accessing and managing
education emironments.

UK literature exploring educational experiences of CYP with FASD is sparse, particularty that which
foouses on experiences rather than deficits. Through their systematic review of 38 studies exploring
school experiences of CYP with FASD and their teachers, Resdman et al., {2024), highlight a
significant lack of research which includes CYP perspectives, despite school being consistenthy
reported as a primary stressor. While awareness is developing, there is need for greater
understanding, recognition and suppert for FASD. Therefore, the primary aim of this research is to
explore the educational experiences of CYP with FASD in mainstream secondary schools and to
identify the factors which contribute 1o positive educational experiences. This research addresses a
knowledge gap as the first UK study to focus solely on the educational experiences of CYP with
FASD in secondary education, seeking to learn from CYP's experiences, rather than indirectly
exploring their views' through others’ acocounts.

Provide a brief explanation of the research design (e.g. interview, experimental. observational,
survey), questions, methodolegy, and data gathered/analysis. If relevant, include what the
participants will be expected to dolexperience.

1)WWhat are the educational experiences of CYP with a diagnosis of FASD in UK mainsiream
secondary education setings?

2)What do CYP with a diagnosss of FASD fesl contribute 1o positive educational experiences?

Data will be collected through semi-structured interviews, analysed through |PA o generate
superordinate and subordinate themes, effective in capturing rich persanal and collective accounts.
Intenview will be conducted and transcribed using Microsoft Teams widening recruitment, lasting
raughly 1-hour. Framed within positive psychology and solution-oriented lens, questions will explore:
CYPs' educational experiences and what supports them. Open-ended questions will allow flexibiity
to discuss pertinent areas and follow-up questions to deepen discussions.
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[Prior to interviews, parents/carers will be emailed a Microsoft Form collecting demographic
infarmatian.

To accommodate FASD's diverse cognitive needs, a mosaic approach will use creative, person-
centered methods to enhance accessibility. Visual resources e.g.drawing. scaling, blob classroom,
and card sorting will reduce language demands and support participants to share their views. Use of
participatory resources will depend on participants needs’, assessed through parenticarer
discussions pre-interview about their child's language and cognitive: needs. Participants may require
parentsicarers present during the imerview to scaffold language or activities or because they feel
more comfortable. If after pre-interview parenticarer discussions (recorded via email) it's deemed
support wouldn't be neaded and the CYP expresses preference to not have their parent/carer
present (recorded on consent form), this will be adjusted. | will gage support needed and adapt
activities, informed by TEP experiences.

The drawing sheat will be emailed to parents/carers for printing before the interview and shared on
camera with consent, aiding discussions. Resources e.g.card sorting and blob classroom will ba
interactive, shared on-screen. With consent, screenshaots of responses will be stored with transcripts.
Wisual resources won't be formally analysed, they will support discussions and referred to within
analysis, to enhance understanding of participants' experiences.

Detail how any adverse events arising in the course of the project will be reported in a timely
manner.

Any adverse events arising will be reported in the first instance to my research supervisor as soon as
possible after they occur. If required after this discussion and deemed appropriate by my supervisar,
concemns about any adverse events will be reported to the EDU Ethics Committee via Ethics Manitor.
I disclosures are made in relation to safeguarding, it will be important for myself as the researcher to
be transparent with the participants. | will make: participants aware at the beginning of the mterview
that "I won't tell anyone else what you say to me, except i you talk about someone hurting you or
about you hurting yourself or someone etse. Then | might need to tell someone outside of the study
to keep you and other people safe.” If a disclosure is made, | will discuss my concerns with my
supervisor, io see i further action is needed and decide on the best course of action to raise
safeguarding concerns if required. If agre=d that further action is needed, | will report to the
appropriate safeguarding authority as required, in relation to where the child lives. This will be done
as soon as the interview finishes, or if needed the interview will be stopped if the disclosure is
deemed to make it unsafe for participants to continue and procedures above will then be followed. If
my supervisor is unavailable, | will contact the course directors, Dr Imegen Gorman and Dr Andrea
Honess.

Will you also be applying for Health Research Authority approval (HRA)?
MNo

Indicate if you are applying for approval for an experiment to be conducted in the School of
[Economics' Laboratory for Economic and Decision Research (LEDR).
MNo

Is the project?:



none of the options listed

Does the project hi I funding ed through the University's Research and
Innovation Services (RIN)?

Mo

Will the research take place outside of the UK?
Mo

Will any part of the project be carried out under the pi of an external isation, or
involve collaboration between institutions?
No

Do you require or have you already gained approval from an ethics review body external to
UEA?
No

Does this new project relate to a project which already has ethics approval from UEA?
Mo

Research categories
Will the project include primary data cellection inwolving human participants?
Yes

Will the project use secondary data involving human participants?
No

Will the project involve the use of live animals?
Mo

Will the project have the potential to affect the environment?
Mo

Will the project have the potential to affect culturally valuable, significant or sensitive objects
or practices?
No

Will the project involve security sensitive research?
Mo

Will the project involve a generative Artificial Intelligence (Al) tool?
Mo

Human participants - selection and recruitment

How many Participant Groups are there who will receive tailored participant information?:
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One

Name of Participant Group 1.
Children and young people with a diagnosis of FASD, attending mainstream secondary education
sefings

How will the participants be selectedirecruited?

A purposive sampling strategy will be used to gather information-rich cases within a limited sample
(Patton, 2002; Palinkas et al., 2015). There is no ight” sample size (Smith & Osbaorn., 2003), however
IPA requires a small number of participants who can provide detailed reflections. Therefore, as
advised within my research proposal feedback, | aim to recruit 4-6 participants who are able provide
enough reflections on their experiences. | have considered the diverse cognitive needs of participant
sample therefore, i participants are not able to give rich encugh information for analysis, recruitment
will be extended until | have enough participants who are able to provide rich enough data for
analysis and saturation point is reached. This is not likely to exceed 10-15 participants.

To address challenges recruiting vulnerable populations. (Dow et al., 2020), | will use pre-established
connections with professionals working in FASD (e.g. Clinical Psychaologist supporting children with
FASD and the Director for Education and Wellbeing at the National Organisation for FASD). During
stoping discussions, these individuals have agreed to act as gatekeepers. On the basis of ethical
approval, they have provisionally agreed to share recruitment resources via websites, social media
and within their professional networks. Following approval, | will contact them to thank them far their
initial agreement and confirm whether they are still happy to be gatekespers. | will also share
resources on open platforms commaonly used by EPs which do not require a gatekeeper (e.g.,
Linkedin, EPNET, Bluesky eic.). Colleagues within my placement provider, may also share
recruiment resources in their professional networks- colleagues emails are publicly available.

To ensure information is accessible and can be undersiood by participants with varied cognitive
needs, information will include visuals and a short video describing the research to ensure
participants can access materials and provide informed consent if they wish to take part.

If appropriate, upload a copy of the proposed advertisement, including proposed recruitment
emails, flyers, posters or invitation letter.

How and when will participants receive this recruitment material ?

Recruitment materials will be advertised following ethical approval through gatekeepers, EP
colleagues (email addresses publicly available) and shared on commonly used EP platforms

{e.g. Linkedin EPNET,

Bluesky etc.). The recruitment poster asks parentsicares to email me to express their interest in their
childichild they care for taking part.

Following this parents will be sent an email to explain the criteria that CYP must be aware of their
diagnosis, asking parentsicarers to confirm this before sending other materials. If confirmed,
parentsicarers will be emailed the recruitment video, participant{parent and CYP) information sheets
providing mare information about the research and includes consent forms (parent and chikd). This
ensures participants make an informed decision of whether to participate. Information will clearty
outline what parenticarers’ robe is in supporting their childichild they care for during the research
process- explained further later in this application. Participation in the progect is entirely voluntary,



and this is made explicit within information sheets, with no obligation to take part because
parents/carers express interest via email for more informiation.

The time which participants receive recruitment information will vary depending on their interactions
with above listed platforms and dissemination of recruitment materials through gatekeepers.

Social media draft: | am recruiting for my thesis research project as part of the Educational
Psychology Doctorate.

I am explaring the educational experiences of children and young people with a diagnosis of FASD in
mainstream secondary schools, hoping to provide these young pecple a voice in matters affecting
themn. Please see the recruitment poster below- parents and carers can email me at

lawren whiting@uea.ac.uk i you are interested in your childichild you care for taking part in the
resgarch and | will send some additional information before your young person decides whether they
want o take part.

Thank you,

Lauren Whiting [UEA Post-graduate researcher and Trainee Educational Psychologist).

In terms of UEA participants only, will you be advertising the opportunity to take part in this
project to?:
MNone of the above (ie. UEA's Student Insight Review Group (SIRG) does not need to be informed)

What are the characteristics of the participants?

+Participants must have a confirmed, clinical FASD Diagnosis.

In line with diagnostic SIGN guidelines{2018), this ncludes:

- FASD with sentinel facial featuwres

- FASD without sentine facial features.

The third SIGN diagnostic categary in this guidance, "at risk of for neurodevelopmental disorder and
FASD, associabed with prenatal alcohol exposure’ describes individuals who have confirmed prenatal
alcohol exposure and some indication of neurodevelopmental concems, but who do not meet the
whole criteria for either of the above FASD categories. Therefore, FASD may not be the diagnosis,
and further clinical judgement is recommended, children meeting this criteria will not be eligible
take part given the uncertainty arcund a diagnosis.

The SIGN guidelines are in prefiminary stages, particularly when considering the age of my
participant sample and when they may have received their diagnaosis, therefore, in line with prior
diagnostic terms, participants who have a clinical diagnosis of the following will also be eligible o
take part:

-Foetal Alcohel Syndrome (now reflected within FASD with sentinel facial features)

-Partial Foetal Alcohod Syndrome (pFAS), Alcohol Related Bith Defects (ARBD), Alcohol Related
Meurclogical Discrder (ARND) or Neurobehavioural Disorder Associated with Prenatal Alcohol
Exposure (NDPAE) (now reflected within FASD without sentinel facial features).

Participants must also be:

~Attending LIK mainstream education setting at the time of data collection, in Years 8-11. Based on
FASD professionals’ guidance. Year 7 students are excluded due to transitional adjustments which
would not reflect secondary educational experiences. Post-16 (Year 12 onwards) studens are

218

EDIT: Recruitment has been extended to specialist setfings fdlowing gatekeeper feedback and to
broaden recruitment as many CYP by secondary school have received a diagnosis and often also

received an EHCP and specialist placement. Discussed in supervision on 08/14/25

excluded to avoid reliance on retrospective accounts, given FASD-related memoary difficulties
reported across research. Recruitment focuses on mainstream settings becawse resources, training
and suppart within specialist settings can vary signficantly, thus comparisons across accounts would
be challenging.

+Participants must be aware of their diagnosis. Parents/carers will be emailed after expressing
interest to confirm this before recruitment resources are shared.

Will the project require the cooperation of a gatekeeper for initial access to the
individualsigroups to be recruited?
Yes

Who will be your gatekeeper for accessing participants?

D EESSENEERER) Consultant Clinical Psychologist) who specialises in FASD and works at the
Psychology Clinic SHESSNNRGRSNESESE nroviously ran the Suffolk FASD centre before its recent
closure due to funding.

EFERIRBBESIE - (PeEIoR R BRI G BNENEIBERE) =t the Ntional Crganisation for FASD, a

charity who support individuals with FASD and their families.

Both [EEESEISREIERER have provisionally agreed to act as gatekeepers to participants for this project
and have informed some decisions around appropriate inclusion criteria such as paricipants must be
aware of their diagnosis for ethical reasons before taking part in the research.

How and when will a gatekeeper permission be obtained?
Already obtained via email (attached below) following brief discussions about the feasibility of my
initial research ideas, on the basis of ethical approval.

Provide any relevant gatekeeper documentation (letters of invite, emails. etc).
How will you record a gatekeeper's permission?
Audit trail of email which will be saved in UEA OneDrive account.

Is there any sense in which participants might be 'obliged’ to participate?
Yes

If yes, provide details.

There is no obligation for participants to take part. Following distribution of the recruitment material,
participants parents/carers will be invited to contact me if they wish to take part. | will then email the
participant’s parenticarer the information sheets (one child friendly, one parenticarer version) o
provide more information about the research. This will ensure that participants and their
parents/carers make an informed decision about whether to participate in the research or not, making
wvolumtary participant exphicit within this information provided. While no feelings of obligation are
intended, it is important to consider that participants may have previously worked with the
gatekeepers as they are specialised in their roles in the FASD commiunity or with other educational
psychologists in their providing authorities. Therefore, they may feel some obligation to take part due
to potentially establishing relationships with these support services and wanting o maintain these.
However, | will aim to reduce feelings of obligation by stressing the importance that this is voluntary



resgarch, and that gatekeepers are not involved in data collection or analysis, their primary role is o
share recruitment materials. Therefore, whether participants choose to take part or not, will not
impact any existing relationships with these professionals.

What will you do to ensure participation is voluntary?

Participants will be sent the information sheets, with a link to the video explaining the project included
alongside all relevant information about the research, prior to consenting to take part. They will
therefore have the opporunity to voluntarily take part in the absence of external pressure. Their right
to withdraw will be emphasised and no follow up emaits will be sent encouraging participation if the
indnadual decides not to take part. Mo financial meentives will be offered as part of this research.

Will the project involve vulnerable groups?

Yes

If yes, explain the ity of i ing these indivi as h partici and what
will be done to facili their p. or the participation of people with physical
disabilities.

As stated within the United Mations Comvention on the Rights of the Child (UNCRC, 1981), all CYP
have the right to express their views freely in relation to matters affecting them. The proposed
research therefore aims to give CYP with FASD a voice to share their experiences within education,
rather than indirecily explaring this through others” accounts.

The research will adopt use of participatory methods such as drawing and visual prompts, tailored to
each individuals' in relation to cognitive needs but also social and emotional needs such as nerves
meeting a new person for this process. This will ensure participants are supported to share their
wviews in alternative formats, with reduced language demands where necessary. Using participatory
tools and a mosaic approach is intended to ensure these CYP are meaningfully included within the
research (UNCRC,1989) in line with Hart's {1992) Ladder of Participation, rather than tokenistic
inclusion, commonly observed in previous research which indirectly explores these CYP views
through the perspectives of supporting adults (2.9 teachers and parents).

Despite ethical considerations which are outined in the application, the researcher is committed to
including this vulnerable population. as their perspectives can inform sirategies to improve
educational experiences of CYP with FASD moving forwards (Dow et al.. 2020) and raise awareness
of the difficullies these young people can face within education. It is hoped that greater knowledge of
their experiences, will later result in improved support to ukimately reduce the commanly reported
adverse oulcome in later life. Additonally, research suggests opportunities to share one’s woice can
be therapeutic and foster feeling valued (Elmir et al.. 2011: Nordentoft & Kappel 2011) therefore,
participants will hopefully find this a positive experience to reflect on their educational journeys.

Will payment or any other incentive be made to any participant?
No

Include any other ethical 15 regarding particip

[Priar to participation, | will outline the parent/carer role and contributions to this research. tis
intended parentsicarers will be present for the interview. to ensure they can support their child to
access the process and mediate language; #'s not intended parental views with be gathered within

the research. CYP can request parentsicarers not o be present if it is deemed that the CYP will
manage the interview process independently. it will therefore be paramount to cutiine in the parental
information sheet and consent form that parentsfcarers are consenting to their child'sichild they care
for involvement in the research and to being present during the interview to scafiold, given the
wvulnerability of the target population. This will be reiterated at the start of the interview. There will be
a separate CYP information sheet and consent form.

I recognise there may be challenges recruiting this vulnerable population and extensive thought has
been given to using methods which promate accessibility. With this in mind, | will agree a cut off to
recruiment with my supervisar and if not enough panticipants hawve been recruited by this date, |
would submit a new ethics application with adaptations (e.g..participant group). This would likaly
foous on teacher perspectives. in supporting CY P with FASD, analysed through thematic analysis. |
have discussed with my supervisor and tutors on the course how including teacher perspectives
would align with current Berature, However, | feel passionately about giving CYP the opportunity to
share their voice and I'm dedicated to ensuring this process is ethical and positive for participants.
Communications with gatekeepers suggests this research is important for the FASD commanity and
they will be able to support successful recruitment outlined within this application. While recognising
challenges, | am passionate about providing these CYP a voice, with an akemative plan if required.

Human participants - consent options

By which method(s) will consent to participate in the research be obtained?:
Participant Information Sheet and Consent Form

Human participants - information and consent
Participant Information and Consent

Will opt out consent for participation in the research be used?
Mo

‘fou can generate a Participant Information Text and Consent Form for this application by
completing information in the Participant Information Text and Consent Form Generator tab.
Alernatively you can upload your Participant Information Text and Participant Consent Form
which you have already prepared. Confirm below:

Generate automated Participant Information Text and Consent Form.

When will participants receive the participant information and consent request?

After ethical approval, the recruitment pester will be distributed as cutlined in this application.
Parents/carers will email me to express their interest in their child/child they care for taking part.
Following this the following email will be sent to confirm whether the CYP is aware of their diagnosis
before sending materials.

"Dear XXX,

Thank you for expressing an interest in your childichild you care for taking part in my research
exploring the educational experiences of children and young people with a diagnosis of Foetal
Alcohol Spectrum Disorder. Part of the criteria for taking part in the research is that the CYP are
aware of their diagnosis. Therefore, before | send over the recruitment video explaining the research
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in more depth, information sheets and consent forms, please can you confirm whether or not the
YOUNg PErson you are expressing an interest in participating. is aware of their diagnosis or not.
Marvy thanks,

Lauren Whiting

Post-Graduate Researcher and Trainee Educational Psychologist’

If confirmed, parents/carers will be emailed the recruitment video, participant (parent and child)
information sheets, which will provide more information about the research and includes the consent
forms (parent and chikd). This will ensure participants make an informed decision of whether to
participate in the research or not. It will include information to clearly outline what the parenticarers’
rode is in supporting their childichild they care for during the research process- this is explained
further later in this application. Participation in the project is entirely voluntary, and this is made
explicit within the information sheets.

Participamis who choose to take part in the study will sign and return one copy of the consent form
attached at the bottomn of the information sheets jone parent copy, one CYP copy). Participants and
their parent/carer will keep a second copy for their own records.

How will you record a participant's decision to take part in the research?

Participation in the project is entirely voluntary and this is made explicit within the information

sheet. Those participants who choose to take part in the study will sign and return one copy of

the consent form attached at the bottom of the information sheet {one parent copy, one young person
copy). They will keep

a second copy for thewr own records. The copy | have will then be stored on a password protected
laptop on UEA OneDrive during the project and destroyed in ine with data management guidelines,
10 years following last use. Their consent and the date this was provided will be recorded on the
master spreadsheet which will also be kept on a password protected laptop on UEA OneDrive during
the project and destroyed in line with data management guidelines.

Parental/Guardian Information and Consent

Are you asking for guardian (or other il person) consent?

f
Yes

‘You can generate a Parental/Guardian Information Text and Consent Form for this application
by completing i ion in the i Text and Consent Form
Generator tab. Alternatively you can upload your Parental/Guardian {or Other Responsible
Person) Information Text and Consent Form which you have already prepared. Confirm
below:

Generate automated Parental/Guardian Information Text and Consent Form.

When will p ians (or other |person] receive the parental’guardian jor
other responsible person) information and consent request?

Faollowing ethical approval, recruitment resources will be shared. If parentsicarers express interest via
email, | will respond to clarify whether their CYP is aware of their diagnosis before sending further
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material. Once confirmed, the parent’carer will be emailed the recruitment video, information sheets
{CY¥P and parenticarer) inclusive of the consent forms.

How will you record a parent'siguardian's (or other responsible person's) decision regarding
consent for their child (or other vulnerable person) to participate in the research?

Those participants who choose to take part in the study will sign and return one copy of

the consent form attached at the bottom of the information sheat. They will keep

a second copy for their own records. The copy | have will then be siored on a password protected
laptop on UEA OneDrive during the peoject and destroyed in line with data management guidelines.
Their parentalicarer consent and the date this was provided will be recorded on the master
spreadsheet which will also be kept on a password protected laptop on UEA OneDrive during the
project and destroyed in line with data management guidelines.

Human participants - method
Which data collection methods will be used in the research?:

Inteniew

If your research involves any of the methods (including Other) listed above, upload

supporting materials.
How have your characteristics, or those of the participants influenced the design of the study
or how the h is experi d by icipants?

Given the cognitive challenges and differences in language and communication for many children
and young people with FASD, careful consideration has been given to the approaches used within
the research. | have considered that the needs for these young people is Bkely to vary from being
abde to access the language demands of a typical spoken semi-structured interview, to needing lots
of visual suppors to share their views. | have therefore developed non-verbal tools to scaffold
individuals o share their views where needed, to create a positive experience which enhances
accessibility of the research regardless of cognitive and language needs.

Ry rode as a rainee educational psychologist has influenced the design of this study as a key area of
our work is being parson centred and child led alongside supposting children to share their views
using a variety of methods in our everyday work. Therefore, my values in ensuring children are
supported to share their perspectives and have their voice heard has influenced the participatory
elements of this research and passion to ensure their voices are heard. The visual resources have
been informed by views gathering tooks used as a trainee educational psychologist and are informed
by research within the field.

Will the project involve transcripts?
Yes

Select ONE option below:
Transcription software

If yes provide details.



Microsoft Teams has an inbuild transcription function, therefore the use of this will be outlined in the
consent form before being used during the imerview process.

Due to some inaccuracies with this software, | will review the transcript following the interview and
email a copy to the parenticarer once complete, asking them to review it with their child/the child they
care for to ensure it is reflective of their views shared within the meeting. Given participants potential
cognitive challenges, parentsicarers will be encouraged to support this process if the young people
want io complete this step. This will be voluntary, and | will cuwtline within the email sharing the
transcript that there is a return time of 5 working days for parentsicarers to share any comments with
me if they choose to review it, to ensure there is a cut off point to this process to not delay analysis.

Will you be capturing photographs or video footage (digital assets) of individuals taken for
University business?
Mo

Is this. h using visualh I hods where resg may be identified?
Yes

If yes, confirm what safeguards are in place for participants who are vulnerable or underage.
Wisual and vocal information shared via Microsoft Teams will be needed to inform transcriptions of
the interviews. Information abouwt the recording of visual and vocal information will be included within
the participant information sheets, so parentsicarers and the young people are informed about this
before agreeing to take part. | will also outline that having the video function on is required during the
interview, because participatory tools such as drawings completed by the participants will be shared
on screen to suppont discussions. It will also be important for me to ensure that a parentécarer is
present throughout, which I will be aware of during the interview and can ensure, through using the
wideo function. As part of the information sheet and consent form, the researcher will ask the
parenticarer to share photos of any material developed as part of the interview process, such as
drawings. These will not be formally analysed but will provide greater context to the discussions and
write up. Consent o include these within the final write up will also be sought from the young person
priar to taking part and reaffirmed at the end of the interview once completed. Video and vocal data
will be stored on a password protected laptop on UEA OneDrive during the project and destroyed
once data is ranscribed for the purpose of analysis, to ensure no identfiable data is kept by the
researcher. Only | and my research supervisor will have access to this data during the project.

Will it be necessary for participants to take part in the study without their knowledge and
consent at the time?

Mo

will ption or i I i e be used?

Ko

Will the participants be after data d
Yes

If yes, how will they be debriefed and what information will be provided?
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Atthe end of the interview, participants will be thanked for their participation, offered time to ask ary
questions they may have and I will explain the next steps in the process (such as data will assigned a
psuedonym, franscribed and stored on a password protected laptop). Participants will then be
emailed a debrief form. This will include contact details of both myself as the researcher and my
research supervisor should parentsicarers or participants feel they have questions or need to arangs
a debrief time to talk about the imerview. Participants will also be provided with contact details of
organisations which are available for additional support such as: hitps:inationalfasd.org ukihelpline-
contact!

hitps:fiwww fasdawareness org uk/services

If yes, upload a copy of the debrief information.
will be admini to the participants?
Mo

Will involvement in the project result in, or the risk of, discomfort, physical harm,
psychological harm or intrusive procedures?
Yes

If yes, provide details.

Asking participants to reflect on their educational experiences may result in discussion of areas they
find challenging and distressing. While my research is framed within a positive psychology lens, | am
aware that participants may discuss difficulties they may have had at school which may be upsetting
and cause them discomfort. Please see earlier responses in this application regarding management
of adversa evenis arising.

Will the project involve prolonged or repetitive testing?
Mo

Will the project involve potentially sensitive topics?
Yes

If yes, provide details.

Sensitivity of FASD and pre-natal alcohol assumption has been carefully considered, considering
patential psychaological harm discussing such topics {e.g., disiress,anxiety, upset) and associated
stigma. While the research poses. no intended harm, | recognise wuinerable groups are at increasad
risk of experiencing harm from research and some experiences raised within interviews may be
difficult, complex and sensitive. | will take exira steps to reduce risk (HCPC SoCPE 6.1,6.2) carefully
considering participants experiences during inerviews and ensuring participants are psychologically
contained befora leaving.

The interview schedule will be framed within positive psychology lens, strectured around what is
supportive with an appreciation that negative experiences may also arise in discussion. While
children must have an FASD diagnosis 1o take part, no questions will directly ask about early life
experiences, or their diagnosis. Participants do not have to answer questions if they don't want to
and will be reminded they can withdraws th hves by inating the & wew at amy point.
Participants will be made aware that following interview completion, they can withdraw thewr data at




amy time up undil data has transcribed and anonymised. A master spreadshest (stored on password
protected laptop on LUEA CneDrive) will be kept during data collection to record participants name
and schoal in case | need to report safeguarding concerns to the school's designated safeguarding
lead and data before it's anonymised to ensure participants can withdraw data before anonymisation.
Please see later in this application for details regarding master spreadsheet.

Participants will be offered movement breaks and wellbeing check-ins and | will monitor withdrawal
signs, consistently reaffirming assent (BPS CoHRE 4.7). If present, parentsicarers can monitor
CYP's emaotional state and withdraw if required. Before ending the interview, | will ensure paricipars
are safe and not distressed. Debrief information will provide my and my supervisors' contact details
and information about support resources, (e.g. charities).

Will the project involve elite interviews?
No

Will the project involve any inci to, enco of, or participation, in an illagal act
{by participant or researcher)?
MNo

Will the research invelve an investigation of people engaged in or supporting activities that
compromise computer security or other activities that may normally be considered harmful or
wndawrful ?

Mo

Does the research invohre members of the public in participatory research where they are

actively involved in undertaking h tasks?

No

Does the h offer adwi il to people?
No

Is the research intended to benefit the participants, third parties or the local community?
Yes

Provide an explanation.

The research aims to give children and young people with FASD a voice to share their experiences,
using participatory methods to ensure their meaningfully inclusion (UNCRC,1989) in line with Hart's
{1902) Ladder of Participation. Research guestions aim to identify factors that support positive
expenences of education, therefore it is hoped that by these individuals sharing their experiences,
knowledge about what may be supporive for these children and young people in education will be
dewveloped. This knowledge can then be used to inform recommendations for possible future
interventions/support strategies which will likely be a benefit to both the participant, the FASD
community and wider society. In future, this may inform support for ather children and young people
with FASD, as well as potentialty benefitting participants if they are still in education at the time
dewelopments in support ocour.
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Additionally, research suggests opportunities to share one's voice can be therapeutic and foster
feeling valwed (Elmir &t al., 2011; Mordentoft & Kappel 2011) therefore this process may provide a
unique opportunity to share their experiences and reflect on these. By discussing positve educational
experiences, participants may benefit from the opportunity to reflect and remind themselves of
positive times which may suppost participant wellbeing.

What procedures are in place for monitoring the research with respect to ethical compliance?
This research will be conducted in ine with ethical approval from the LEA EDU ethics committee and
redevant guidelines will be adhered to, including British Educational Research Association (BERA,
2014), BPS Code of Human Research Ethics {2021), HCPC Standards of Conduct, Performance and
Ethics (2024). Respect for participants privacy and dignity is a priority (HCPC SoCPE, 1.1). 1 will
ensure | have regular supervision with my researcher supervisor to ensure ethical compliance
throughout the research process and any ethical breaches will be immediately reported to my
supervisor and the ethics committes via ethics monitor.

Does the study involve the use of a clinical or non-clinical scale, questionnaire or inventory

which has specific copyright issil repi or distril 1 ictions or training
requirements?

No

Health and safety - participants

Is thare a possibility that the health and safety of any of the participants in this project
including a support person (e.g. a care giver, school teaching assistant) may be in question?
Yes

If yes, describe the nature of any health and safety concerns to the participants and the steps
you will take to minimise these.

The researcher recognises that exploration of participant Fved experience may evoke strong feelings
and emotions for participants and their parentsicarers therefore any health and safety concerns
arising, will most likely relate to distress. In order to minimise risk of harm and health and safety
concems participants will have a parenticarer present throughout the process. The nterview will take
place in a familiar ervironment (their home) and the researchers will work to build a good rapport with
participants prior to completing the interview. The interview schedule will be framed within a positive
psychology kens, structured arcund what is supportive within education with adjustments made to
resources used to support a positive and inclusive experience.

It is important to note that research thus far involwing the topéc of children with FASD has most
commanly recefved interest from adoptive or foster families. Therefore, if | observe the same patterns
within my research, the potential impact of distress about discussing often stigmatised prenatal
alcohol consumption is reduced, as it is likely participants parents/carers will be their adoptive or
foster carers. Despite this, | recognise biological parents may come forwards to express their
interests and to reduce harm, all efforts will be made to ensure both parentsicarers and participants
leave the interview process psychologically contained and the contributing factors to the participants
diagnosis will not be discussed.



What procedures have been established for the care and protection of participants?
Participants will be: fully debriefed and contact details for the researcher and research supervisor will
be made available in the debrief letter. As well as this parentsicarers and participants will be
signposted to relevant support agencies supporting those affected by prenatal akcohol exposure.
During data collection, the master spreadsheet will keep a record of the child's name and school so
that if needed, | can contact the school's designated safeguarding lead- whether this s required will
be discussed with my research supervisor first. | will obtain the school's name through the Microsoft
form. This information will be deleted following anonymisation as safeguarding concerns will have
been reported and therefore there is no reason to keep this data.

your ing pi . What pi Ll are in place for the appropriate
referral of a participant who di an ional, p: i health, ion or other
issue during the course of the research or is identified by the researcher to have such a
need?

I have a full DBS and | am on the update service, this will be shared with parentsicarers prior to the
interview. As part of my role as a TEP, | have also had extensive safeguarding training and will

embed my understanding and procedures throughout the imterviews and research process as a
whole. If disclosures are made in relation to safequarding, it will be important for myself as the
researcher to be transparent with the participants. | will make participants aware at the beginning of
the interview that "l won't tell anyone else what you say to me, except  you talk about somecne
hurting you or about you hurting yourself or someone else. Then | might need to tell someone outside
of the study to keep you and other peaple safe.”. | will speak with the paricipants and their
parentsicarers about my concems and take appropriate action. | will report to the appropriate
safeguarding authority as required, in relation to where the child lives (see interview schedule). This
will be done as scon as the interview finishes, or if needed the interview will be stopped if the
disclosure is deemed to make it unsafe for participants to continue.

What is the possible harm to the wider community from their participation or from the project
as a whole?

There is no intended harm to the wider community from the project. Despite this, the researcher
acknowledges that discussing participants educational experiences may result in discussion of their
frustrations about particular educational settings or support services related to education.
Discussions refeming to named settings or support services will be avoided where possible and at the
beginning of the interview | will outiine that we should avoid naming settings and services where
possible. If setiings and services ara named within discussicn, | will remind participants to speak
anonymously, and these will be anonymised in transcription if they do arise. If there are safeguarding
concerns regarding the practice of named professionals or services, | will follow safeguarding
procedures in reporting this.

What precautions will you take to minimise any possible harm to the wider community?

To minimise the risk of their discussions impacting relationships with such settings outside of the
research, at the start of the interview, | will outline that identifiable information such as the names of
schools should be kept anonymous and | will not collect data about the names of the school the
participant is attending, only their year group and confrmation that it is a mainstream setting. | will
also reiterate that the inberview transcripts will be anonymised and no identifiable information will be
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within the transcript, therefore if participants do mention particular professionals or educational
seftings, this will also be anomymised within transcripts.

Health and safety - researcher(s)

Is there a possibility that the health and safety of any of the researcher(s) and that of any

other people (as distinct from any participants) impacted by this project including research
i anslators may be in on?

Yes

If yes, how have you addressed the health and safety concerns? Describe any safeguards
included and relevant protocols.

The researcher will conduct interviews within their home, therefore | will ensure that when using
Microsoft teams, an appropriate background will be applied to ensure no identifiable or personal
information is visible during the interview.

The researcher is on the DBS update service which ensures | am safe to work with children and
young people up to the age of 25 inmy role as a Trainee Educational Psychologist. This will be
shared with parentsicarers prior to the interview.

The researcher has access to research supervision sessions throughout the research process and
should I require it, | will seek clinical supervision through my placement provider or university course
to discuss emotional responses to the stories | may encounter.

Adl data collection will be done online so no extra precautions re travel plans are necessary for the
researcher.

Risk assessment

Are there hazards associated with undertaking this project where a formal risk assessment
will be required?
Mo

Data management

Will the project involve any personal data (including pseudonymised data) not in the public
domain?
Yes

If yes, will any of the personal data be?:

Anonymised and pseudonymised
If using i andior data, describe the measures that will be
imp to prevent de- ymisation.

Adlinformation associated with this research is confidential and stored securely in compliance with
the General Data Profection Regulation and the Data Profection Act 2018, Electronic data (consent
forms, wvideo and audio recordings and transcripts) will be stored on a secure, password protected
laptop on UEA OneDrive account during the project.



Participants data will be ancnymised once transcribed and participants have been given the
opportunity to review their ranscription. At this point any raw data will be destroyed. Within
transcripts, any identifiable information will be anomymised. For example, i the child mentioned their
schools name, this will be replaced with just *schoof’. Only myself and my research supervisor will
have access to the raw data. This includes anonymised transcripts which may be printed to support
data analysis,

A master spreadsheet will be kept during data collection to keep a record of the young person's
name and school attended to support safeguarding referrals i required alongside the young person's
FASD diagnosis, gender, whether they are LAC and year group. Participant transcripts will also be
kept here before anonymised so that participants can review the transcripts and remove their data if
they choose to before anonymisation. This master spreadsheet will be stored on a password
protected laptop on UEA OneDrive. Once transcribed and anonymised, names and schoots will be
deketed from the spreadsheet, replaced with participant (number). The spreadsheet will be deleted
following successful viva completion.

If not using anonymised or pseudonymised data, how will you maintain participant
confidentiality and comply with data protection requirements?

Will any personal data be p d by another isati ?

Mo

Will the project involve access to records of it ial i ion?
Mo

Will the project involve access to confidential business data?
Mo

Will the project involve secure data that requires permission from the appropriate authorities
before use?
Mo

Will you be using publicly available data from the internat for your study?
Mo

Will the research data in this study be deposited in a repository to allow it to be made
available for scholarly and educational purposes?
No

Provide details.
UEA do not have an appropriate repository for data to be held. Therefore data will be held on a
password protected laptop on UEA OneDrive during the project.

Who will have access to the data during and after the project?
Adl data will be anonymised using psewudonyms. Only myself and my research supervisor will have
access to the raw data during the project for the purpose of transcription. Once transcribed and all
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information is nymised, raw data inchuding video recording will be destroyed
in line with LUEA palicy.
Anonymised participant data will not be shared and will only be accessed by the researcher and
research supervisor during the research. Transcribed data will be destroyed 10 years after the date
of last use.
After the project, the findings and conclusion foliowing completion will be shared more broadly {for
example with FASD charities and Educational Psychology services) to raise awareness of the
experiences of these young pecple in education. The research findings may also be disseminated
through publication of my thesis research.

Where/how do you intend to store the data during and after the project?

Al information associated with this research is confidential and stored securely in compliance with
the General Data Protection Regulation and the Data Protection Act 2018. Raw data used during the
project will be stored on a password protected laptop. saved in secure UEA OneDvive account. Once
anonymised using pseudonyms, some transcripts may be printed for the purpose of analysis. No
identifiable information will be included on printed transcripts and these will be stored in a kocked
filing cabinet when not in use, at my place of residence. Following completion of the project, raw data
will be destroyed on the password protected lapiop and panted data will be shredded by a private
company (senice provided by my current placement host).

How will you ensure the secure storage of the data during and after the project?

[Following transcription review by participants, data will be anc and kept on a p

protected laptop saved in secure UEA OneDrive account, or if printed, it will be keptin a locked filing
cahinet when not in use, at my place of residence. Following completion of the project, raw data will
be destroyed on the password protected laptop and printed data will be shredded by a private
company (senvice provided by my current placement host).

How long will research data be stored after the study has ended?
10 years from the date of last use

How long will research data be accessible after the study has ended?
10 years from the date of last use

How are you intending to destroy the project data when it is no longer required?

[Printed data will be shredded by a private company (service provided by my current placerment host)
as soon as | successfully complate my viva. All files will be stored on the password protected laptop,
saved in an secure UEA OneDrive account and will be destroyed 10 years from the date of last use,
in line with LUEA policy.

Generate and upload files
PARTICIPANT INFORMATION TEXT AND CONSENT FORM

Upload the Participant Information Sheet and Consent Form.
[Enter Participant Group number and name.

Children and young pecple with a diagnesis of FASD, atending mainstream secondary schoal

PARENTAL/GUARDIAN INFORMATION TEXT AND CONSENT FORM

Upload the Parental/Guardian Information Sheet and Consent Form.

Enter Participant Group number and name.
Parenticarer

Attached files

Recruitment Video.mpd

Lauren Recruitment Poster final pdf
CJ email gatekeeper.png

BR gatekeeper email png

iews gathering tools for interview.pptx
Interview schedule - with edits .docx

Debrief forms- parent-carer and young person.docx

Child Friendly Information Sheet and Consent Form final. docx

Parental_Guardian Information Sheet and Consent Form - ethics edits.docx
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Information Sheet and Consent Form
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What are the Educational Experiences of Children and Young People (CYP) with a Disgnosis of
Fetal Alcohol Spectrum Disorder (FASD) in Secondary Education Settings in England /UK

PARENTALGLARDIAN INFORMATION SHEET
Thene is a sheet at the end of this document which parent/carers must sign in order for the young
person to take part.

{1) What is this study abaut?

Veur child/the ehild you care For is invited to take part in a ressarch study about the eapedences of
children with a diagrasis of Fatal Aleshal Spectrum Disarder in secondary schoeals and what these
yaung pecple find pasitive or supgortive shout schaol. Your child/the child you eare for has been
invited b participate in this study because they are currently in Year 8, 9, 10 ar 11 at & UK secondary
schaol and have a diagmesis of Feral Aleabal Spestrum Disorder.

They must b able to willinghy consent to take part in this research themselves, in arder ko take part,
T de this, they must understand what the stuty will entsil and why they have been asked o
participate. They ako must understand the benefits and the risks invaled with being in the study.

This Participant Information Sheet tlls you abaut the ressarch study, Knowing what is invalved will
help you decide # you want to et your child/the child you care for tske part in the sudy. (b als
impartant that your young person is able ta willingly consent to take part in this research themselves
at wall as praviding parentalfcsrer consant.

In line: with the Mental Capacity Act, in order for your young persen's consent ta be valid, you must
bedfioue that thiy:

s show some understanding of the information given to them

»  are able to retain the informatian far long enaugh

= can weigh vp information and use it to make the decision

= zan communicate the decision

Please read this sheet carefully and ask questions abaut anything that yau don't understand or want
o knw more about.

Participation in this research study is voluntary. By ghing consent far your childthe child you care far
tar tike part in this stuty vau are telling us that you:

Understand what you have resd_

Agree for yaur child/the child yau care far ta take part in the research study as outlines below,
Agree o the use of yaur child/the child yau care for parsanal infarmatian as deseribad,

You have received a copy of this Participant Infor mation Sheet to keep.

LA
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12} Wha is running the study?

The study is being carried aut by the following researchers]: Miss Lauren Whiting.

This will take place under the supervdsion of Dr Christopher Clarke, UEA Academic Tubar
|ehristopher . clarke@ues ac.uk).

13) What wiill the study invahve far my child?
In ardier s ghos consant for yaur childthe child yau care for to participats in the research, you must
hiwe: parental responsibility. Furthermane the child you care far must meet the following criteria
Have 3 clinisal FASD Diagnosis (this inclutias Fatal Aleahal Syndrsme with or without sentinel
facial fautures, Foetal Alcohal Syndrome, Partial Faetal Aleohal Syndrome (BFAS), Aleohal
Related Birth Defects (ARBD), Alohol Refsted Meurological Disarder (ARND) or
ioural Discrder Assecisted with Prenstal Alcahel Expasure |NDPAE).
o e attending a UK sacoadary education satting.
® e in Year 8-11 4t the time of data collection,
Your child/the child you care far for is sware af their diagnosis.

This study imeeheas completing a semi-structured interview. The interview will take place virtually via
Microsoft Taame thersfore it will be conducted at a kcation familiar and comfortable far your
child/the child you care. In the interiew, your child/the child you care for will be asked guestions
Abaut their experiences of schoal and the factors they fesl contribute tewards pasitive edusatianal
wxpariences. The researcher will take notes about what they say. If your child/the child you care far
struggles to answer werbally, they can use pictures, prompts, cand sorting sctivities or drawing to help
theem. Pramgt cards and images will be pravided, but they can alss Bring alang amything they want ta
hedp them. Your child/the child you care can also be accompanied by an adult who knows them well,
such as yourself to suppart them thraugh the interdew grocess. |€ s intended parentyfcarer will be
present unless within pre-intarview dissussione you deem that yaur child/the child you care far will
acess the interview and language of guestions independently and the yaung person has reguested
thist parents/carers are not present. The adult would be present to help your child/the child you care
far to axprass or explain their views but canmat sdd their own parsanal views.

An sudio/video recording will be taken For the purpese of transeription,

i and yaur chikd/the child yau care for will have the opportunity ta review infarmation generated
abaut your chik/the child you care Far togethes, prior ta publlication.

{4} How much of my child's time will the study take?
The intendew will take roughly an hour to complete, depending en haw much infermation your
chiltd/the child yau care far wants to share with me. This s Be sharter if they have a preference far
this. They ane welcame to have  break whenever they need one. Following the interview, | will share
a capy af the tramscript with you, which vou can review with yaur child/the child ou care far to check
it it an aceurate representation of bur eenversation, Any camments an this can be shared via email
with me up to § warking days follawing recipt of the email. Reviewing the transcipt is entirely
waluntary and it | da ot receive & resporse within § working days of sending it to you, | will assume
yrus s st wish B review the transeript and don’t have any cammants,

{5} Does my child have to be in the study? Can my child withdraw fram the study ance they have
started?

Bering in this study is comphatedy waluntary and your child/the child you care for doss not hawve to take
part.
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Their decision whether to participate will not affect yours ar their current o futurs refationship with
the ressarchers or anyane ele ot the University of Cast Angliz naw ar in the future.

IFyou chioose to let your child/the child you care for, takes part in the study and then changes their
mind later [ar they no linger wish to take part), they are free ta withdraw from the study at any time
and they can withdraw their consent up 2 the paint their data is fully annarymised. You can do this
by emailing me. Due to ananymity, data cannot be remaved ance ancnmymised as it will nat be
passible to identiy child/the child you care for answers and remave them.

{6} What are the consequences if my child withdraws from the study?

Yewr child/the child you care for & free to stog the interview st any time. Unless you say that you want
us b keep them, any recordings will bie arased and the infermation your childthe child you care for
hias provided will nat be included in the study results, Your child/the child you care for may abso refuse
b answer any quastions that they da net wish to answer during the interview. IFyou decide at a latar
time to withdraw your child/the child you care for from the study their information will be remaved
fram our records and will not be included in amy results, up to the point data bas besn fully
ananymised.

{7) Are there any risks or costs associated with my child being in the study?

| understand that answering questions abaut scheal and tying ta remember back in time may be
stressful far some peaple. While the guestions ars not designed to be sensitive, schoal could
patentially be a difficult subject for some participants. Your young persan will be encouraged ta stop
thes interview i at any time they feel uncemiartable. Moreaver, the interview style will be flesible and
adapted to your young person’s needs, with the aim of making this a positive and comfortatile
exparience for them,

If you o yaur young person feels affected by ar warried about anything dicussed in the intendew
alter it is completed, you can access suppert thraugh the following erganisations:

bt/ fnatiamalfasd.arg uk/helgline contact)

hitt s/ frvw firsawarenes ang uk/sendees

{8) Are there any benefits associated with my chikd being in the study?

It is heped that this ressarch will raise awareness of the ed

young people with  diagnesis af FASD.

With raised awareness and knowledge, it is hoped that schooks and education settings will be

better informed of how to suppart these young peapls in education, to enhance their pasitive

exnpriences in schaol settings.

- Mareaver, itis haped that your young persan will feel that their vaice has been listensd to and
heard s this ressarch provides a unigue experience to reflect on and share their experiences
within education.

- The methods used to gather views will hopefully provide other ressarchers in Educational
Faychalogy with confidence that it s passible to capture the views and experiences of those with
FASD ar sther leaming ar communication difficulties, praviding metheds for further research
githering the waices of these young people.

| experiences of child d

{9) What will happen to information provided by my child and data collected during the study?

By agresing b your yaung persan taking part, you agree ta their respanses being collected and used
far the purpase of this stuty. Persanal data will b remeved and data callected during the study will
e anabysed in arder to find key themes within the data and then reported in the findings of the study.
Ay dista eollected will ealy be used for the purpase of this study. All data will be stored on the UEA
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Hyous for year chithe chifyau care for) are concerned aiout the ey this study isbeing conducted
ar you wish to make a complaint to the study, al the Head of
Sehol af Cucation and Lifelang Learring: Yann Lebeau [yann lsbeau@uss e uk, |

113) How do we know that this study has been approved to take place?

To protect your safety, rights, wellbeing and dignity, all research in the University of East Anglia i
reviewed by & Research Ethics Body. This research was approved by the EDU S-REC (Schaol of
Educatian and Lifelong Learring Research Ethics Subtammittee).

114) What is the general data protection information my child needs to be informed sbout?
According to data gratection legiskstian, we are required to infarm you that the legal basis for
gracessing your data as listed in Article 6(1) of the UK GDPR is because this allows us to process
personal data when it is necessary to perfarm aur public tasks as s Waiwessity.

In aditian ta the specific information provided above abaut why your child/the ehild you care (o,
personal dsta |srequ|r=d and how it will be used, there is alsa ion which needs
ta graovided far yaus:

» The data controller is the University of East Anglia.

» For further information, you can contact the Universit's Data Pratection Officer at
datapratectionBues.ac.uk

» ¥ou can alsa find aut mare about your childjthe child you care fpggdata pratection rights at
the Infarmation Commissinner's Office (I00].

» 1 you are unhapgy with how yaur chikd/the child you care fag personal data has been used,
please contict the University's Data Pratection Officer &t dataprotection@uea.se uk in the
first instance.

{15) OK, | am happy for my child to take part - what do | do next?

You need ta fillin ane copy of the cansent form and sign it electranically {using Microsoft Ward) and
return via el to lauren.whiting @ues.a. k. Please keep the lotter, informatian sheet and the
second copy of form far yaur i

{16) Further information
This information was last updated on 23" March 2025.

If there are changes to the infarmation provided, you will be natified by email

This information sheet is for you to keep
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child | care far

One Drive on a password pratected laptop. Only Lauren Whiting and Dr Christopher Clarke will have
access to the data, The averall results of the study will be written up inte @ thesis and submitted &
part of the [dusational Peyehology Dacterate that the researcher is undertaking st UCA. Your young
person’s data and infarmation will only be used as outlined in this Participant Information Sheet. Data
management will follow the Data Protection Act 2018 (DPA 2018] and UK General Data Protection
Regulation (UK GOPR), and the University of Cast Anglia's Research Dats Management Policy. The
information yau provide will be stared securely and your child/the child yau care fars ide ntity will be
kept strictly confidential, except as regquired by law. Study findings may be published and may also be
used far other schalarly and educational purposes such as in teaching, but you will not be identified if
wau decide to participate in this study, The data will be kept for at least 10 years beyond the last date
the data was used. The study findings may be depasited in & repasitory te allaw it to facilitate its reuse,
Tha dapasited data will not include yeur name oe any identifiable infarmation sbout you.

Your child/the child yau care {agly persanal data and infeemation will saly be used as utlined in this
Participant Infarmaticn Sheet, unless you consent atherwise. Data management will fellaw the Data
Pratection Act 2018 (DPA 2018] and UK General Duta Pratection Regulation (UK GOPR), and the
University of East Anglia's Research Data Management Pelicy.

Your child/the child pou care far's information will be stored securely and their identity will be kegt
strictly canfidentisl, except s required by b, Study findings may be published and may alia be used
far other schalarty and educaticnal purpases such as in teaching, but your child/the child you care far
will nat Be ientified if yau snd yaur childthe child you care fer decide to participate in this study.
The data will be kept For at least 10 years beyond the last date the data were used. The study findings
may be deposited ina repasitary o allow it to Facilitate its reuse, The depasited data will nat incude
yaur childfthe child you care far's name ar any identifiable information shout yaur child,/the child yeu
cara for.

110) What if we would like further information about the study?
‘When you have read this information, Miss Lauren Whiting (laurenwhiting@ues ac.uk] will be
available to discus s i with yau Further and answer any quéestions you may have about the study.

{11) Will mry child be told the results of the study?

Yoou andd yeur child/the child you cars foe have a right to receive feedback abaut the overall results of
this study.

You can tell us that you wish to receive Feedback by email This fesdback will b in the form of 2 ane
pge Ly surmmary in July 2035, once the research & complete, if yaur yaung persan wants this. You
will alscs e able to read the full thesis, should you want ta, ance it becames avaitable, The resaarcher
will esmail yeu to natity you when this is passible.

{12) What if | have a complaint or any concemns about the study?

IF there is & problem, please let me know. You can cantact me via the University of East Anglia at the
fallowing addras:

Miss Lauren Whiting

Sehoed of Cducatian ard Lifelong Learning

University of Cast Anglia

HORWICH MR 7T4

laurenwhiting @ues. se uk

O my supervisar, Or Christepher Clarke, UEA Academic Tutor [christapher.d.clardee® uea ac k).
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PARENTAL/GUARDLAN CONSENT FORM (First Copy to Researcher)

[PRINT FARENT'S/GUARDIAN'S NAME], consent to my child/the
e [PRINT CHILYS NAME] particigating in this

research study.

I giving my consent, | state that:

|understand the purpase of the study, what my child/the child | care for will b asked to do, and any
risks/benefits involved.

I hisve read the Parental/Guardian Informatian Sheet and have been sble to discuss my child/the
child | care for *s invalvement in the study with the researchers if | wished to do so
The researchers have answered any questions that | had abaut the study and | am haapy with the
answers.

1 understand that being in this study is completely voluntary and my child/the child | care far does
nat have to take part My decisian whether 1o lt them take gart in the study will ot affect our
the University of East Anglia now ar in the future.
I understand :rm vy child/the child | care far can withdraw From the study &t any time.
| understand that my child/the chik | care fr may stop the intendew t any time if they da not wish
ta continue, and that unless | indicate atherwise any recordings will then be erased and the
information provided will nat be inchded in the study results. | sko understand that my child/the
child | care for may refuse to answer ary questions they do't wish to answer.
| unierstand that the results of this study will be used in the way described in the infarmation sheet.
I understand that personal information abaut my child/the child | care far that is collected aver the
caurse af this praject will be stared securely and will any be used for purpases that | kave agreed to.
I unierstand that infarmation shout my child/the child | care fae will oaly be tald ta athers with my
permission, extept &5 required by law.

I cansent ta (piease tick yes ar nok

Audio-recarding of my child/the child | care for YES o NO o

Wideo-recarding of my child/the child | care far YES o NO o

My child/the child | care for reviewing transcripts
fallowing the interview YES o NO o

| canfirm that my child/the child | care for meets all elements of
the inclusion criteria, inclusive that my child,the child | care for
i aware of their FASD diagnosis. YES o NO o

I cansent ta being present during this interview if my child/the

child | care for cansents to this, to support with mediating language
and supparting my child/the child | care for to access the activities

and interview if required. YES o NO o
1 that my wiews will not be gathered as
part of this research as the focus is an the voice of the child. YES a NO o

‘Wauld you like to receive feedback about the overall results of this
study? YES o NO o
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BARENTAL/GUARDIAN CONSENT FORM (Second Copy to Keep)

1 JPRINT PARENT'S/GUARDIAN'S MAMEL, consent to my chikl/the
child | care for [PRINT CHILL'S NAME] participating in this
research study.

In ghving my consent, | state that:

lunderstand the purpase of the study, what mry child/the child | care for will be asked te do, and any
raks/benefits involved.

| hawe read the Parental/Guardian Informatian Shest and have been shle to discuss my child/the
child | care for *s inwalvement in the study with the researchers if | wished to do so.

- The researchers have answered any questions that | had abaut the study and | am hagpy with the
answers.

| understand that heing in this study i completely voluntary and my child/the child | care for doss
nat have to take part. My decision whether to let them take part in the study will nat affect our
relationship with the ressarchers ar amyane else at the University of Cast Anglia now or in the future.
| understand that my child /the child | care for can withdraw from the study at any time.
lunderstand that moy child/the child | care for may stop the interdew st any time if they da not wish
ta continue, and that ualess | indicate atherwse any recordings will then be erased and the
information provided will not be included in the study results. | also understand that my child the
child | care for miy refuse to answer any questions they dan’t wish to answer.

- lunderstand that the results of this study will be used in the wiy described in the information sheet.
| understand that personal information abaut my child/the child | care far that is callected aver the
course af this project will be stared securely and will anky be used for purpases that | have agreed to.
| understand that infarmatian about my child/the child | care for will oaly be tald ta athers with my
permission, encept s reguired by law.

| cansent ta (pleass tick yes ar nof:

Mudio-recarding of my child,/the child | care for WS o HO o
Wideo-recording of my child fthe child | care far YES o NO o

My child/the child | care for rewviewing transcripts
fallowing the imterview YES o NO o

| cartfirm that my child/the child | care for meets all elements of
the inclusian eriteria, inclusive thak my child/the child | care far
i aware af their FASD disgnasis. YES o HO o

1 consent to being present during this interview if my child/the

child | care for cansents te this, o sugaort with mediating language

and supparting my child/the child | care far to access the activities

and intervew if required. vis O o O

| understand that my parental/carer views will not be gathered as
part of this research as the facus is an the voice of the child. YES a NO o

Wauld yau like ta recene feedback about the oversll results of this
study? YIS o HO o
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Appendix R

Adapted Child Friendly Information Sheet and Consent Forms

University of East Anglia
4+ Marwich Research Park
Marsich. NR4 7T

University of East Angla Email: lauren whitingfuea.ac uk

[14™ August 2025]

‘What are the Educational Experiences of Children and Young People (CYP) with a Diagnosis of Fetal Alcohol
Spectrum Disorder (FASD) in Secondary Education Settings in the UK

Study Information Sheet

Hello. My name iz Leuren Whiting, and | am 3 Trainee Educational Psychologist/Post
Graduate Researcher at the University of East Anghia.

I am daing & study to find out more about the experiences of children with a dizgnosis
of Fgial alcohol Spectrum Disorder (FASE) in szcondary school and what they like
about school.

| am asking you to be in my study becsuss you are in Year 8,9, 10 or 11 at 3 szcondary school and have 3
dizgnosis of FASD. | need your help because | am hoping to better understand how children and young people
‘with FASD experience education and the things which help you in school. Therefore, you have been invited
to take part in this research to share your experiences about school.

‘fou can decide if you want to take part in the study or naot, it's up to you.

This sheet tells you what | will 2k you to do if you decide to take part in this study. Please read it carefully
«or ask an adult you trust to help you. Your parent or carer has received an information sheet too, so they
«can help you understand. I've also made a video about the study

{https://drive. google. com/file/d/1 Psuch 7w keHFuzOVaxiujzyicia ThEWn S, vi h; link}

If you decide you want to be in the study and then yow change your mind later, that's ok. all you nead to do
is tell me that you don't want to be in the study anymore. You can do this anytime during the interview and
if after the interview you decide you don't want your datz to be used, you we can remove it up until the
point it has been anonymised (your name and all information about you taken out). Due to the anonymized
data, it will not be possible to identify your answers and remaove them after this point. Your parent/carer can
email me at lauren whiting@uea. ac uk if you want to remove your data after the interview.

If you have any questions you can speak to me during the study or your family/carer.

‘what will happen if | say that | want to be in the study?

» | will invite you to come to an interview.

# The interview will happen online on Microzoft Teams. | will be at home on my laptop and you will be
in & place that you know and feel comfortable in (lkely your home) on 3 device you can use such as
alaptop.

» An adult you know well and trust will be with you during the intendew to help you if you need it.

# 1 will ask you scme questions about school.

Are there any good things about being in the study?

« This stuty will help the voicz of people like you be heard!

= Thiz study will help people to understand the experiences of young people with FASD in
secondary schools and the things which can ke supgortive in schoal.

w¥igu might find it useful to think about the positive times you have had in school.

=¥iou won't get anything for being in the study, but you will be helping me do my research.

Are there any bad things about being in the study?
 Thiz study will take up some of your time.
# Sometimes, you might find it tricky to explain your answers- that iz why | will offer you
different ways of sharing your views such 2= card sorting or drawing.
# If you don't enjoy schaool, some questions about your experiences might be tricky to answer.

Will you tell me what you learned in the study at the end?
‘s, | will if you want me to. There is & question on the next page that asks you if you want me to tell you
what | lzamed in the study. If you cirdle Yes, when | finish the study, | will tell you what | learned

‘what if 1 am not happy with the study or the people doing the study?

If you are not happy with how | am doing the study or how | treat you, then you can tell me
during the study or someone who looks after you can:

ooc| * Email me jouren.whiting@ued. oc uk
» Contact my supervisor Christopher, 0. Ok @, or ik
» Email my Head of School ¥.ieheou@ues.oc wk

How do | know that this study is ok to take part in?

&l research | undertake is checked and approved by an Ethics Committes at the University of
East angliz before | can start it

‘what if | want to know more about the information collected on me in the study?

when we talk in the study, | will collect some information which is unigue to you. | can anly
collect this information if | have & reason to do so. My reason to do so for this study is because
Lﬁ the study is in the public interast.

This information is stored by me within the University of East Anglia. They help me protect your information
and look after it.

If you want to know more about the information collected sbout you, your parent/carer can email me
louren whiting@ueo.acuk or they can  email the University's Dsta  Protection  Officer
{dataprotection@uea.ac uk) who helps to protect your The "s Office

» If these are tricky to answer, | will give you some activities to choose from which may help you to tell
ma about school. This might be sorting some cards with pictures on them about school or doing zome
drawings about school. You can decide which activities you want to take part in and can stop st any
time

* Some questions and activities will be about your positive experiences in school, this means things
wou like or enjoy or that helped you to lzarm. We will also consider the things which are more
challenging if you want to talk about them.

» wWwhen | ask you questions, you can choose which ones you want to answer. if you don't want to talk
about something, that's ok. You can stop talking to me at any time if you don't want to talk to me
anymare.

» ou will be with me for sbout an hour and can stop the interview whenever you want to and can have
as many breaks as you nead to.

If you say it's ok, | will record what you say with an audio recorder.

If you say it's ok, | will make 2 video of our inteniew with a video recorder.

Will anyone else know what | sy in the study?

I'won't tell anyone else what you say to me, except if you talk about someone hurting you
or about you hurting yourssif or someone else. Then | might need to tell someone outside
f———==l| of the study to keep you and other people safe.

&l the information that | have about you from the study will be stored in & safe place and | will look after it
wery carefully. | will write 3 report about the study and show it to other people, but | won't put your name
in the report, and no one will know that you're in the study. | may slso share your information with other
reszarchers and use it for teaching and outreach purposes, but | will take out your name.

“You may choose to do some drawings in the intndew, if it is ok with you, | may ask you to show me these
‘on the laptop screen so | can understand them 2 bit better. Once we have finished, if it is ok with you, 1will
ask your parent/carer to share any drawings with me using a link | send them so | don't forget t you
shared with me during cur corversation. If you say it's ok, | will include pictures of the other activities we
did when | writz up the interdew.

How bong will the study take?

#  The interview will take roughly an hour to complets, depending on how much
information you want to share with me.

*  You are weltome to have & break whenever you need one.

#  Atthe end of the interview, your parent/'carer will be sent a copy of the transcription
{our conversation recorded in words) and offered to check that it iz what you thought it
wiould be, this is up to you if you want to do this. You can do this in your own time, and you
will have 5 days to complete it and send me any feedback if you choose to.

{1cC} helps to protect everyone's information. If you are unhappy with mine or the University Data
Protection Officer's responses sbout your information, you can speak to the 120
Further information

This sheet was last updated on 23" May 2025. | will update you if | make any changes to
this sheet.

This information sheet iz for you to keep.



Participant Consent Form (First Copy to Researcher-send vio parent/tarer)

If you are happy to be in the study, pleass:

. write your name in the space balow.
. sign your name at the bottom of the next page.
- put the date at the bottom of the naxt page.

wou should only say “yes’ to being in the study if you know what it is about, and you want to be in it. If you
don't want to be in the study, don’t sign the form.

. [PRINT NAME], am happy to be in this research study.
In s&ying yes to being in the study, | am s3ying that:

W | kmow what the study is about.

I know what | will be asked to do.

Someone has talked to me about the study.

My guastions have been answerad.

I know that | don't have to be in the study if | don"t want to.

A R T

I know that 1 can pull out of the study at any time if | don't want to de it anymeore and it will b2
passible to remove any information | have already provided up until the information is anonymiszd.
I knows that | don't have to answer any questions that | don't want to answer.

+ | knows that the ressarchers won't tell anyone what | say when | talk to them unless 1 talk about being
hurt by somaone or hurting myssif or someone else.
- I knows that an adult | trust will need to be with me during the interiaw.

Information Sheet containing more wisuals if requirad

Research Project Title: What are the Educational Experiences of Children and Young Peaple [CYP] with a Diagnosis
of Fetal Alcobol Spectrum Disorder (FASD] in Secondary Education Settings in England,/ UK

Name of researcher: Lauren Whiting

My name is Lauren, and | am training to becorne an
Educstional Psychologist.
This means that | work with lots of young people
Just like you and help them with their
learning in school.

Iwant to find out about how children like you
fzel about school.

If you would like to take part, this is what
will happen.

1will meet with you and the persan who
cares for you on the computer and will ask
Wil some questions about schoal.

1 will be at my house, and you will be in your house
jor somewhere you feel comfortable] with an zdult
wou trust there to help you if needed

If the questions are hard to answer, we may
complete some activities like drawing or sorting
cards to help you share your views.
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Naw | am going to ask you circle ‘Yes' or No' to tell me what you are happy to do or not o in the study.

Are you hagpy to speak to me? Vs No
Are you happy Far me to take 3 video of our intendew on Teams? Yes No
Are you happy far me to audio record yaur vaice? Yes No
Aure wau happy to have your parent/carer present during the interdew to support Yes HNo
wau if you need it?

Aure ywou happy to share the activities you complete on the screen Yes HNo
during the interview and for your parent/carer ta share these with me after the

interview?

Aire yau happy for me to use images of the activities we did on the screen when | Yes o
write up our conversation?

Are wau happy to look ata copy of our comversation to make sure it captures your  Yes No
wiews accurately? | will send this to your parent/carer after the meeting.

Do you wiant me to tell you what | learned in the study? Yes HNo

Signature Date

if there are any guestions you are unsure of or
don’t want to answer, you don't have to answer
them.

I it is ok, | will record a video of what we talk
sbout so that | can use it to remember what we
spoke about.

After the meeting, you can check the writtan copy

of our conversation if you would like to, to sse if it

says what you were expecting. You don't have to
di this if you don't want to

‘What you say will be kept zafe until | have writtan
it up for my University project and then it will be
deletad.

I'wor't tell amyone else what you say to me, except
if you talk about someone hurting you or about
wou hurting yourseif or someone else. Then | might
nead to tell someone outside of the study to keep
wou and other people safe.

| might wse some of what you say for my university
project. But | will not use your name. | will use a
made-up name instead.
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Participant Consent Form with reduced language

Flease read the following and circle YES or NO._..

S ©

| have read the participant information or have had it YES N
read to me
| knowy whiat the study is about YES N
haty guestions hawve been answerad. YES MO
I know what | will be asked to do. YES MO
| agree 1o what | =3y being videoed and recorded YES MO
| knowe that at the end of the intervisw | can check what YES NO
hzs besn recorded through a copy sent to my
parent/carer
| kenow that | don't have to be in the study if | don't want YES N
to.
| know that | can stop the intendew at anytime and the YES MO

information will b= deleted

1 know that | can choose not to answer questions if | do YES [Ts]
not want to, | can ask 1o skip 1o the next question

| know that | can decide mot to take part at all YES N
1 know that | can 3sk to have 3 break at any time YES MO
| understand that what | =3y will bz kept in 3 zafe place YES NO

and will be deleted when it has besn written up

1 know that the researchers won't tell anyone what | say YES [Ts]
when | talk to them unless | tlk about being hurt by
someone or hurting myz=!f or someone elss.

I know that | can have an adult | trust with me to helpif | YES N
want to

| wiould like to take part in this study YES MO

| am happy to have the activities | do shared on the YES NO
screen and shared with the researcher after the meeting.

| am happy for pictures of my activities to be in the write YES N

up.
Do you want me to tell you what | lz=amed in the soudy? YES N
MR, e

&
i
I
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Appendix S

Debrief Forms

University of East Anglia

Monwich Aesearch FPark
Momwich. NR4 7T) [ l +§ University of East Angliz
Monwich Resseanch Park
Parent/Carer Debrief Form Email- Nomvwich. NAd 7T

urenwhitingfRusg.ac.uk nibversity of East Avgla
[ Emailz
Uniwersity of East Anglla Participant Debrief Latter
Thenk you fior consenting for your child/child you care for te participate in my resesrch
exploring the educational experiances of children with FASD in secondary schools in
the UK. Hopefully, this research will inform profassionals and others” knowladge of the
educationsl experiences of children and young people affected by prenatal alcohol
exposure. Greater knowledge will therefore hopefully resultin more informed support
&nd potentially benafit other children having similar experences.
“Your child's/child you cere for responses within the semi-structured intarview will now
ba transcribed and eny form of idenifying information will be omitted or Thank you for sharing lots of information about your experiences at schoaol and for being
peeudonymised for the purpose of publication. Onee the recerdings have baen involved inomy research. Hopefully shering your expariences will help others leam mone
transcribed, they will be destroyed. Onee the data has been analysad, | will endeavour about how to make school better for childran with FASD.
to send you a summaery of the research and the main findings if this would be of interest You helped me:
to you?
- Understand about your experiences at school.
- Understand what helps make school a positive experience and
If you hawe any questions, please do not hesitate to contact myself wihist supports you in sehool.
(lauren whiting@es scuk) or my research supenisor
(Christopher D.Clarke@ues.ac.uk).
. . . Wa spoke about this in the session tegether but just to remind you that |
Forf'urtheralfpport and advice, the following websites have some useful resources and racorded whatyou teld me and will keep this information safe. | will use
suppart services wihiat you have said to help me with my University project and then it will
National Organisation for FASD (NO-FAS) hitns://nationalfasd,org ukhelpline-contact/ =] ba deleted. Mo one will know who seid the information because L won't
X use your name or your school's name.
FASD fweareness hitpsswww fasdewasreness orgaulkisenices
If you are fealing worried about anything you said, or are upset by any of the
questions asked, pleasa let me or 8 grown up that looks after you know.
“fou can also contact me, and I'will help you to find & senvice that can halp
Leuran Whiting you with d’jesejeelingsorwries.l"lyemailEddrass is ) )
Doo| leuenybhiting@ues ac k. If you need to contact my superviser, thair
Traimes Educational Psychologist, Univarsity of East Anglia email address is Christopher. [.Clarked@uen. seulk.
Dr Christopher Clarke

Acadamic Tutor, University of East Anglis

Thank you
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Appendix T

Thematic Map for Personal Experiential Statement for Each Participant

Josh

| \
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Oscar

Staff are available and
accessible to provide co-
regulation and access to

Staff in independent
setting are perceived as
passionate, skilled and

Building trusting
relationships with staff
overtime supports

support attuned in their approach consistency
oy . Support needs to be
ff availability sh
Need for an Staff availability shaping flexible and adapted in

individualised approach

if adjustments feel
possible

response to students’
presenting needs
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Peers experienced
as distracting in
mainstream setting
adversely impacting

Difficulties
sustaining
attention

Difficulty keeping
up with the expected
pace of lessons
within mainstream

Supportive for
learning to be
delivered in short
manageable steps

engagement setting
| |
{ | |
Friendships and Comparing Supportive,

Sense of opportunities for setting to welcoming and Providing
relatedness positive another home, not punitive young people
and mutual interactions supporting atmosphere autonomy and

understanding supporting sense sense of creates a sense of responsibility
of belonging belonging community

Confidence in
staff to manage
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behaviour and
keep students safe

Impact of punitive
approaches in
mainstream setting vs
restorative approach in
independent setting

Level of change
needed reflecting
vast difference in

experiences
between settings

Rules, restrictions

and flexibility
impacting his

motivation and
engagement
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High staff to
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and smaller
class sizes are
supportive

Importance
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regulatory
spaces
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supporting
emotional regulation
and opportunities for
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success
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Supporting
life skills
and
transition to
post-16
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Appendix U

Example Research Diary Entries During Recruitment
13" August 2025- A POTENTIAL PARTICIPANT!
Today started with an email from a mother a young person due to transition to Year 9 in
September 2025 in a mainstream setting, who is interested in taking part in this project. I feel
today marks an important part of this research journey and while this young person is not a
confirmed participant and has not formally consented, this is a breakthrough in what has been a
long wait for participant responses. I feel ecstatic that the project may be possible and feasible

after all and feel grateful this young person has shown their interest in the project.

14™ August 2025 Supervision

Following feedback from my gatekeeper and the FASD community, we are extending the
participant criteria to include specialist settings and specialist units, not just mainstream settings.
This is justified as feedback highlights often by secondary school, these CYP have received a
diagnosis, resulting in additional support through EHCPs and often specialist placements. We
discussed how this does not change gatekeepers, recruitment strategy or methodology it just
changes wording in forms (e.g. consent, debrief etc.), the recruitment poster and the project
title/question wording (amended versions of wording attached). The amended wording
throughout the application is highlighted within the attached ethics download from previous
submission.

We have agreed that if I only receive 2 participants, it may be that I do a narrative inquiry. If I
get to October and still have no participants, the project may adapt to include parental
perspectives through reflective thematic analysis (see supervision notes for rationale, ontology

and epistemology and literature search changes to include teacher perspectives).

November 7" Supervision

Currently I have one interview completed! And 4 potential participants potentially consenting to
take part. We discussed how I currently feel frustrated relying on other people and lacking
confidence about whether I can recruit enough participants and rich enough data for IPA and
thesis requirements. X and I spoke about the complexity of recruiting these young people but

how I want to stay true to my values of the research, amplifying CYP’s voice as this is so under
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presented in research. We discussed the use of thematic analysis, however the number of

participants I have for CYP would not be enough for a competent thematic analysis.

21°" November- Interview two

Today I conducted my second interview with a young person with FASD. I left this interview
feeling lighter and with a reignited passion as to why am I doing my research and feel so
passionately about amplifying these young people’s voices. This interview was a unique
experience because the young person had attended a mainstream secondary school for year 7-8
and transitioned to an independent specialist for Y9. He was therefore able to make clear
comparisons between the support offered at each setting and how this impacted his sense of
belonging, feelings of safety and motivation to attend school and do well. His responses about
his experiences provided real hope about what works for these young people and therefore
elements which could be reflected in mainstream as they were often simplistic such as adults
being caring and passionate about their role. The feedback from his mum demonstrated the
importance and appreciation for the research in raising awareness and amplifying these young

people’s voices! Despite recruitment challenges, this demonstrated why I keep trying!



Appendix V

Copyright permission from Canadian Medical Association Journal

RE: Thesis Figure Permission

SlalL TEpP1y Wil L Iark you: JL ITiark yuu very riucin: Jl Jredl, Uidlk you S0 iucrn J

Warning: This email is from outside the UEA system. Do not click on links or attachments unless you e
sender and know the content is safe.

Hello Lauren,

You have the CMAJ’s permission to use the 2 figures in your thesis.

Best,
Isabelle

Isabelle Laurendeau
Business Development Manager, CMAJ Group

Développement de I'entreprise, Le Groupe JAMC

500-1410 Blair Towers Place / 500-1410, place des tours Blair
Ottawa ON K1J 9B9

C (613) 325-5600
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