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Summary
This thesis contains three chapters: a themed narrative literature review, an
empirical review and a reflective account. The first chapter comprises a broad review
of the existing literature around foetal alcohol spectrum disorders (FASD), and more
specifically FASD in the context of education,f r om parent sé6, pupil so,
professional sd6 and edEPpedgpectvesINep,thg chol ogi st s
empirical chapter consists of a qualitative study based on the experiences of eight
adoptive parents and one pair of foster carers who are raising children with FASD.
Reflexive thematic analysiswasused t o anal ys eaccountsofpoawr t i ci pal
their children experience school, how they themselves experience the family-school
interaction, and their view on any support they have received from EPs. This section
concludes with future directions for research and recommendations for schools and
EP practice. The closing chapter provides a personal, yet critical reflective account of
the research experience, detailing why decisions were made at key timepoints. The
entire research process is discussed including identification of an area of interest,
reviewing the literature and the research design. The paper is drawn to a close
through further consideration of the implications of the research findings, how these

will be disseminated,and how t hi s contributed to the res
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Glossary of Terms

ACE Adverse childhood experiences

AD Attachment disorder

ADHD Attention deficit hyperactivity disorder
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ARBDs Alcohol related birth defects

ARND Alcohol related neurodevelopmental
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Chapter One: Literature Review
Introduction

Diagnosis and Diagnostic Challenges
Foetal alcohol spectrum disorders (FASD) describe multifaceted physical and

neurological difficulties that are a direct result of prenatal alcohol exposure (PAE)

(Blackburn & Whitehurst, 2010; Millar, et al., 2017). Al c o h ol i sGaa Ot eratog

substance which may cause multileveled difficulties for an unborn child (West &

Bl ake, 2005). Al cohol which ent er s,aftettse
t he baby 6 sntasehe &ilitptp lnemk down the alcohol is not yet present
(Blackburn et al., 2012). Historically FASD was an umbrella term used to incorporate
various diagnostic labels used over time (Scottish Intercollegiate Guidelines (SIGN)
156, 2019). It offered a description of a hypothetical spectrum of the results of
exposure to alcohol in utero (Coles, 2011). By contrast, foetal alcohol syndrome
(FAS) was a clinical label, first given to a cluster of PAE related birth defects in 1973
(Jones & Smith, 1973). FAS was often positioned asbeingon t he @A mosa
of the FASD spectrum (Aiton, 2015, p.270), however, it is likely that this pertained to
the fact that FAS was the most clinically recognisable form of FASD. FAS was
broadly characterised by the following diagnostic criteria (Blackburn et al., 2012;
British Medical Association (BMA), 2016; SIGN 156, 2019):

(1) Evidence of PAE.

(2) Abnormalities within the central nervous system (CNS). This included
structural, neurological, and functional differences or a combination of all,
resulting in microcephaly (below average head size) and learning difficulties
or developmental delays.

(3) A specific pattern of three facial differences and delays in pre- and post-

natal growth. This included small palpebral fissures (narrowing of the

f oetu

sever
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opening between the upper and lower eyelids), flattening of the philtrum

(mid-line groove between the nose and mouth) and a thin vermillion border

(upper lip).

(4) Individuals diagnosed with FAS typically had below average height, weight,

or both since birth. This was measured as being below the 10" percentile.
Not all those affected by PAE met the prescriptive criteria for a diagnosis of FAS
(Astley et al., 2002). Other diagnostic terms included, but were not limited to, partial
foetal alcohol syndrome (pFAS), alcohol related birth defects (ARBDs), alcohol
related neurodevelopmental disorder (ARND), and neurobehavioural disorder
associated with prenatal alcohol exposure (ND-PAE) (Aiton, 2015; BMA, 2016).

In 2019, the first clinical diagnostic guidelines for children and young people
(CYP) born to alcohol exposed pregnancies in the United Kingdom (UK) were
published (SIGN 156, 2019). The standardisation of terminology was a primary focus
of this guidance, resulting in three new, well-defined, clinical diagnostic and
descriptive terms: FASD with sentinel facial features (diagnostic term), FASD without
sentinel facial features (descriptive term) and CYP at risk of neurodevelopmental
disorder and FASD associated with PAE (descriptive term). Table 1 details each
diagnostic criteria and a diagnostic algorithm is available in Appendix A.

Table 1

Diagnostic Criteria as Determined by SIGN 156 (2019)

Term Criteria

FASD with sentinel facial features 1 Simultaneous presentation of three
facial differences: small palpebral
fissures, a thin upper vermillion and
elongated philtrum.

No evidence of PAE necessary.
Evidence of pervasive and long-
standing brain dysfunction, defined
as severe impairment in three or

= =4
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more areas of neurodevelopment,
detailed in Figure 1. This is
evidenced by a global score, or
major sub-domain score on any
standardised neurodevelopmental
measure that is C
deviations below the mean.
Confirmation of PAE required.
Evidence of pervasive and long-
standing brain dysfunction. This is
defined and evidenced as outlined
above.

1 Absence of facial differences
necessary for dia
with sentinel fac
Confirmation of PAE required.

Some indication of impairment

within areas of neurodevelopment,
however, this is insufficient to meet
the criteria for the previous two
diagnostic terms. This should be
evident in combination with a
plausible explanation as to why the
neurodevelopmental assessment
results failed to meet the criteria for
significant impairment.

FASD without sentinel facial features

= =4

CYP at risk of neurodevelopmental
disorder and FASD associated with PAE

= =4

Figure 1
Nine Brain Domains Affected by PAE from National Health Service (NHS), 2019, p.

6.
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Those with FASD are heterogenous and whilst distinct physical features may
support early identification, approximately only 10% of cases present with these
recognisable differences (Blackburn & Whitehurst, 2010; St r ei ssgut h & OO0 Mall
2000). Where physical differences are absent, there is a greater reliance on
knowledge surrounding maternal alcohol consumption. This brings its own
challenges regarding pregnant women accurately self-reporting their alcohol
consumption (Schdlin et al., 2021). This is difficult when approximately half of all
pregnancies may be unplanned (Aiton, 2015), as women might have consumed
alcohol when they were unknowingly pregnant and cannot reliably disclose this
information retrospectively. Moreover, guidance around alcohol consumption for
expectant mothers has been inconsistent. No research has identified a threshold or
0safed quantity ooduring pregoanoy.lAitoc (@015 attrboitedithis
to practical challengesin 6 assessingdé significant PAE and

in longitudinal research. Prior to 2016, guidelines suggested that one to two units of
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alcohol, once or twice a week, would cause no harm to an unborn child. Whilst it is
stlilbel i eved that the risk of harm is |ikely t
amounts of al cohol (SI GN 156, 2019), the qua
unclear. As such, abstinence from drinking throughout pregnancy is the safest
approach (Department of Health (DoH), 2016).
A comprehensive multi-disciplinary assessment is required to obtain a
diagnosis in the UK. This assessment may be informed by paediatricians, speech
and language therapists (SALTS), clinical psychologists (CPs), EPs, health visitors
and occupational therapists (OTs), amongst other professionals (SIGN 156, 2019).
Historically, a lack of clarity has existed amongst diagnostic professionals.
Mukherjee et al., (2015) found that whilst 66.5% of participants agreed that
community paediatricians were the relevant professional for referral when FASD was
suspected, they also concurred that no clear pathway existed following this referral.
Whilst current researchers (e.g. Scholin et al., 2021) note that this may have
improved since the introduction of the UK diagnostic guidelines, the lack of
knowledge amongst health professionals is cited within that document as posing a
Asigni fi cant inpleadntatiemofaecontpehensivesand consistent
approach to the management ofThiEiA&iDanced S| GN 15
by research which found that 72.5% of health professionals reported having
insufficient information to advise pregnant women about safe alcohol consumption
(Mukherjee et al., 2015). In 2021, 19% of midwives were not recommending total
sobriety to expectant mothers, because they followed previous guidelines (Smith et
al., 2021). This may relate to Mukherjee et al6 .s(2015) finding that not all health
professionals, including some midwives, felt that FASD was relevant to their role.

The implications of which are highlighted in research by Public Health England
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(PHE) (2019). Theyi dent i fi ed that whilst the %moking

of expectant mothers, this was lower for the drinking status whichwas 6 known é f
only 56.9%. This translates into systemic barriers to diagnosis (Petrenko et al., 2014;
Whitehurst, 2011), a process which parents describe as a drawn out, ongoing battle
(Balcaen et al., 2021; Brown, 2015; Sanders & Buck, 2010). For instance, one study
found that birth mothers, who were aware of their own alcohol consumption,
struggled to be heard or believed by health professionals and thus experienced
obtaining a diagnosis for their child as a challenge (Thomas & Mukherjee, 2019).
Recently, The National Institute for Health and Care Excellence (NICE) stipulated
that the onus should shift from expectant mothers and towards professionals, who
are able to populate a comprehensive medical history by asking relevant questions.
This year they have published guidance stipulating that alcohol consumption should
be recorded on maternity records and | ater
(NICE, 2022). The proposals were met with retaliation by those advocating for the
maternal right to privacy (British Pregnancy Advisory Service (BPAS), 2020).
However, the suggestion is in recognition of previous research which has evidenced
that FASD is easily misdiagnosed due to the significant overlapping characteristics
with other conditions, including attention deficit hyperactivity disorder (ADHD),
sensory processing disorder (SPD), autism spectrum disorder (ASD) and reactive
attachment disorder (RAD) (Bruer-Thompson, 2016; Petrenko et al., 2014).
Prevalence

Literature indicates that global prevalence of FASD may be between 2 and 20%
(Petrenko & Alto, 2017). Reliable figures within the UK remain unclear, although
previous estimates were that the prevalence of FASD amongst births in the UK

within the early nineties could be between 6 and 17% (McQuire et al., 2019). This is

t
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consistent with global findings; however, this statistic was produced using screening
algorithms for FASD which is not equivalent to formal diagnosis. More recently, data
from Lange et al., (2017) which indicated that 41.3% of women consume some
alcohol during their pregnancy, was used by Schdlin et al., (2021) to propose a UK
estimated prevalence of 3.2%. This is consistent, although at the higher end, of
figures (between 1.8 and 3.6%), reported by McCarthy et al., (2022). However,
caution should be appliedas Mc Car t hy (2@2R) esirhafioh was reached using
selective sampling within one area of the UK, meaning that it is not possible to draw
conclusions towards overall population prevalence. This study was also part of a
prevention and awareness initiative within the local area, which is suggestive of
wider concerns around alcohol consumption amongst pregnant women in that
locality. However, the authors describe their findings as conservative as it was
assumed that all those who were not examined did not have FASD, and their figures
align with those reported previously.

Whilst it is not possible to draw definitive prevalence rates, current research is
indicative of a prevalence rate that is higher than other neurodevelopmental
disorders, including ASD which has a prevalence amongst children of at least 1%
(NICE, 2020), yet FASD is significantly under researched by comparison (Westrup,
2013). FASD also disproportionally affects adopted and looked after children (LAC)
(Adoption UK, 2018), with 85% of CYP with FASD being placed in care (Carpenter,
2011). In a survey of 5000, UK based, adopted families, 8% of CYP had a confirmed
diagnosis of FASD and a further 17% had suspected FASD (Adoption UK, 2020).
This is representative of well documented barriers to receiving a diagnosis (Adoption
UK, 2019), and suggests that prevalence of FASD may be even higher amongst this

population.
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Aims of the Literature Review and Terminology

The following literature review provides an overview and critical analysis of
research related to FASD and education. This is a themed narrative review which
uses themed subheadings to collate existing research findings together to improve
understanding of the topic (Collins & Fauser, 2005). This includes discussion of the
implications of FASD for learning, experiences of and within education settings for all
stakeholders, and the scope for future educational psychology practice. The overall
aim is to formulate appropriate recommendations for future research. Whilst more
typical of a systematic literature review, to enhance transparency and rigour,
information regarding literature searches including search terms, dates, and search
engines is provided in Table 2.
Table 2

Literature Review Search Terms

Search terms foetal/ fetal alcohol spectrum disorder/
foetal/ fetal alcohol syndrome/ FASD/
partial foetal/fetal alcohol syndrome/
prenatal/ pre-natal alcohol/alcohol
related neurodevelopmental disorder/
alcohol related birth defects
and
voice/ perspective/ experience/

education/ school/ parent

Date of search November 2020-March 2022

Search engines Google Scholar, ERIC, EBSCO Host

Inclusion/Exclusion Criteria 1 Research which was published,
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peer-reviewed, and conducted
within the UK was preferred,
however, the sparse literature
resulted in the inclusion of
studies which provided an
interesting insight despite not
meeting these criteria. For
example, the inclusion of

I nt er nat i o nitaratura 1
Research studies dated from the
year 2000 onwards were
selected to ensure that the
information was as relevant as
possible. Some earlier
references were also included
due to their significance in the
field.

Medical studies using animals
were excluded because their
validity in relation to human
participants is questionable, with
under 50% successfully
predicting human outcomes

(Langley, 2009).
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The initial search focused on Google Scholar and organisational reports, advice and
guidance from sources including, but not limited to, NICE, PHE, Adoption UK, SIGN,
BMA, the National Organisation for FASD, and the BPAS. These are referenced
given their pertinence to the topic. These searches informed a broad understanding
of terminology and facilitated the identification of the search terms. For instance,
spelling of the word oO0fetald reflects intern
NICE and SIGN.Howe ver , t he s pfavoured. The litérdtureeseaect véas i s
extended through use of a snowballing strategy where relevant material cited within
the original publications was accessed, this included other journal articles and books
that the author conveyed as relevant.
Whilst the author acknowledges terminology used in the previously discussed
current UK diagnostic guidance, this review continues to use the term FASD as an
umbrella term to encompass the range of effects of PAE. Thus, placing equal value
on each individual experience within the spectrum of FASD, regardless of diagnostic
|l abel. This adheres to the recommendations o
Gui ded (National Or ga nwhichmformedmuse bféanguageA SD, 2020
throughout this review. Similarly, use of the term FASD accounts for the recency with
which the UK clinical guidelines have been introduced, as the updated terminology is
not yet reliably used within the literature.
Given the prevalence of FASD amongst the adopted and looked after
population, this review overwhelmingly draws upon findings from participants within
thiscontextt As such, the aut hor uescenspass dilearegieersm o par
including adopters, foster carers and birth parents, respectively. However, where
relevant, research findings involving biological parents are noted.

Theoretical Framework: A Systems Perspective to FASD and Education
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A systems way of thinking originates from the initial workings of von Beralanffy,
who in 1950 developed general systems theory (GST). Dowling and Osbourne
(2018) describe a systems perspective as a means of viewing an individual within
the context in which they exist. The idea of context is one of five key principles of
GST, alongside circular causality, punctuation, homeostasis, and information and
feedback. Within GST the individual is positioned as one component of a system
(context), which both affects and is affected by other components within the system
(circular causality). The nature of circular causality is one which makes identification
of cause and effect challenging. Consequently, the way in which this is interpreted or
perceived is dependent on how reality is understood (punctuation). Homeostasis
supports understanding around how a continuation of behaviour is maintained by
resistance to change. The relevance of information and feedback to social sciences
is perhaps the clearest. The component, in this instance the individual, is modified or
affected by its interactions with another component of the system. This is done
through a circular process, known as a feedback loop of information exchange
(Dowling & Osbourne, 2018).

The systems around an individual with FASD are undeniably complex,
particularly for those who have experienced social care involvement. Prevalence
rates suggest that a considerable percentage of those with a diagnosis will have
multiple layers to their family system. Based upon early experiences in the formative
years, this includes a combination of adoptive, foster, and birth relatives (Coggins et
al., 2007). Moreover, support from social services enrols the individual within another
system. The adverse childhood experiences (ACESs) study identified seven
categories of childhood experiences which ar

negative life outcomes, this includes having lived with an alcohol or drug abuser
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(Felitti et al., 1998). Amongst a sample of 374 adopted children, 42% were identified

as having experienced at least four ACEs (Anthony et al., 2019). One should hold in

mind that no confirmed safe limit of alcohol consumption within pregnancy currently

exists, so it is not accurate to suggest that all birth mothers of a person with FASD

are, or were, Oalcohol abuser sobeintentonohg pr egn
this review to attribute blame, particularly as birth mothers have noted contextual

factors, beyond their control (e.g. family history, mental health difficulties and poor

health guidance), which influence their drinking habits (Thomas & Mukherjee, 2019).

Indeed, the National Organisation for FASD (2020) stipulates the need to recognise

alcohol, not the consumer, as the catalyst. However, research has found that

children of alcoholics are more likely to have experienced all other categories of

ACE, including abuse and neglect, compared to children of non-alcoholics (Anda et

al., 2002). Living with an alcohol abuser may relate to a birth father instead of birth

mother, and consequently their alcohol consumption is unlikely to cause damage in

utero. The contextual circumstances surrounding FASD can be understood through
adoptingthelensof Br onf enbr enner 6 s BiHumah®évelagpmental Theo
(BTHD) (1979) (see Figure 2). This is a supportive framework when considering the

pathways of development for CYP with additional needs. BTHD posits that CYP do

=t
(%2)
®

not develop in isolation, instead, theyar e posi ti oned wdthin a
structures, each contained in the next |ike
1979, p.3). Consequently, it recognises that development is dynamic.

Bronfenbrenner (1979) proposed four layers of contextual systems, which interact

reciprocally with each other and the developing individual. Central to

Bronf enbr enner iddvidualaddeahy child-related tacors. The

microsystem contains the immediate systems within which a CYP is positioned (e.g.
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family and school). It is the layer closest to the child and the one with which they

have direct relations. The mesosystem is concerned by the interactions between

microsystems (e.g. relationship between home and school). The exosystem consists

of one or more settings develamentibut dithinwhach | v af f e
the developing individual is not an active participant. The macrosystem

encompasses societal factors and the political climate. The chronosystem represents

changes in all systems across time. Despite its seeming relevance,tot he aut hor 6s
knowledge, Poth et al., (2014) is the only study that has used the bioecological

model to better understand positive classroom experiences for children with FASD.

They found that an inclusive school environment for students and parents was

i mportant within the microsystem (the places
immediate environment), as were student-teacher relationships. The home-school

relationship in the context of FASD was also identified as being essential, thus

mapping directly onto Bronfenbrenneroés (1979
or more microsystems). Findings also mapped onto the exosystem (connections

between a social layer that the individual is not part of), this included accessing

funding.

Figure 2

Bronfenbrenneroés (1979) Bi oecol dmgagecfrath Mo d e |

Frederickson and Cline (2015, p. 215).
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Despite the clear application of BTHD to FASD, questions about the

intersectionality of FASD and traumatic childhood experiences have been raised in
recent literature. A potential limitation of the BTHD in relation to FASD exists as it
fails to provide space to consider the biological associations between alcohol
consumption and FASD. This is significant as Price (2019) distinguished between
the effects of FASD and trauma on cognitive and behavioural functioning. A sample
of forty CYP was used. They either had a diagnosis of FASD, had PAE with
experience of maltreatment, had PAE with no experience of maltreatment, or were
part of a control group where birth mothers drank less than two small drinks in a
week. He found no statistical difference between those who had single (exposure to
alcohol or trauma) or dual (exposure to alcohol and trauma) exposure. Moreover,
those with dual exposure had cognitive and behavioural functioning (e.g. executive
functioning (EF), 1Q and working memory) more closely related to those who had
single exposure to alcohol only, rather than trauma only, suggesting that the effects

of PAE are more damaging than trauma. Mukherjee et al., (2019) corroborated this
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finding, as postnatal neglect did not make developmental outcomes any worse for

CYP with FASD, suggesting that PAE influences these outcomes independently.
Consequently, The National Organisation for FASD (2020) now adopt a position
whereby support for those with FASD and traumatic childhood experiences must be
FASD informed first. These findings, alongside the boundaries of this review, mean

that the impact of trauma will not be discussed further. Moreover, they indicate an
increasing need to acknowledge biological factors in the aetiology of FASD, even

when adopting a systemic perspective. It is therefore plausible to view the individual

with FASD through the Biopsychosocial Ecological Model (BPSEM) (Sameroff, 2010)
(see Figure 3), although this has not previously been done, most likely owing to the
recency with which the BPSEM was developed. Whilst the BPSEM is certainly

informed by BTHD, at its core is the broader debate around the influence of nature

vs nurture.  Samer o f dvéral airg id Getifing this model was to provide

ouni ficationd of duwhatsets b gpantdront ita predécbssosiisithe s .
emphasis placedonthec omp |l exi ty of, d&tehsecriirbdinwi duheel & el f
interacting psychol ogical and bi ollotgis cal pro
model, biological processes include genes, chromosomes, sex assigned at birth,
physical health, and of most relevance to FASD, brain health. The psychological
constructs encompass knowledge and skills/ functioning, meaning the primary

difficulties associated with FASD such as those outlined in Figure 1. The detail of

these is elaborated further in the next section of this review. Since initial publication,
Kranzer et al., (2020) revised the BPSEM to incorporate the physical features of the
individual (e.g., height, weight and facial features), these are represented by the

central grey circle in Figure 3. This also contains the overlap of biological factors

(black circles in Figure 3) and psychological factors (grey circles). If the reader
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reminds themselves of the diagnostic criteria for FASD, the relevance of the
inclusion of physical features is evident.
Figure 3

The Biopsychosocial Ecological Model (Kranzler et al., 2020, p. 421).

Macrosysten,

Biology Psychology

) l(icncs‘ Gender
Epigenetics Race and Ethnicity
Chromosomes Academic Skills
Brafn Health Mental Health
Physical Health Social Competence
Sex Assigned at Birth

Cognitive Abilities

Age

This review seeks to expand upon discussions within the limited global literature
base that explores education in relation to those with a diagnosis of FASD. It is
beyond the scope of this review to consider the interweaved, multiple relationships,
across systems for CYP with FASD (Coggins et al., 2017). Instead, those of
relevance to FASD and education are prioritised. Drawing upon the principles of
GST, this literature review provides a critical discussion of the developing individual
with FASD, specifically in the context of education. The review adopts a magnified

view of one small subsection of the systems surrounding an individual with FASD,
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which is centralised to align with the BTHD and BPSEM. Particular attention is paid

to the role of the family and school systems, the relationship between the two, the

role of EPs as 6émetad to both syseneams, and t
component of the above (Beaver, 2011; Dowling & Osbourne, 2018). This is

illustrated by Figure 4 which depicts the foci of this review and the systems that this

review will discuss further.

Figure 4

Literature Review Focus: Applying GST to FASD and Education

| The Family System |

The Individual
with FASD

| The School System | [ Educational Psychologists |

The Individual with FASD
The developmental profile of people with FASD is hugely variable because
multiple factors affect the presentation. This includes the pattern of drinking, timing of
al cohol exposur e, bl ood al cohol |l evel , genet
demographic information (Blackburn et al., 2012; Carpenter, 2011; Gray et al., 2009;

Maier & West, 2001; May et al., 2009; Streissguth & O'Malley, 2000). The
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cooccurrence of PAE and foetal development is particularly important, as there are

sensitive periods throughout gestation where specific regions of the body are

devel oping (Blackburn et al., 2012; O06Neil,
consumption of alcohol at certain times is likely to affect the developmental

processes of that time. This is illustrated in Figure 5. As outlined earlier, the physical

effects of PAE are present in only a small proportion of cases, resulting in FASD

being colloquiallyt er med an 0 i n vBlaskbunl&&Vhigthusta2B1i0;IMillary 6  (
etal,2017. Strei ssgut h ).&As KgurklaHhighlights, dev2lopmént of

the CNS, consisting of the brain and spinal cord, extends throughout pregnancy, and

the duration of a sensitive period where considerable damage is probable, is longer

than any other area of development. Consequently, the effects of PAE are highly
individualised and determined by which area of the brain is damaged (Blackburn et

al., 2012).

Figure 5

Fetus Vulnerability to Birth Defects During Various Periods of Development,

(National Organisation for Foetal Alcohol Syndrome, n.d.).

https://www.staffsscb.org.uk/wp-content/uploads/2020/04/Foetal-Alcohol-Spectrum-

Disorder.pdf


https://www.staffsscb.org.uk/wp-content/uploads/2020/04/Foetal-Alcohol-Spectrum-Disorder.pdf
https://www.staffsscb.org.uk/wp-content/uploads/2020/04/Foetal-Alcohol-Spectrum-Disorder.pdf
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Critical Periods for Birth Defects
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Note. The dark bars represent the most sensitive period of development, where

alcohol is likely to result in major abnormalities. The lighter bars indicate difficulties to

a lesser extent within a less sensitive period of development.

The Developmental Profile. The physical brain damage caused by PAE is

referr

ed

t o

as

a

0 p r ietnak, ROYL2). dhisdsahought io telaté

to nine distinct brain domains (see Figure 1). A sample of these are described below

to provide the reader with an overview.

1 Brain Structure. For a minority of individuals with FASD, PAE results in

physical damage to the brain structure, namely a small head circumference

(<3 percentile), and/or other brain structural abnormalities identified via brain

imaging (SIGN 156, 2019). This is illustrated in Figure 7.

1 Executive functioning (EF). Mattson et al., (1999) found that those with PAE,

irrespective of diagnosis, demonstrate difficulties with EF in the domains of

planning and impulsivity control, over and above a control sample who had

(Bl ack
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not experienced PAE. EF difficulties occur in both those with and without
average IQ levels (Kerns et al., 1997).

1 Sensory and Motor. Research has identified significant difficulties within
sensory regulation and sensory processing for those with FASD (Jirikowic et
al., 2008). These differences are across a continuum, with some individuals
experiencing sensory sensitivities and others displaying sensory seeking
behaviours (Millar et al., 2017). Children with FASD have also been shown to
experience specific challenges when using visual-motor skills, especially fine
motor skills (Jirikowic et al., 2008; Mattson et al., 1999).

1 Focus and Attention. Children with FASD experience difficulties with attention
and concentration (Millar et al., 2017), consequently they are frequently
initially diagnosed with ADHD (Petrenko et al., 2014). However, as Petrenko
et al ., (2014) not ed,adiscete blementafth@gnosi s ma
i ndi vipdfleddtdses not account for the chil do

1 Communication. Research has identified difficulties with receptive language
amongst individuals with PAE, when compared to same aged peers without
PAE (Korkman et al., 1998). Conversely, strong expressive language skills
can conceal these difficulties (Brown, 2015). Beyond speech and language,
Coggins et al., (2007) described social communication difficulties as a
particular deficit for those with FASD.

1 Cognitive Functioning (CF). CF amongst this population is wide-ranging
(Millar et al., 2017). Jirkowic et al., (2008) found that those with FASD scored
significantly lower on standardised achievement tests than typically

developing peers, whilst others have demonstrated an IQ within the average
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range, meaning their overall learning needs may go undetected (Streissguth &
O6Mall ey, 2000) .
Individuals with FASD often displaya6 s pyiok pr of il e characterised
strengths and significant difficulties (see Figure 6). Whilst their needs may be both
complex and extensive, these are accompanied by areas of strength (Flannigan et
al., 2021). However, as is alluded to throughout this section, for some, this facilitates
misidentification of need.
Figure 6

The Developmental Profile of an 18-Year-Old with FASD (Blackburn et al., 2012,

p.65).
An 18 year
old with
FASD ...
- l[‘x~ \ > :Il§ ¥
v
Figure 7

Comparison Between the Brain of a Typically Developing Baby and That of a Baby

With FAS (Carpenter, 2014, p. 124)
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The compounding difficulties across brain domains for those with FASD can limit
progress and affect academic attainment across the curriculum (Millar et al., 2017).
They also impact the lifelong outcomes of individuals, as the likelihood of developing
a O0secondar(yodvi ¢ a@bimeidt YW&ssociated difficult)
FASD, 2020)), is high (Blackburn et al., 2012; Petrenko et al., 2014). Research has
identified that adults with FASD are at a greater risk of homelessness, chronic
unemployment, experiencing trouble with the law, battling alcohol and/or drug
addiction, and not completing their education (Kelly, 2009; Steissguth et al., 2004).
One of the strongest predictors of life outcomes was the age at which an individual
received their diagnosis (Steissguth et al., 2004). This echoes Petrenko et al., (2014)
who found that diagnosis at a later age was more likely to result in additional
difficulties. This is concerning when most CYP with FASD are diagnosed close to
halfway through their education, in the later years of primary school (Novick Brown,
2011, as cited in Blackburn et al., 2012), owing to the diagnostic challenges
discussed previously.

Implications for Education. A growing body of research gathering the
perspectives of those with FASD, has revealed a narrative which positions the

experience of school as being overwhelmingly challenging and intricately complex
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(Duquette et al., 2007; Duquette & Orders, 2013; Edmonds & Crichton, 2008; Knorr
& Mcintyre, 2016). However, this body of research is not without its broad limitations.
The literature is reliant upon retrospective accounts, outside of the context of the UK
education system. Similarly, much of the research has only gathered the views of
those who are of secondary school age or older, the views of younger children are
neglected. Whilst expanding, the same contributors overwhelmingly dominate the
current literature. This demonstrates a limitation in terms of the breadth of research
available, thus highlighting an area of interest for future researchers. Moreover the
use of Ti nt o &tadentitte€yiation modled (S1M)) by Duquette and
colleagues, as a theoretical underpinning should be noted. The SIM offers a
framework of school persistence which includes academic and social integration as
two core elements. The positioning of findings within such a framework, raises
guestions around Duquette et aldés (2007) <cl a
findings. As such it will be important for future research to establish whether the

i ssue of 06 ac a domtegraiod ocaunaiithedtadlycin ttee lexperiences of
others. Nevertheless, their findings are discussed below due to their relevance to the
field.

Duquette et al., (2007) interviewed eight adolescents and sixteen parents to
explore factors which support CYPOs witersever
education when they have FASD. Not only did students require considerable support
to access learning, but the curriculum was cited as one of two key reasons behind
pupils considering or deciding to drop out of school, with the other contributor being
teachers. Memories of school were positively framed when individuals had felt able
to participate academically (Duquette et al., 2007). This positions those with FASD

as akin to pupils with other special educational needs and disabilities (SENDs), in
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demonstrating that successful outcomes are possible when appropriate adaptations
have been identified and implemented, i.e. inclusion. This message is not
necessarily prevalent amongst research situated within a medicalised model, which
attr i bthincehsi |6dwdi f act ors, contained within a d
cause of educational difficulties (Booth & Ainscow, 2017). Whilst the above findings
provide hope, and recommendations for differentiated learning have been offered
(Duquette et al., 2006; Duquette & Orders, 2013), the phenomenological
methodology of the described research means that the priority was to capture the
lived experience of participants. The aim was not to seek a pragmatic and thorough
exploration of what works, this remains an area for future research.
Research suggests that pupils with FASD experience difficulties particularly in
less-structured environments. These increase as students progress through
education, meaning school often becomes increasingly difficult with age (Duquette et
al., 2007). This relates to reports by parents and pupils of numerous incidences of
externalised anddysregulated behaviours in school (Duquette et al., 2007). Malbin
(2004) argues that these behaviours should be considered only as symptoms, or
means of expressing such difficulties, because FASD is a brain-based, physical
condition. Yet research suggests that pupilsbbehaviour in school often resulted in
disciplinary action, including multiple suspensions and expulsions (Duquette et al.,
2007; Knorr & Mclntyre, 2016; Sanders & Buck, 2010). This is suggestive of
behaviour not yet being recognised as a means of communication. This is fuelled by
the Oavhitlhd® approach which deflects away fro
systemssurroundi ng the child. As Booth and Ainscow
to |l earning can occur in interaction with an

have themselves recognised the complexities of the school system through their
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descriptions of school as an environment consisting of multiple components;

physical, social and academic. The O6academic

review thus far, however, students report a multitude of challenges across them all
(Duquette et al., 2007). Research demonstrates that often these difficulties provide
context to the behaviours displayed in school. For instance, adolescents explained
how they disguised their |l earning diffi
or offewioomg i aa gD clitken2016,rp.628). Thik relates to findings
from Petrenko et al., (2014) that individuals with FASD hold an inherent dislike of
feeling different in school. Another study found that because of their diagnosis of
FASD, individuals saw themselves as different to their peers, which led to resistance
in engaging with learning support (Knorr & Mcintyre, 2016).

The role of peers is consistently identified as influential to the individual
experience of school; however, this extends across two opposing constructs. On the
one hand, students describe peer relationships as important and cite them as a
significant factor for social integration within school (Duquette et al., 2007).
Contrastingly, friendships are also an aspect of school which proves challenging
(Duquette et al., 2007), a difficulty expressed by younger children also (Blackburn,
2010a). Individuals amongst this population are at a greater risk of bullying and
ostracism amongst their peer group (Knorr & Mclintyre, 2016; Kully- Martens et al.,
2012). Indeed, Corriganetal.,( 2019) recogni sed O0soci al
discrimination that children with FASD experience. Adults with FASD have also
recalled how a desire to fit in, belong, and develop friendships, drove their behaviour
and led them to succumb to peer pressure whilst at school (Knorr & Mcintyre, 2016).
This was also captured in research exploring parental concerns around the

appropriateness of certain friendships

cul ti

excl

and t
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impressionability within them, including the ability to distinguish between friends and
acquaintances (Duquette et al., 2007; Duquette & Orders, 2013; Sanders & Buck,

2010).Feel ing |l i ke they do not Obelongd is a re
to the experiences of education for those who have FASD (Duquette et al., 2006;

2007;2012). According to Masl owds Themgnegsisof Mot i \
important for one to achieve their full potential. The need to belong is a fundamental

human motivation, characterised by high-quality interpersonal relationships

(Baumei ster & Leary, 1995). This has strong
Attachment Theory, in which the need to form relationships with primary caregivers

has evolutionary underpinnings and forms the basis for future relationships. McMillan

and Chavis (1986) describe four key elements that contribute to a sense of

belonging: membership, influence, reinforcement, and shared emotional connection.

In the context of FASD, membership and shared emotional connection are most
pertinent, and described by Duquette et al .,
i ntegrationo. Me mbgegartsohaigmupiandis consiseerg withe el i n
Tajfelds (1979) proposal that bel ®stegmng t o a
and pride. A shared emotional connection involves positive interactions and

developing strong bonds. Hammond (2021) explored experiences of belonging

amongst primary school aged pupils with FASD, thus addressing a gap exposed by

research which gathered the views of older students only (Duquette et al., 2006;

2007). They identified students who did feel that they belonged; however, this finding

is not supported by previous literature. This likely relates to a further novel finding,

that friendships provided emotional, physical, and academic support to them through

a Opeer ad\Askammond (20a1) acknowledges, this provides hope that
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intervention may combat difficulties associated with social integration and FASD,
however, again this calls for additional research.

The School System

Educating Pupils with FASD. What is clear from research exploring the
professional view from the classroom, is that the difficulties associated with
education are not simply academic (Blackburn, 2010a; Carpenter, 2008, as cited in
Carpenter, 2011), thus reiterating findings discussed previously. It is therefore
unsurprising that meeting the educational needs of these individuals is difficult
(Whitehurst, 2011). Teachers indicate that the challenges of supporting those with
FASD in the classroom are wide-ranging, including hyperactivity, short attention
spans, mood swings, poor memory and retention, impulsivity, limited social skills,
auditory processing, visual sequencing, sensory integration difficulties, and
difficulties relating to numeracy and literacy (Blackburn, 2010a; Carpenter, 2008, as
cited in Carpenter, 2011). It is noteworthy that only two of the identified challenges
relates to a specific subject, thus illustrating how it is the breadth of cognitive
functioning which makes learning a difficult experience for many with FASD.
Undoubtedly this presents an enormous task for educational professionals
supporting these CYP. Educators in South Africa have described feelings of
helplessness, exhaustion, and frustration at what they are able to achieve within the
scope of the childbés abilities a&Marasy st emi c
2017). Given that these experiences exist in a country where prevalence is high and
understanding of FASD is well-established, significant concerns are raised in terms
of the effects on wellbeing amongst UK teachers.

Brown (2015) noted that questions are often asked aroundthe 6t ype & of s choc

that those with FASD should attend and be educated in, however, research exploring
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this is sparse. Speaking to individuals with FASD, Duquette et al., (2007) found that
they are educated in a variety of placements, both mainstream and specialist. Millar
et al., (2017) argue that this may relate to the wide variance amongst cognitive
functioning for these individuals, as the allocation of specialist school placements is
often reliant on |1 Q or standardised measures
pupils may perform well on assessments, despite experiencing other learning
challenges. Thus, they may not qualify for specialist support. Conversely, not all
individuals with FASD will require specialist provision, owing to the heterogenous
developmental profile. Research suggests that many thrive with adequate
intervention, adaptations and understanding (Carpenter, 2011, Millar et al., 2017). To
t he aut hor 06Bopdvanebal,|(201b)gsethe only study to seek to ascertain
the prevalence of students with FASD that were educated in special schools. They
received concrete data specifically related to FASD, rather than generalised SEND
information, from only two regions of Canada, however, they made a provisional
estimate of 9%. Whilst they positioned this as a conservative figure, it is indicative of
students with FASD in Canada being largely educated in mainstream settings. There
exists a need for further research to assess prevalence elsewhere and establish a
clearer picture of where individuals with FASD are educated.

Adaptations within the learning environment remain a consistent
recommendation in the literature (Duquette et al., 2007; Hammond, 2021), yet there
exists a clear shortfall in guidance for teachers on how to educate children with
FASD in the UK. This leaves educational professionals pedagogically bereft and
presents a barrier to successful implementation of adaptations in the classroom
(Carpenter, 2011). It was not until recently that frameworks for use in the classroom

for children with FASD became available, comprising of teaching and learning
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strategies and environmental considerations (Blackburn, 2010a). Distinct
recommendations have been offered for those in early years (Blackburn, 2017),
primary school (Blackburn, 2010b) and secondary settings (Blackburn, 2010c). To
the authorgs Bhrmacwlbaudgnéds (2010a) project
research which considered parentsq studentsg and teachersoperspectives on FASD
and education. The frameworks provide strategies and guidance for teachers in
relation to the following areas: being healthy, staying safe, enjoying and achieving,
making a positive contribution and achieving economic wellbeing. The authors
helpfully draw distinctions between the presentation of FASD in earlier and later
years, thus supporting teachers who work throughout the sector. Whilst the findings
are thought provoking and insightful, attention must be drawn to the fact that this was
published prior to the updated SEND Code of Practice (CoP) (Department for
Education (DfE), 2015). Findings may not necessarily be reflective of current
educational experiences from these stakeholders. For instance, since the SEND
CoP (DfE, 2015), there has been greater emphasis on collating and listening to the
views of individuals with SEND and their parents. Whilst the previously described
frameworks do discuss the importance of schools developing partnerships with
parents, this could be developed further to provide actionable next steps of how
schools might achieve these. As such, it is important for future research to seek to
provide updated perspectives. Similarly, despite their availability, it remains unclear
whether teachers are aware of the previously described resources, particularly as
they have been driven by a select number of key researchers in the field and remain
0 u n o f. €Cansequantlybtheir accessibility remains a barrier to wider use.

As has been demonstrated by this review, FASD spans across a breadth of

professions, including health, education and social care. As such, it is evident that
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the multi-professional approach advocated for by the SEND CoP (DfE, 2015) is
especially pertinent to this condition. Whilst a multi-professional team is required as
part of the diagnostic process (SIGN 156, 2019), this joined up working does not
cease once a diagnosis is obtained. Green (2007) highlights that teachers,
psychologists, SALTs, OTs, and education support staff, all play a key role in
facilitating academic success for pupils with FASD, through intervention. However,
Petrenko et al., (2014) found that parents experienced numerous systems-level
barriers to accessing such support for their child. Parents felt that FASD was not an
established category of need, pertaining to difficulties qualifying for support services.
Often no services were available, or if there was, the implementation was
guestionable due to inadequate resourcing and poor knowledge of the condition.
Similarly, where diagnosis of FASD is delayed, and attributions of need are assigned
to another condition, children regularly received interventions which simply did not
address the specificity of their needs. The breadth of learning difficulties experienced
by those with FASD specifically makes the choice of intervention difficult, not least
for educational settings (Blackburn et al., 2012). As observed by Berger (2014),
there is no official guidance on educational strategies to support pupils with FASD.
This may relate to the fact that there is seemingly no one uniform approach to
supporting these individuals, although traditional methods are typically unsuccessful
(Roberts, 2015). Researchers who have attempted to design prescriptive educational
interventions have primarily been based in Canada or the United States of America
(USA), meaning findings are not necessarily transferable to other countries. In an
international review of FASD interventions, Petrenko and Alto (2017) identified that
whilst research considering appropriate interventions was increasing, only six out of

twenty-four were appropriate for use in education settings. This suggests that whilst
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education is an identified concern, it is not yet a priority. Three of the interventions
identified by Petrenko and Alto (2017) targeted attention and self-regulation
difficulties (Kerns et al., 2010; Riley et al., 2003; Vernescu, 2009), whilst the others
focused on adaptive functioning, specifically literacy and language training (Adnams
et al.,2007), maths support (Coles et al., 2009; Kable et al., 2007; Kable et al., 2015),
and safety (Coles et al., 2007; Padgett et al., 2006). These all had varying levels of
success. For instance, Kerns et al., (2010) evaluated the effects of a computerised
attention training programme for children aged thirteen to fifteen years old with
FASD. They found that over a period of nine weeks, there was an improved cognitive
performance on measures of distractibility, sustained attention, divided attention,
working memory, maths and reading. However, the assessments used to measure
the pre and post data were designed for use with younger children, meaning they
may have been less sensitive for detecting change amongst their recruited
participants. Similarly, the study was conducted over a relatively short period of time
and the sustained effects over time remain unknown. This is an ongoing issue with
interventions supporting this population and a limitation shared with Kully- Martens et
al6.s(2018) research which found that after ten mathematics intervention sessions,
over a period of 6-8 weeks, those with FASD improvedt hei r score on
Mat h Diagnostic Assessmentd6. However,
relationship. It is also likely that the delivery of the intervention functioned as a
mediating variable. The intervention took place on a 1:1 basis which may have
supported attention and concentration.
Hierarchy of Needs (1943), it seems probable that the relational nature of close
working may have been a supportive factor. Individuals with FASD have themselves

named individual support and attention as being a valuable part of their school

t
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experience (Edmonds & Crichton, 2008; Hammond, 2021). Furthermore, participants

received ten sessions of thirty minutes over a brief period. This likely supported

difficulties associated with memory and retention. Consequently, findings provide

evidence for the need for repetitive learning opportunitesrathe r t han an o6of f t
shel f 6 i nMhistrthese gquestiansimight be addressed by longitudinal

research, the nature of FASD, means that the effects of PAE are irreversible, it

remains unclear the extent to which the associated difficulties can be improved
longerterm.For i nstance, Adnmans et aldés., (2007)
with FASD can benefit from language and literacy training which is designed for
thosewhohave ot her additi on aWworkingbeldvesameragedr e 0 a't
peers, although the gains varied from very small to large. Interestingly, they identified

a significant association between teacheros
literacy scores of individuals with FASD. Indeed, poor behaviour was linked to less

developed early literacy scores. However, whilst early literacy scores saw the

greatest improvement following intervention, improvements in behaviour were not

reported. It is unclear whether this information was measured or simply unreported in

the publication, nonetheless, it raises questions around the impact of such

interventions. On the other hand, parents have expressed exasperation at

interventions and/or support being removed once positive outcomes become evident

(Petrenko et al., 2014), suggesting that caregivers have observed improvements and

believe support should be ongoing. However, when one considers the contents of

this review, we are reminded that the learning profile of those with FASD is uneven

and varies from day to day (Blackburn et al., 2012; Roberts, 2015; Westrup, 2013).

As such, it may not be appropriate to seek to devise a uniform intervention, instead

individualised interventions which consider personalised learning pathways may be
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most helpful (Blackburn et al., 2012; Poth et al., 2014). According to the evidence

base outlined previously, there is seemingly greater benefit from use of adaptations

to learning (Duquette et al., 2007; Hammond, 2021), rather than the use of

interventions which seek to reduce, orreverse,t he per manent, Opri mary
associated with FASD.

An Individualised Approach. There is an emerging evidence base which
highlights a role for engagement in educating students with FASD. When CYP with
FASD were asked to describe which subjects they enjoyed the most, both numeracy
and literacy received the highest ratings, alongside art and physical education (PE)
(Blackburn, 2010a). This occurred despite teachers observing specific difficulties
within the former two subjects. This offers an opportunity to reflect and distinguish
between ability, as assessed by teachers, and engagement, as being pertinent to
supporting those with FASD. Engaging a particular pupil requires an understanding
of the individual, the essence of an individualised approach. Within Edmonds and
Crichtonds (2008) research, i ndotheirdual s valu
personal interests, and lessons which were deemed interesting, including creative
and practical learning opportunities. This was echoed by others who shared that
boredom and uninteresting lessons inhibited their desire to persist with education
(Duquette et al., 2007). It is important to consider a personalised learning
programme which recognises both strengths and areas of interest to support
educational attainment for these CYP (Blackburn et al., 2012; Job, et al., 2013; Pei
et al., 2013).

Carpenter (2011) argues that the focus should not be on identifying the
difficulties of those with FASD, but how teachers optimise learning. The challenge for

teachers is to recognise and identify the developmental level of each individual child
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(Blackburn et al., 2012). A tailored and individual approach to support was cited as
being valued by four primary aged participants with FASD, educated in the UK, in
Ha mmo n(80819 research. They noted that when educators understood their
needs, they were better able to implement an individualised approach, which in turn

facilitated belonging. Educators have also reported success in the classroom when

consideration is given to their | earneros

within their abilities and doing more of what they do well (Van Schalkwyk & Marais,
2017). However, whilst teachers expressed an ardent desire to empower their
students, they cited a lack of professional knowledge and support as barriers to
achieving optimal learning potential (Van Schalkwyk & Marais, 2017). Flannigan et
al., (2021) attribute this to what they term the overbearing medicalised approach to
FASD research, resulting in the exploration of educational strengths being neglected.
In their critical review, Flannigan et al., (2021) identified only two studies which
adopted a strengths-based approach when considering children with FASD, a further
eight involved adolescents, and nine i
(2021) review showcased the breadth of positive attributes which exist within those
with FASD. They demonstrated self-growth, including notable progress with their use
of manners, understanding consequences of their actions (Timler & Olswang, 2001),
strong self-awareness (Burles et al., 2018) and personal characteristics of hard-work
and talent in areas such as art and sport (Duquette et al., 2006; Duquette et al.,
2007). However, research adopting a strengths-based approach remains an area for
future research to prioritise. Flannigan et al., (2021) highlighted the need for the
recognition of meaningful strengths which may be associated with positive
outcomes, as opposed to surface level qualities which appear prominent in what little

literature does exist.
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Knowledge and Understanding. Petrenko et al., (2014) noted a pervasive
lack of knowledge around FASD which permeates multiple systems, including
education.]| n Bl ackbur nds 90% 6f1he tadchens eiteaddha mterhet as
their primary source of information about FASD, 80% sought advice from more
experienced colleagues, and 40% required parents to share their knowledge. Only
one teacher gained information by attending a special educational needs (SEN)
seminar. This exposes a potential limitation of initial teacher training (ITT) and
continuous professional development (CPD) opportunities. Blackburn (2009) as cited
in Blackburn and Whitehurst (2010), found that 78% of early years managers, in one
region of the UK, reported knowi ng oO6not hi ngd or O6very |littleq
entirely unexpected when we consider how unclear information is provided to the
public. More positively, Blackburn (2010a) identified that in a sample of ten teachers,
eightr at ed t hemsel ves as Oreasonably confident
confidence in supporting a student with FASD in their classroom. However, none of
the teachers had heard of FASD prior to teaching their current student, which raises
concerns around the implications for those without a diagnosis. As Carpenter (2011)
noted, many education settings are not aware that they have CYP with FASD in their
pupil population. This strengthens the argument, outlined by Mukherjee et al.,
(2006), that an effective outcome of diagnosis could be an improved understanding
of the learning profile of those with FASD. The need to i mprove teach
is further evidenced by Duquette et al., (2007). They found that parents felt teachers
did not consistently differentiate their teaching, particularly when their knowledge of
FASD was poor. As such, where FASD is not understood, educational attainment is

likely to be negatively affected (NICE, 2019). This is because if teachers are
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unaware of this group, it is not possible for them to plan specifically to meet their
learning needs (Carpenter, 2011).
Research suggests that the impact that teachers have on those with FASD
extends beyond facilitating attainment outcomes. Pupils with FASD have recalled
how their teachers were of upmost importance for supporting or diminishing school
persistence (Duquette et al., 2007), and were sources of strength whilst riding the
wave that is education (Knorr & Mcintyre, 2016). However, one mediating variable
across the literature pertains to the | evel
teacher held in relation to FASD (Duquette et al., 2006; Duquette et al., 2007),
particularly around behaviour. This review has highlighted that understanding around
behaviour features heavily in the individual
have FASD, yet the relationship between this al
discussed.
A poor understanding of FASD results in assumptions and inaccurate labelling
which may lead to lifelong, associated conditions (Roberts, 2015). Whilst Roberts
(2015) describedd i f f i cul ti es for pupils tooconfor mod
must recal | 4)Mmgumentthadsehayioki@ &e merely symptoms.
However, the application of such an argument is not yet evident in schools. For
instance,ad ol escents and adults have described th
as G&tubborndor wnmotivatedq as failing to recognise that they were struggling to
cope with overwhelming sensory input (Salmon & Buetow, 2012). This reiterates the
finding that self-awareness is a relative strength amongst this population (Burles et
al., 2018) and reveals that their understanding of behaviour exceeds those who are
supposed to support them. This highlightst he val ue in the SEND CoP

rationale that one must capture and listen to pupil voice. Knorr and Mcintyre (2016)
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found that teachersdo misattr idachéri ons resul te
relationships. Individuals described feeling disliked by their educators, and whilst
some did feel bonded to their teacher, many did not. Students with FASD in
Duquette et al 6s., (2007) study, named teach
factors affecting disengagement with education. In research by Poth et al., (2014),
teachers, members of school leadership, relevant professionals, and caregivers,
noted the i mportance of Ounderstanding the w
individual to develop strong relationships. These are emotive findings when viewed
alongside those of Flannigan et al., (2021), that capacity for human connection is a
particular strength amongst individuals with FASD. Moreover, social integration, a
vital component of the individual school experience, was more often achieved
through peer relationships than those with teachers (Knorr & Mcintyre, 2016). This is
particularly troubling when we consider the importance of student-teacher
relationships for all learners (Hattie, n.d.).

Corrigan et al., (2019) highlighted the stereotypes, prejudice and discrimination
experienced by individuals with FASD as part of a community based participatory
research project. Stakeholders included two biological mothers, an individual with
FASD, one adoptive mother, a researcher and four health professionals. Whilst
views were collated using a small, unrepresentative group, the findings that
individuals are viewed as odifferentd, O6i mma
difficult reading, not least because this merely represents a proportion of views. This
evidences Flannigan et alods., (2021) argumen
individuals being considered burdensome. In the classroom, Pei et al. (2015)

postulate that the views which teachers hold of their students is significant in

educating pupils with disabilites. They categori sed educational
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knowl edbgeaesiacsé 6or O6advancedo6d. A basic under st
as relating to prenatal alcohol exposure (PAE) but not identifying primary (e.qg.

difficulties with executive functioning) and associated needs (e.g. low self-esteem),

for which an O6advancedOoT huenyd efrosut nadn doi bnags iaccoc okunn
be equal across el ementary and sececamdary sch
knowledge was lesser amongst high school teachers. Furthermore, they identified a
relationship between Canadian teachersdé know
students with FASD, including that they had low intelligence and were deliberately

oppositional. Teachers from elementary school were better able to recognise the

influence of school factors. Secondary school professionals were most likely to

attribute behavioural difficulties as relating towithin-c hi | d f act ors being 6
viewed the pupilsé b e havi our Asaesograsedcbi @oirigaa et al., (2019) it

i's i mportant that future research establishe
individuals with FASD and strives to shift this narrative. From the perspective of

students with FASD, when they felt understood by their teachers, they reported more

positive experiences of school (Duquette et al., 2006; Duquette et al., 2007;

Hammond, 2021). This related particularly to the recognition that behaviour for these

individuals is not a choice. Indeed, Malbin (2004), advocates for a shift amongst

education professionals away from seeing a student with FASD as someone who

owo,aintdé t owards understanding tMWhhergupil as s
teachers have not yet reframed their narrative, research suggests that parents and

students feel that inappropriate strategies are implemented in class, which

perpetuate feelings of being different and humiliation (Duquette et al., 2006).

Conversely, where students consider teachers to be kind and understanding, a

sense of belonging is fostered (Hammond, 2021). Fundamentally, the above
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provides further evidence for the need to consider FASD within a systemic
perspective, as within the school system, the individual does not operate in isolation.
The Family System
The family system for individuals with FASD is multifaceted, often including
relationships with biological, foster, and adoptive parents or caregivers (Blackburn et
al., 2009). Consequently, nuanced experiences exist within the literature dependent
on what role the caregiver has in caring for their child. To better understand the
parent experien-schoolvi tbhnenat Ohbmes section ex
findings based on the experiences of those who continue to have an active role in
raising an individual with FASD.
Raising an Individual with FASD. Parents of those with FASD share
similarities with parents of those with other additional needs, particularly at the time
of diagnosis (Balcaen et al., 2021; Brown & Brown, 2014; Whitehurst, 2011). The
research base, however, suggests that this is where the shared experience ends.
Upon receipt of diagnosis, parents naturally seek to acquire further knowledge of the
condition (Opini, 2019; Balcaen et al., 2021). For adoptive parents, diagnosis is often
a surprise because they were either not made aware or were ill informed of the
possible effects of PAE on functioning during the adoption process (Sanders & Buck,
2010; Mukherjee et al., 2013). The 2014 research completed by Petrenko et al.,
found that parents reported having to educate themselves due to a perceived lack of
knowledge across professionals. They expressed frustration at how this differed to
otherdiagnoses,such as ASD SymimeDDbugueti st al., (2012) found
that parentsd6 primary sour ces pefvspapears,and mat i on
the internet, from which they pieced togethe

This is of concern given that individuals with FASD are not homogeneous, nor do
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they follow a linear or predictable trajectory (Blackburn & Whitehurst, 2010). Raising

an individual with FASD is described as

a

Andi fferento and a funiq

(Mukherjee et al., 2013, p.48), which is both difficult and exhausting (Balcaen et al.,

2021). However, there remains deficient recognition and support for these individuals

(Mukherjee et al., 2013; Petrenko et al., 2014; Whitehurst, 2011). This is consistent

with teachersodé experiences of edé&Waasi ng t his

2017).

Whitehurst (2011) identified a distinct lack of provision for families and their

children, owing to a lack of services who understood the condition. One caregiver in

Job et al 6s. ,,debcEb@dbeing umseres of vahere th go or who to talk to,

and happened upon support by chance from a knowledgeable professional.

Petrenko et aldés (2014) research highlighted

for parents in spreading awareness of support pathways via word of mouth. This

highlights the extent to which caregivers amongst this population are required to go

beyond but do so independently. As Corrigan et al., (2019) write, this relates to

structural discrimination, where services are better resourced to support children and

their families who have other diagnoses, despite the prevalence of FASD being

higher (Westrup, 2013).

Caregivers withi

n

Bal caen et alds (2021) 1

their children experience dysregulated behaviour in their homes. A sentiment echoed

inSanders&Buckds (2010)

findleshgrsi wé edlei piamgnitrs a

Despite the best intentions of this review to reframe behaviour in the context of

FASD, the fact remains that living with, and coping with, certain behaviours is difficult

(Sanders & Buck, 2010). Parents perceive that these behaviours have

consequences for the entire family. This is most difficult for biological parents once
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their child learns more about the aetiology of their condition (Thomas & Mukherjee,
2019). Research suggests that tension can occur as the stress strains relations
throughout the family system including parent-child, sibling and marital relationships
(Balcaen et al., 2021). For instance, marital relationships are affected by disaccord
within approaches to behaviour management, there is a need for consistency
between parents to best support one another (Sanders & Buck. 2010; Balcaen et al.,
2021). Research suggests that raising an individual with FASD is a learning curve
(Balcaen et al., 2021). Traditional parenting strategies are often ineffective owing to
the complexity of need (Sanders & Buck, 2010). For instance, behaviourist
approaches of praise, reward, and consequences are less effective for individuals
with FASD due to memory difficulties (Sanders & Buck, 2010). Similarly, telling a
child not to lie is futile for those with FASD who confabulate due to memory
difficulties (McCarthy et al., 2022). Instead, parenting involves a trial-and-error
approach, which develops over time so that they become well-versed in what works
for their child (Balcaen et al., 2021; Sanders & Buck, 2010). These findings illustrate
how important it is that parental expertise is recognised.

In research, CYP have consistently recognised and expressed their
appreciation of the emotional and academic support their parents provide (Duquette
et al., 2006; Hammond, 2021; Knorr & Mclntyre, 2016). Parents are aware that the
need for their assistance and input will likely be lifelong (Balcaen et al., 2021;
Sanders & Buck, 2010). However, as parenting demands simply alter, rather than
decrease, there are ongoing implications for parental autonomy, including loss of
identity (Swart et al., 2014). Parents report feeling isolated from their communities
because of their childds behaviour (Corrigan

Petrenko et al., 2014). Social inclusion is an important part of parental wellbeing, yet
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the characteristics of FASD are more difficult to navigate outside of the home

environment, which can be controlled and adapted (Balcaen et al., 2021). Beyond

those four walls, parents and their children are exposed to the attitudes and beliefs

of others. This further pressurises parents (Mukherjee et al., 2013), leaving them

longing for affirmation yet instead feeling inadequate (Brown, 2015; Swart et al.,

2014). Research by Balcaenetal., (2021) suggests that there exis
f e e d b a c, whele the qoristant cycle of receiving negative responses from

society, school, and other family members results in feelings of self-doubt and

challenges parental wellbeing. Parents report the need to explain or justify their

situation to protect themselves and their family from judgement, thatthe c hi | d 6 s
difficulties relate to the quality of their parenting (Balcaen et al., 2021). This was

supported by Pei et al., (2015) who found that secondary school teachers especially

were | ikely to attribute st Rebearchidgatedthi$ f i cul t
to be a shared experience for biological and adoptive parents alike (Mukherjee et al.,

2013). A lack of understanding is greatest for those whose children present without
physical features, whereby theenetas20@Ih al ri gh
All who fulfil the role of O&éparentd report e
presentation (Balcaen et al., 2021; Cleversey et al., 2017; Sanders & Buck, 2010;

Swart et al., 2014), although biological mothers often also blamed themselves (Swart

et al., 2014). On occasions adoptive parents felt compelled to share that their child

was adopted to avoid assumptions being made about them, despite not wanting to

reveal the way in which they came to be parents (Whitehurst, 2011). This relates to
Corrigan et aldés., (2019) findings that ©birt
0chil d abaddisowhdwere dederving of harsh judgements. Their

interactions with others were often characterised by anger and disapproval directed
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towards them. This provides further evidence of a lack of public knowledge of FASD
and stigmas surrounding the condition,
may be affected by FASD (Balcaen et al., 2021; Mukherjee et al., 2015). A seeming
us (public)andthem (6 c hi | d a b u s)eAitheui, adépave darents hanv@
expressed these opinions of biological mothers also (Sanders & Buck, 2010).

Given the longevity of the parental role, it is unsurprising that apprehension
about the future is a particular concern (Mukherjee et al., 2013; Adoption UK, 2020).
However, education specifically is a recurring topic within this. Balcaen et al., (2021)
found that school success was a high priority for parents and a perceived marker of
overall parenting achievement. Brown and Brown (2014) suggest that formal
education provides an opportunity for parents to compare a child with FASD to those
following a typical developmental trajectory. It is possible that parental concerns are
at least partly related to noticing the extent of difficulties their child experiences.
Further support for this comes from Mukherjee et al., (2013), who found that
regardless of the age of CYP, parental anxiety existed around how their child would
cope in primary school or later during the transition to secondary school. This is
reflective of the ever-changing profile of CYP with FASD, which occurs over time,
resulting in subtle differences at various stages of their educational journeys
(Blackburn et al, 2009). However, it may also relate
parents feel great responsibility around decision making and identifying a setting
which is the right fit for their child. A role which this review has highlighted certainly
has its challenges. Despite this, research is primarily positioned within a health
perspective and leaves education unexplored.

The Parent/ Caregiver Voice. The SEND CoP stipulates that we should

consider the fAviews, wishes and feelingso

t
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research exploring the parental perspective of FASD is limited in the UK, and even in

countries with an advanced understanding, parents remain unheard, (Job et al.,

2013; Poth et al., 2014). Job et al., (2013) found that a fear of being judged leads

some to remain silent and not share their perspectives. Thus, highlighting the need

to empower parents and caregivers. Where they are given a voice, parents6

language is highly emotive. Theys peak of fAstr uggllepsl®), ( Whi t ehu
Afighto (WH, tep.hu8S)t, mRf0edel ing i yandatedo (Bro
repetitive participation in a fAtennis game o
Research which simply presents these concerns alone is insufficient, as it does not

provide space for parents to express their views about what could be done to

support their children. In research thus far, the inclusion of parents and caregivers

was often not the overall research aim (Duquette & Stodel, 2005; Duquette et al.,
2006).Instead, they facilitated their childbés cont
not have the cognitive capabilities, knowledge. or insight into their condition to

participate completely (Cleversey et al., 2017). Despite this, these studies identified

that parents play avitalrolei n t hei r c.Duduette anchSioslel (RG03) e

identified that caregiver support is the most crucial factor contributing to perceived
educational success. They also foundt hat caregiverso6 perception
success were correlated with actual educational persistence, meaning pupils were

less likely to drop out of school. In other research, their representation is unequitable

compared to other stakeholders (Corrigan et al., 2019; Job et al., 2013; Pei et al.,

2013; Poth et al., 2014), so questions are raised around their participation being

tokenistic in providing triangulation for the views of others. Issues too exist within

recruitment where caregivers were recruited via support groups and therefore

findings are not necessarily reflective of those who are not yet accessing such
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provision (Thomas & Mukherjee, 2019). Where parents have been prioritised, small
participant pools have been used including a case study methodology (Opini, 2019),
which raises concerns around generalisability of findings. In others, this nature of the
sample suited the studyods (Balmenetrale 2081, ogi c al n
Whitehurst, 2011; Sanders & Buck, 2010), however, this approach is concerned with
the individual experience and is a position adopted by much of the current research.
It does not seek to make recommendations for positive change which might be
achieved through a pragmatic or critical realist stance. As Flannigan et al., (2021)
note, more research is needed to consider how the individual and systemic factors
work together to best support positive outcomes. This highlights a seeming gap in
the field.
The Family-School System Interaction
Joint Working. Green (2007) emphasised the importance of a multi-systemic
approach to supporting individuals with FASD; specifically, school professionals and
family members working alongside other servi
highlighted that this has not yet been achieved. Cleversey et al., (2017) sought to
identify caregiversd needs to support their
multitude of experiences were collated as part of the largest study exploring the
interaction between the family and school system specifically. However, the use of
concept mapping methodology resulted in qualitative data becoming quantitative.
Thus, clarificationorin-d ept h expl oration of the concepts,
perspectives, are not presented within their findings. Nevertheless, of relevance to
joint working, Cleversey et al., (2017) identified frustrations around knowledge and
understanding of FASD within education, and the importance of collaboration and

communication.
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Insufficient knowledge across systems has been reiterated throughout this
review (e.g.Petrenko et al ., 2014), thus supportin;
findings. Green (2007) also argued that caregivers, health, and education
professionals require equitable skills and knowledge to address the complexity of
need amongst this group of students. However, in the UK, a recent survey
conducted by Adoption UK (2020), found that 70% of parents whose child had a
di agnosis of FASD felt that their chfhig dés sc
is a troubling statistic and one that is triangulatedby Bl ackburn and Whit e
(2010),and Bl ackbur nos ,whihthiglighted limiteed aavarenesh
amongst teaching staff. However, as with Cleversey et al., (2017), further qualitative
research is required to better understand the experiences behind the numbers and
ascertain why this finding reoccurs. This is particularly important as Job et al., (2013)
found that a lack of knowledge impedes collaborative working with families,
somet hing which caregivers deemed necessary
research.

Collaboration supports students to achieve their goals (Green, 2007), and
enables supportive learning environments which increase the likelihood of pupils
graduating from high school (Duquette et al., 2007). With collaboration comes a
relationship, the strength of which is important in facilitating success (Poth et al.,
2014). Job et al., (2013) focused particularly on collaboration and communication,
and identified inconsistencies between caregiversband school professi on:
stances. Parents recognised the need to build relationships which value and respect
the parentalcont r i buti on to their childds education
corroborated by Cleversey et al., (2017). Whereas members of school leadership

and teachers emphasised the need for caregivers to recognise their expertise, show
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willingness to form relationships, and cooperate in maintaining consistency,

particularly with behaviour management. This is interesting when one considers the

lack of knowledge around FASD, which is self-reported by teachers (Blackburn &

Whitehurst, 2010; Blackburn, 2010a). Additionally, it provides further evidence of

misattributions around behaviour, a consequence of poor knowledge (Duquette et

al., 2007; Knorr & Mclintyre, 2016) . However, the participant i
study suggested there is no expectation on teachers to have the answers, instead it

is important that they admit what they do not know and commit to finding the

answers. Job et alodos., (2013) findings may r
organisation. Dowling and Osbourne (2018) suggest that leadership shapes whether

schools are open or closed systems and consequently resist change or acknowledge
alternatives, such as those offered by paren
within the literature (Poth et al., 2014), with one parent recently describing her
experience of getting acknowledgment from sc
brick wallo (McCarthy et al., 2022, p. 48).
suggests there will be distinctions between schools on a case-by-case basis. Whilst

educational professionals in this study may not have felt supported by caregivers,

this is inconsistent with research thus far which has demonstrated that parents are

very much present but are not heardor!l i st ened to. Caregivers wi
(2014) research felt dismissed, and others have reported that their perspectives

were not sought at all (Job et al, 2013). This highlights an issue which exists both

within and beyond the school organisation itself. One would hope this had been

remedied by the emphasis on parental voice in the SEND CoP (DfE, 2015),

however, this has not yet been considered by recentresearch. Wi t hi n Adopti on

(2018, p.10) report, Dr Sarah Brown, a Community Paediatrician, noted that a



60
PARENT VIEWS ON FASD AND EDUCATION

diagnosis is primarily not to inform parents but to encourage schools to listen and
take parental concerns on board. The author acknowledges that debate around the
significance of diagnostic labelling is well documented (e.g. Lauchlan & Boyle, 2007)
and the aim of this review is certainly not to present an argument for either side of
the debate. However, the author cannot help but consider the implications of the
above for those who may not yet have received a diagnosis, especially given the
complexities associated with obtaining one. These findings suggest that many
individuals will remain unsupported and provide support for a shift away from the
reliance on a medical model within the context of FASD.

When one considers the importance of listening to parents, the role of
communication for effective collaboration becomes increasingly clear (Cleversey et
al., 2017). Parents and teachers alike have emphasised the importance of this being
early and frequent (Job et al., 2013). However, the need to manage this sensitively
has been raised by caregivers who attribute daily negative feedback from school as
being detrimental to their stress levels (Balcaen et al., 2021; Job et al., 2013; Poth et
al., 2014). Thisrelatesto the 6 f e e d b adwithin dysiemp and reinforces the
application of systems theory to FASD. Another recurring problem with
communication between the family and school systems in this context, is trust (Poth
et al., 2014). Job et al., (2013) first identified this in their findings, in which calls were
made for greater transparency, including openness and honesty from education
settings. Whilst resistance of this kind may relate to the dynamics of the school
organisation discussed previously, the issue of trust has presented itself
subsequently in research by Cleversey et al., (2017) and most recently McCarthy et
al (2022). The latter study occurred during the COVID-19 pandemic, whereby school

closures resulted in a need for home learning. One parent shared that they came to
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better understand their childbés academic nee
there was evidence to suggest her child was significantly behind, which was at odds
with communication from school (McCarthy et al., 2022). However, a criticism of this
studyisthatt hi s i s one peris.thardisa laleof tsapgelation, ane
as Frederickson and Cline (2015) note, school professionals are the experts of
education, whereas parents are experts of their own child. Nevertheless, it will be
interesting for future research to explore the implications for the interaction between
family and school systems within the COVID-19 pandemic, given that the distinct
roles of the two systems were blurred.
Advocacy. Whilstj oi nt working is the o6ideal &6, res
for par ent sWhitehurss 2041y m19Q) with the school system. So much
so that parents adopt iongofthelmest corsistent andfwellb a d v o c a
established findings in the field (Cleversey et al., 2017; Duquette et al., 2007,
Duquette et al., 2012; Hammond, 2021; Petrenko et al. 2014; Opini, 2019). Duquette
et al., (2007) found that every parent had experience of advocating for their child.
This informed their subsequent research which explored this exclusively (Duquette et
al., 2012). For most parents, advocating had become a way of life (Duquette et al.,
2012). They found that the reasons behind parents advocating were diverse. In part
the role involved a need to educate the educators. This included talking about FASD,
signposting to other sources of information, talking to individual teachers about how
FASD affects their child, and what accommodations are required (Duquette et al.,
2012), a finding consistent with others (e.g. Duquette et al., 2007; Petrenko et al.,
2014). This was a source of frustration for parents (Petrenko et al., 2014); as the
need to o6retraind6 teachers occurs annually a

(Duquette et al., 2012).
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Duquette et al., (2012) concluded that parental advocacy was overwhelmingly
about lobbying for recognition and support for their children. A lack of recognition
likely stems from limited awareness of the condition and its effects. McCarthy et al.,
(2022) also found that parents experienced considerable difficulties sharing their
concerns around  Ltlehdngthemaohadvbcdté fer fommalasseassment
or external support. This was most prominent for children who did not present with
disruptive, externalised behaviours. The need for validation and support from
external sources was also found in Duquette et al., (2012), where some parents
spoke of a need to be accompanied by a lawyer, social worker, or professional
advocate to ensure their expertise was respected. Balcaen et al., (2021) also
highlighted feelings of helplessness and lack of control for parents around what
happens in school. This demonstrates the unequal distribution of power in this
interaction. This was explicitly recognised in research by Opini (2019), whereby the
parent shared the importance of cooperating with the school leadership team, as
they were perceived to have more power to influence outcomes than teachers.

The issue of trust within the family-school interaction certainlyf uel s par ent s

drive for advocacy. Duquette et al., (2012) found that parents felt they had to
advocate for accommodations in school because these were often not being
provided as they should. They emphasised the
theschool year to ensur mdivalwakeducation planflEP) wieesi r ¢ hi
implemented. However, to achieve this, parents first had to seek information for
themselves and learn how the school system worked, including relevant
documentation and what options were available to their child legally. Monitoring was
often achieved through regular communication between home and school (Duquette

et al., 2012), reiterating the importance of clear communication pathways. However,
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parents have reported that this is challenging, as asking critical questions damages

teachersdé perceptions, resulting in them bei
Duquette et al., (2012) summarised advocacy as a tiring and stressful

contribution that parents make towards theirchi | déds education. Simila

were drawn by Balcaen et al., (2021) who emphasised that advocacy, educating

school staff, and maintaining effective communication and collaboration with school,

requires significant additional effort from parents. What is clear from the research

base is that parents are achieving this on their own. Whilst parents cited the internet

as helpful in establishing peer support avenues (Duquette et al., 2012), more recent

research indicates that further parental support is still required to facilitate the

interaction between home and school (Cleversey at al., 2017). It should be noted

that the difficulties within this interaction have been overwhelmingly framed within

Duguette et al dés (2012) research. The chil dr e

graduated from high school or were on course to do so. Therefore, as Duquette et

al., (2012) acknowledge themselves, there are likely additional challenges for

famiieswhoarenot o6t he success storiesd. Although,

findings do not highlight what worked or facilitated success, just that they had

overcome related challenges. This warrants consideration by future research.

The Role of EPs
As Roffeyetal.,( 2018) write, EPs® knowledge base

and education. The needs of CYP with a diagnosis of FASD tentatively balance
across the two domains. Roberts (2015) optimistically reflected on the potential
impact that the updated SEND CoP (DfE, 2015) might bring to CYP with FASD.
Namel vy, he hoped for a fistr onpadngsupmporr e I nteg

(Roberts, 2015, p. 242). This is furthered by several researchers who also noted the
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benefits of a collaborative, multi-disciplinary approach (Balcaen et al., 2021;
Blackburn et al., 2012). When one considers the role and skillset of EPs, one could
certainly argue that there is a place for them within this context. Whilst their inclusion
in the newly published diagnostic guidelines is noteworthy (SIGN 156, 2019), as part
of an extensive literature review, Westrup (2013) found no research which
specifically examined FASD and educational psychology practice together. Westrup
(2013) concluded that EPs are likely to be involved with individuals who have been
affected by PAE during their careers, particularly in their support of CYP who have
experienced the care system. Several key recommendations were made for a
potential EP role in supporting this population. Notably supporting schools to identify
suitable provision, evaluate their policies, develop appropriate learning
environments, and reframe school sd beliefs a
behaviour. However, Westrup (2013) acknowledged that a clearer picture of the level
of involvement EPs have in the context of FASD, and what this might look like was
needed.
Since Westrupbs (2013) reflections, to the
Canadian study (Pei et al., 2013), and one unpublished thesis (Campbell, 2019), has
further explored the role of EPs in supporting this group specifically. Pei et al., (2013)
studied the role of school psychologists in supporting assessment and intervention
for students with FASD. The research focused entirely on psychological assessment
and how it was experienced, alongside stakeh
al., (2003) argue that EPs work at the individual, organisation and system level. The
former was the only aspect considered by Peietal 6 s (2013) research. S
transferability of the findings to the UK context is limited, because in Canada the

school psychol ogistds role in assessment rel
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study is not discussed f uméastaesmall-scileampbel | 6s r
preliminary study (Campbell, 2016 as cited in Campbell, 2019; Campbell, 2019).
When examining the practice of three UK EPs, Campbell (2016) as cited in Campbell
(2019), identified a role for EPs to highlight the possibility of FASD when other
formulations have been exhausted, conduct holistic assessments, facilitate a shift
away from diagnosis towards need, develop shared understandings, and enable
collaborative processes across systems. The latter is consistent with
recommendations by Balcaen et al., (2021), that the disconnect between knowledge
and action in school can be addressed by developing strong relationships. Similarly,
Job et al. (2013) suggested that future research should consider what facilitates
effective collaboration and positive relationships. This captures the rationale for
future research which considers the role for EPs within this.

Campbell (2019) sought t o asarsewrgthirtyh)e st r up O ¢
one EPs, fifteen of which had previously worked with CYP who had a diagnosis of
FASD. It is important to note that the parameters of the study meant that only
experiences involving primary school aged children were captured, and EPs worked
within one area of the UK. Experiences may have differed had the entire educational
spectrum been studied, or the practices of EPs working in different services been
explored. Nevertheless, the aim was to identify how EPs were involved in
identification and assessment of FASD, how they contributed to intervention and
support strategies, what factors influenced their practice, to what extent EPs
engaged in multi-disciplinary practice, and what their distinct contribution was. One
prominent barrier to EP involvement, was their self-disclosed limited working
knowledge of FASD (Campbell, 2019). This is echoed in parental experiences also.

As part of Blackburnés (2010a) project, pare
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services they accessed were explored. Three of the nine parents had received EP
support, but only one of these felt that this support was beneficial. One parent

shared that their experience of EP involvement had not provided reassurance

because the EP had explained that fAyou know

(Blackburn, 2010a, p.30). A similar lack of knowledge amongst EPs was noted by a
parent within a report by NOFAS-UK (201 8, p.7) who was tol
Perhaps then this highlights the need to further explore parental experiences of EP
involvement and offer recommendations for EP practice.

Campbell (2019) noted that EP practice did not differ greatly whether
involvement was FASD related or not. For instance, EPs reported recommending
generic interventions and using frameworks for practice and consultation as they
typically would for any other work. Whilstthi s may refl ect EPso6 |
base, this may also offer explanation as to why recipients of EP support have been

left feeling underwhelmed. Indeed, as emphasised throughout this review, it is well

documented that a O6uni v priatefarlthés popyapon.oach i s

Campbell (2019) also found that EPs considered their unique contribution to be

d

t

mi t

6advocating for the childd as they are highl

holding those centrally. This is supported by Roffey et al., (2018) who argue that EPs

have an awareness of contextual factors affecting child development and are well

pl aced to O0shout | ouder &ava However, thishsalsoi mp a c t
interesting as this is a role which previous research indicates is more often adopted

by caregivers of those with FASD (Cleversey et al., 2017; Duquette et al., 2007;

Duquette et al., 2012; Hammond, 2021; Opini, 2019; Petrenko et al. 2014). In
Campbelletal 6 s. , ( 2 0 h&seconddighesarankiry role for EPs related to

providing a O0Ohol i sti c bptestrengthes ard needs.dtiswhi c h

t h

de



67
PARENT VIEWS ON FASD AND EDUCATION

important that this is contextualised within other findings, such as Blackburn and

Whitehurst (2010), who suggest that a diagnosis of FASD acts as a protective factor

for both parents and CYP.However, members of school | eade
(2013) research contradicted this by suggesting that the label caused staff to place a

glass ceiling on what may be possible for these students. Corrigan et al., (2019)

echoes this by finding that expectations are often reduced for pupils with FASD.

Further support for this comes from Poth et al., (2014), whereby participants attribute
external professi onal $o6usedasghe cause of thib.iThashs ar e de
therefore a consideration for EP practice. Given the heavily medicalised

underpinnings of the FASD literature base and the significance of strengths-based

approaches (Cleversey et al, 2017; Job et al., 2013; Pei et al., 2013; Poth et al.,

2014), it seems appropriate to suggest that EPs may be well placed to utilise solution

seeking approaches, which could redirect focus away from deficits and towards

resources (Franklin et al., 2012). This highlights that EPs have the potential to

address the difficulties parents have discussed in previous research. However,

Campbell 6s (2019) findings ddemaonstraté whgtht on on

EPs consider to be Obest practiceo. It wi ||
stakehol dersdé6 experiences of EP involvement
ounique contributiond align.

When one reflects more widely on considering FASD within a systemic
perspective, there is credibility in an argument which suggests that EPs may be
skilled to develop and facilitate effective interactions between systems. Dowling and
Osbourne (2018) and Beaver (2011), argue that EPs are appropriately positioned as
Ometad to both the school and family systems

Consequently, they are one step removed and are better able to gather multiple
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perspectives and provide validation to all stakeholders. This is pertinent to Balcaen
et .a(2021%conclusion that the integration of numerous views helps inform a clear
understanding of the whole individual with FASD. However, research suggests that
parents are the O0br i dgk(Bammaed, 20219, andthisiseot and s c
yet working well. Indeed, this has the potential to blur the boundaries of the parental
role and has significant consequences for parental wellbeing. Balcaen et al., (2021)
argued that moving forwards, a family-centred approach with a focus on minimising
collateral impacts is essential for those affected by PAE and their families. This
seems pertinent to the EP role. However, major gaps exist in the necessary services.
For instance, EP services are increasingly inaccessible to families (Peake, 1999).
McGuiggan (2021) found that schools function as gatekeeper to EPs, particularly in
services which use a traded model of delivery. Involvement with parents was
variable, although no services were found to have structures in place to protect
families and none were offering intervention to families. Given the literature which
highlights the often-fractious interaction between systems in the context of FASD
(e.g. Cleversey et al., 2017; Job et al., 2013), and the distribution of power alongside
minimal parental support, the opportunities for change appear limitless, despite
currently being underutilised. EPs may not yet be maximising the possibilities of their
role.

Conclusions

This review has articulated the difficulties experienced by those with a
diagnosis of FASD. and members of the systems within which they belong, namely
their families and school. Whilst the implications of FASD have been broadly
discussed, the author has illustrated that the issue of education is overwhelmingly

neglected, despite being an area of significant need. The current research base is
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primarily positioned outside of the UK and is outdated when considered alongside
current policies such as the SEND CoP (DfE, 2015). Whilst published findings barely
scratch the surface, they make for uncomfortable reading. As can be seen
throughout this review, the author has identified and highlighted several
recommendations for future research. Research which has gathered the parent
perspective thus far has uncovered numerous experiences of minimal support,
isolation and being voiceless. Yet given difficulties identifying accurate prevalence
rates, there are likely many other parents whose voices have not been captured.
Moreover, the author concludes that previous research has not gone far enough in
trying to remedy and seek solutions to the unsettling findings. Thus, the author
suggests that further exploration considering the role of EPs in supporting this group

must be prioritised.
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Chapter Two: Empirical Paper
Abstract

This study gathered the voice of adoptive parents and foster carers who parent
a child with a confirmed diagnosis of foetal alcohol spectrum disorders (FASD). Their
views were explored in relation to their experiences of the family-school interaction,
their perceptions of their c h i kxgevience of school, as well as their experiences
of educational psychologist (EP) involvement with their child. The study was
underpinned by a solution-oriented approach ( O 6 H a & Weinar-Davis, 2003),
which enabled a range of experiences including difficult, positive and any nuances
which are positioned in-between, to be captured. A qualitative study using semi-
structured interviews was conducted with eight adoptive parents and one pair of
foster carers. Braun and C | a r R@06; 2022) six phases of reflexive thematic
analysis (TA) was used inductively through which four themes were identified:
oUnder s thalnrdd inwgd & e eobBée,| on @iCrog & janbandr a t
Co mmu n i caadodiKonnodw | aaddAgvareness of F A S Drée findings highlighted
that parents of children with FASD consider school to be overwhelmingly
challenging for their children. This related in part to within-child factors linked to
FASD, however, to a greater extent these difficulties were systemic. This study adds
to the current evidence-base which indicates that parents play a crucial role in the
educational lives of children with FASD, as well as the findings that barriers to the
family-school interaction are plentiful. This research adds support to the importance
of effective family-school communication which authentically accountsforpar ent s 6
views and their expertise. The need for improved knowledge and understanding of
FASD within the school system and amongst EPs is also emphasised. Moving
forwards, recommendations for how EPs might undertake a more supportive role in

this context are provided.
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Introduction

FASD is an umbrella term which describes complex physical and neurological
difficulties resulting from prenatal alcohol exposure (PAE) (Blackburn & Whitehurst,
2010; Millar, et al., 2017). Neither the profile nor developmental trajectory of those
with FASD is heterogeneous (Blackburn & Whitehurst, 2010). Instead, it is
dependent upon several details relating to the individual context of alcohol use,
including volume of consumption and occurr
developmental timeline (Blackburn et al., 2012). Research has drawn a clear link
between FASD and developmental differences, including cognitive functioning (e.g.
Price, 2019), meaning the effects of FASD are not always visible (e.g. Blackburn &
Whitehurst, 2010; Strei s sonedflmangobQacibsad | ey .
obtaining a diagnosis, as individuals are
p.185) and share similarities with more widely recognised neurodiverse conditions
(Bruer-Thompson, 2016; Petrenko et al., 2014). However, the prevalence of FASD is
believed to be greater than other neurodevelopmental disorders (McCarthy et al.,
2022; Scholin et al., 2021; Westrup, 2013), particularly amongst adoptees and
looked after children (LAC) (Adoption UK, 2018). Yet FASD internationally, but
particularly in the United Kingdom (UK), remains under-researched, especially within
the context of education.
FASD in Education: A Systemic Shift Towards Solutions

For individuals with FASD, experiences inthewombast hei r first o6cl

into life (Treisman, 2018), shape those experienced later in the physical classroom. It
is implied in the literature that FASD has considerable life-long connotations, not
least for education, yet FASD internationally, but particularly in the United Kingdom

(UK), remains under-researched, especially within the context of education.

en

20
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Fundamentally FAISIDI d& @ormdviittihom, the physi
are irreversible (Blackburn & Whitehurst, 2010). It is a well-established medicalised
term and researchers thus far have soughttoi dent i f wrohgt wstéin a
medical, deficit model. Research has illustrated how the damage caused by PAE
across brain domains affects education, particularly in relation to academic
achievement (Millar et al., 2017) and behaviour (Blackburn et al., 2009) including,
but not limited to, confabulation (McCarthy et al., 2022) and dysregulation (Duquette
et al., 2007). This translates into high incidences of associated difficulties, such as a
negative spiral of low self-esteem, mental health difficulties, and ultimately an
increased likelihood of dropping out of school (Duquette et al. 2007; Duquette et al.,
2012; Edmonds & Crichton, 2008; Kelly, 2009). However, research is now beginning
to implicate the role of systemic factors,andas hi ft away f-climl ddhhe O6wi
narrative is emerging since a critical review by Flannigan et al., (2021). This is
important due to the diverse and complex nature of systems that individuals with
FASD sit within (Coggins et al., 2017). The review highlighted how the current
|l iterature base pathologizes FASD ,amd an 6abn
concluded that a dearth of literature currently exists which explores a strengths-
based perspective of individuals with the condition

Thecurrent understanding of Opermanenced s
for change. The Social Model of Disability (Oliver, 1983) may offer a positive
reframing of FASD by highlighting how seemin
overcome or reduced by adaptations made around the individual, an idea closely
related to the 6contextd concept of systems
is pertinent to education, as the school system has been found to be inconducive to

learning for pupils with FASD (Price, 2019), and the school environment is better
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able to meet the needs of those with alternative diagnoses (Corrigan et al., 2019).

This is evident in previous findings which provide insight into the difficulties which

those with FASD face within education. For instance, despite research accentuating

the importance of adaptations and differentiation within the curriculum (Carpenter,

2011, Millar et al., 2017), schools are consistently failing to provide inclusive

opportunities for these students. Duquette et al., (2012) expressed this as an issue

of édéreaardi nessd to include them. Participants
research reported that because of this, coupled with their diagnosis of FASD, they

saw themselves as different to their peers, which ultimately led them to resist

engagement with the very learning support they required. More recently, and within

the UK context, Hammond (2021) also found mixed feelings towards receiving

specialist support, where even young pupils were concerned by stigmatisation of

being 6differenté if they were supported out
illustration in Figure 8, whereby differences exist between inclusion, exclusion,

segregation, and integration. This highlights an important implication forteac h er s 0
practice because peer relationships have been identified as being central to the

overall experience of school for those with FASD (Duquette et al., 2006; 2007,

Hammond, 2021). A desire to oO6fit ind | eaves
pressure, resulting in higher incidences of ostracism and bullying (Duquette et al.,

2007; Duquette & Orders, 2013; Knorr & Mclintyre, 2016; Sanders & Buck, 2010).

|l ndeed, Corrigan et al (2019) recognised O0so
discrimination that children with FASD experience.

Figure 8

A visual representation of the concept of Inclusion. Think Inclusive (Villegas, 2017)
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Inclusion

Exclusion Segregation Integration

L

The educational experiences of those with FASD are also shaped by poor

knowledge of the condition amongst education professionals, this is both self-

disclosed (e.g. Blackburn & Whitehurst, 2010; Pei et al., 2013) and derived from

parent so6 per.€lpversey at al.e2817;(Dequette et al., 2006; Duquette et

al., 2007; Price, 2019). This correlates with issues of assumptions, prejudice,

stereotypes and unrealistic expectations around behaviour (Corrigan et al., 2019;

Flannigan et al., 2021, Price, 2019). Consequently, these pupils are often blamed,

punished, and falsely labelled as deviant (Brown, 2015; Duquette et al., 2007; Knorr

& Mcintyre, 2016; Sanders & Buck, 2010). Whilst there is an emerging literature

base arguing for a move towards recognising
and means of expression, not a choice (Malbin, 2004), it is not yet embedded. Taken

together, the above results in the shared experienceof6 st ruct ur al di scri mi
0 e d u c ajt @ coomaamahgsithis population (Carpenter, 2011; Corrigan et al.,

2019). Despite this, literature considering FASD and education within a systemic

perspective is limited and in its infancy. To date, Poth et al.,, (2014) adopted
Bronfenbrenner 6s ( 19 tobgtterBimdersgancpbsitigei ¢ a | Mo d e |

classroom experiences of individuals with FASD, and Flannigan et al., (2021) also
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advocated for recognition of the relevance of a systemic perspective. Similar
conclusions were drawn by Price (2019) who identified two distinct overarching
themes; 6The Chil ddéd and O6The Systembé, when a
parents who had adopted a child with FASD. However, these findings only partly
related to the educational context. No research combines consideration of FASD
within a systemic perspective with efforts to ascertain what works well. This empirical
paper will therefore be structured by applying the principles of systems theory using
the model presented previously in Figure 4 (see Literature Review).
FASD and the Family-School Interaction
Research which has prioritised capturing school experiences of pupils with
FASD, has consistently highlighted education as arduous for students and parents
alike (Duquette et al., 2007; Duquette & Orders, 2013; Edmonds & Crichton, 2008;
Knorr & Mcintyre, 2016). However, parental involvement has been found to be both
highly valued by their offspring (Duquette et al., 2006; Hammond, 2021; Knorr &
Mclintyre, 2016) and facilitates positive educational outcomes (Duquette & Stodel,
2005). For instance, Duquette et al., (2006) found that parental support with
homework and extra tuition enabled pupils to feel more academically integrated in
school. This demonstrates how 6involved6 the
and how it extends beyond the remit of &éhome
parents have described this as a significant undertaking which is hugely effortful
(Balcaen et al., 2021; Duquette et al., 2012). Issues discussed previously, present
an overwhelming basis for why parents unequivocally embrace a supportive role for
their child (Balcaen et al., 2021; Sanders & Buck, 2010). Duquette et al., (2012)
found that parentsdé advocacy stemmed from a

the support or recognition to which they were entitled. This pertains to findings which
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are indicative of dwindling parental confidence and trust, in the assurances school
provide, t hat they can meet their childds needs
adaptations (Duquette et al., 2012; Job et al., 2013; Poth et al., 2014).
The importance of partnership working, specifically collaboration and effective
communication between family and school systems, is emphasised throughout
previous research (Cleversey et al., 2017; Green, 2007; Job et al., 2013; Poth et al.,
2014). And yet, research also illustrates that parents feel unheard, their views and
expertise are unacknowledged, and they experience a lack of authentic participation
(Duquette et al., 2012; Job et al., 2013; Whitehurst, 2011). This poses a cause for
concern given that s chweenéddbodthel SENDCOA, wheh shoul d
specifies the requirement to consider the #fAv
(DfE, 2015, p.19). Research indicates that parents may not be listened to by
educational professionals because they are instead positioned as being responsible
for their childds difficulties in school. I n
feelings of judgement and blame directed towards them (Balcaen et al., 2021;
Cleversey et al., 2017 etc.). Cleversey et al., (2017) found that issues for parents
were characterised by arguments from education professionals around superiority of
their own professional knowledge. This is furthered by other studies also illustrating
resistance from schools to acknowledge parental contributions and
recommendations (McCarthy et al., 2022; Poth et al., 2014), resulting in parents
inviting more powerful professionals to support their efforts (Duquette et al., 2012).
At present, a lack of reciprocity and equality between systems persists. It is therefore
ironic that the parental perspective within research is consistently supplementary to
that of other stakeholders, despite their role being so pivotal. For instance,

caregiversod6 voices so far have been underrep
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members of senior leadership, and other allied professionals (Job et al., 2013).
Similarly, parental views have been sought
of obtaining pupil voice (Duquette et al., 2006; Duquette et al., 2007).

Parents continue to cite school as one of the biggest family stressors and the
source of much aggravation (Balcaen et al., 2021; Corrigan et al., 2019). And yet,
Opini (2019) concluded that in the context of FASD, there exists a dearth of literature
which explores the relationship between the family and school systems, particularly
from a parental perspective. Research studying the relationship thus far, has
prioritised advocacy as one strand of the family-school interaction (Duquette et al.,
2012; Opini, 2019), despite the parental role in education being multifaceted.
Additionally, whilst researchers such as Cleversey et al., (2017), sought to explore
how caregivers could be supported in this partnership, the use of concept mapping
methodology meant that the detail of experiences gathered from qualitative based
research was not captured. To the authors knowledge, no research exists which
explores the parent-school interaction, exclusively in the context of FASD within the
UK. Moreover, research thus far has done very little beyond identifying a significant
problem. Persistent exploration of what works and opportunities to initiate positive
change for individuals and their families have been missed by previous researchers
(e.g. Duquette et al., 2012). This may be addressed by exploration of a breadth of
parental perspectives across both primary and secondary schools. Previous
researchers have opted to study one or the other, however, the collation of the entire
educational experience may provide greater scope to identify times of strength.
Consequently, a clear avenue for further research exists.

FASD and the Role of EPs
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Whilst a multi-systemic approach is recommended by the current research
base (Green, 2007), this has not yet been maximised to recognise the role of EPs in
this context (Westrup, 2013). This is a significant oversight given that their
knowledge base is situated between health and education (Roffey et al., 2018), thus
mirroring the position of FA®®famiywiodsehook er , t h
systems (Beaver, 2011; Dowling & Osbourne, 2018).
A literature review by Westrup (2013) identified that there was no research
which has considered FASD and educational psychology practice together. Since
then, only one Canadian study (Pei et al., 2013), and one unpublished thesis
(Campbell, 2019), have explored the role of EPs or school psychologists supporting
this population. Campbel |l 0sanddsnmakerach i denti f
valuable contribution to supporting individuals with FASD, particularly by being
person-centred and adopting a holistic lens. However, it was also highlighted that
this practice was variable, owing to individual characteristics of EPs, such as
confidence and knowledge surrounding FASD. It was acknowledged that drawing
upon the perspectives of other key stakeholders, such as parents, is necessary in
future research to advance the understanding of the EP contribution in this context.
So far, this has been addressed only on a small scale, in research funded by non-
profit organisations, where methodology is not clearly articulated. Indeed, this formed
one discrete element of a much larger project into FASD from the perspectives of
multiple stakeholders, in which participants mentioned EPséknowledge of FASD in
passing, when asked more broadly about their experiences of collaborating with
professionals (Blackburn, 2010a). Nevertheless, parental views were not
compl i mentary, thus confirming a need for fu

(2013) call to identify whether EPs are working with these families and if so, how?



79
PARENT VIEWS ON FASD AND EDUCATION

Methodology and Method
Aims of the Current Study
This study aims to investigatepar ent al perceptions of thei

experience alongside parentsd own experience

education. The second objective is to identify the parental perspective of EPs

supporting the educational experiences of children and young people (CYP) with

FASD, and what role EPs can take moving forwards. The purpose of the study was

to use solution-oriented questioning with participants ( O 6 H a & \Wemnar-Davis,

2003). Unlike solution-focused approaches, which unanimously prioritise exploration

of a positive future, a solution-oriented stance allows for discussion of less positive

experiences in the past, as well as more hopeful futures. Thus, providing an

opportunity to capture the range of experiences, including difficult, positive, and any

nuances which are positioned in-between. This balances the narrative by

acknowledging the mixed reality of FASD, as recommended by Flannigan et al.,

(2021). The overarching aim is to raise awareness of FASD and the associated

realities, enrich the literature, and add to the research base within a UK context. It is

hoped that it will help inform the direction of future research, and the development of

effective practice within the family and school systems, and educational psychology

profession more widely. The current study is guided by the following research

guestions (RQs):
RQl:How do parents perceive their childo6s
RQ2:What are parent sod e xsphedintgatto?’s of t he f
RQ3:What are parentsod exper iealucatienal of EPs s
experiences of their child?

Design
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Ontologically and epistemologically this research aligns with the beliefs of
critical realism (CR). A position of CR recognises that a knowable world exists,
however, this is shrouded by socially located knowledge (Braun & Clarke, 2013).

Braun and Clarke (2013) | i k ewhereblylgow weksreo wa bl e
reality is nuanced byeach6 pr i sm f aceéd. Prism faces in the
elements of the social context, e.g. culture and history. Without the prism, we would

have a cl ear vi ew CRpositéthatta beftet understand o we v e r
participantsé0 t r,wenmubst acknowl edge the o6prism facesd@é
perspective is shaped.

The researcher s primary hope in the curr e
experience as a o6realityd to be explored, th
(Willig, 2013). However, within CR, the ways the individuals make meaning of their
experience, the time and broader social context is also acknowledged, i . e. Opri sm
f a c @kaékar, 1978; Braun & Clarke, 2013; Willig, 2013), thus adopting a
subjective epistemological position. This is integrated in the overall premise of CR,
whereby the researchers aim is to gain a better understanding of what is happening
in the world, whilst accepting that their findings may not provide direct access to this
reality (Braun & Clarke, 2013). Nevertheless, as Kelly (2017, p.22) argues, a CR
stance figuides and facilitates highly reason
bringing about positive changeo, making it o
professions, including educational psychology. CR provides a scientific basis for
action and relies upon a social and interpretative evidence base for professional
action (Kelly & Woolfson, 2017). As such, it is pertinent to the intended outcomes of
this study and offers scope to consider implications for school and EP practice.

The above is compatible with a qualitative research design.
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Participants

A purposive, criterion sampling strategy was used to recruit the participants for

this study. The selection criteria were:
1 Adopters or foster carers of individuals who have a confirmed diagnosis of
FASD.
1 Their child should also be between the ages of 5 and 16 years old and
access educational provision within one particular region of England.
Participants were recruited through a regional centre which provides assessment,
diagnosis, and post-diagnostic support for families. It operates locally and nationally.
The centre distributed a recruitment poster inviting prospective participants to take
part and make initial contact with the researcher (see Appendix B). After accounting
for the inclusion criteria, participants were sent a participant information sheet (see
Appendix C) and consent form (see Appendix D). This resulted in the recruitment of
nine participants: eight adopters and one foster carer. However, whilst one adopter
primarily attended interviews, on two occasions both adoptive parents and foster
carers participated (participants 8 and 9). Similarly, one adopter (participant 6) had
two children who met the selection criteria and wished to discuss experiences which
related to both children. Therefore, nine interviews were conducted with eleven
participants, who discussed ten CYP, who met the selection criteria.

At the time of the interviews, the children of participants were aged between 9
and 16 years old, with an average age of 12.7 years. They included seven males
and three females. All adopters had adopted their child in early childhood; before the
age of two. The only exception to this were the foster carers who began fostering
their child at the age of five. Eight of the ten children had previously had at least one

additional foster or adoption placement prior to residing with their current caregivers.
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Of those, three had experienced more than two previous placements. Within this
sample of children, the average age for obtaining a diagnosis was 8.8 years old. This
is consistent with data suggesting that diagnosis typically occurs in the later years of
primary school (Novick Brown, 2011, as cited in Blackburn et al., 2012). 70% of the
participantodéds children had one c®FASD r med, or
whilst 40% had multiple additional diagnoses. The most prevalent was attention
deficit hyperactivity disorder (ADHD), however, other diagnoses included autism
spectrum disorder (ASD), sensory processing disorder (SPD), attachment disorder
(AD) and oppositional defiant disorder (ODD).
In respect of education, health and care plans (EHCPSs), five of the ten children
had one, two were actively engaged in preceding assessment processes, and two
did not have one, nor were they yet involved in the process of obtaining one. One
par t i cadhip previouslg held an EHCP, however, this had been ceased owing to
recommendations from their education setting
children had received EP involvement. This included both statutory involvement
within the education, health and care needs assessment (EHCNA) process, and
non-statutory involvement within traded and non-traded service delivery models. An

overview of participant characteristics can be found in Tables 3 and 4.
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Table 3

Participant Characteristics of Each Participant and Their Child(ren)

Adoptive parent (AP) Age of Sex of  Age at Adoption/  Placements Prior to Age at Additional Diagnoses
or foster carer (FC) Child Child Final Foster Adoption/ Final Diagnosis
Placement Foster Placement

AP 1 13 M 16 months 1 12 X

AP 2 9 M 14 months 1 8 ASD

AP 3 11 F 12 months 1 7 ADHD

AP 4 9 M 18 months 2 8 ADHD pending and
SPD

AP 5 16 M 17 months 1 13 AD pending

AP 6a 14 F <1 month 0 9 ASD, ADHD, AD and
SPD

AP 6b 12 F <1 month 0 7 Inattentive ADHD

pending

AP 7 17 M 13 months 2 10 X

AP 8 10 M 13 months 1 6 ADHD and ODD

FC9 16 M 60 months (5 multiple 8 X

years old)
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Table 4

Participant Characteristics of Each Participant and Their Child(ren) continued

84

Relationship Education Settings attended EHCP EP Involvement
AP 1 1 Mainstream nursery, primary, secondary (year 7 & 8). \ \
1 Specialist private school currently (year 9).
AP 2 1 Dual placement (mainstream and one day a week alternative provision) Pending X
AP 3 1 Mainstream primary until year 2 \ \
1 Specialist primary currently
AP 4 1 Mainstream primary Pending v
AP 5 {1 Mainstream primary until year 2 \ \
1 Specialist private school (year 2 to year 9)
1 18 months without educational provision
1 Education other than at school (EOTAS) Tuition and life skill
placements currently
AP 6a f Mainstream throughout but in spe \ \
AP 6b f Mainstream throughout X \
AP 7 1 Mainstream throughout Ceased \%
AP 8 {1 Mainstream primary (currently) \ \
FC9 1 Mainstream primary and secondary (currently) X \Y,
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Data Collection

Semi-structured interviews were used to explore how participants perceived
their child to experience school, how they themselves experience the family-school
interaction and EP support. Interviews were structured using an interview schedule
(see Appendix E) which was informed by a solution-orient ed appr oac& ( O6Ha
Weiner-Davis, 2003). This resulted in the inclusion of questions which were both
positively and | ess positively framed to el
A solution-oriented interview schedule ensured that a breadth of experiences was
captured, including nuances of more challenging times and glimmers of light. This
included exploring exceptions and best hopes for a preferred future. The content of
the questions was guided by those used previously by Duquette et al., (2012) as
these facilitated whdé eaperagaeacefoddoeductati o
and adoptive parents. Whilst the interview was flexible to ensure fluid use dependant
on the course of each interview, both the content and proposed order shown in
Appendix E were refined following discussion with a key professional and adoptive
parent in the field of FASD. Thought was especially given to the initial and final
guestions within the interview (Kvale, 2006). In the spirit of being person-centred, an
introductory question which sought to gain insight into the family context of the
participant was used. This enabled the gathering of rich developmental history,
supporting the understanding of the individual context of FASD (Carpenter, 2011,
Streissguth & O'Malley, 2000). Similarly, at the end of the interview, a closing
guestion provided participants with an opportunity to share any additional information
which they had not yet felt able to. It was hoped that this may mitigate the impact of

researcher-driven interview questions and mirrored my practice in consultations.
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Interviews were conducted during the spring and summer terms of 2021; a
time where ongoing uncertainty remained due to the global COVID-19 pandemic.
Consequently, all interviews took place remotely using Microsoft Teams. It was
anticipated that the duration of interviews would be approximately 60 minutes,
however, these varied in length between 48 and 82 minutes. The interviews were
transcribed verbatim following each one.

Data Analysis

Qualitative interview transcriptswereanal ysed wusing
2022) six phases of reflexive TA (see Table 5). Braun and Clarke (2022) stipulate
that TA is compatible with a range of ontologies, including CR.

Table 5
Six Phases of TA (Braun and Clarke, 2006; 2022)

Braun

Phase of Analysis Action Purpose

1. Familiarisation {1 Transcription of video 1 To ensure
with the data recordings (see transcripts

Appendix F for sample). captured accurate

1 Checking transcripts representations of
against original discussions.
recordings. 1 To become

1 Immersion in the data familiar with the
by reading and re- content of the

reading the data set.
Familiarisation notes
including initial
thoughts, notes and

reflections noted in the
margins (see Appendix

G for sample).

T

data and develop
initial thoughts
about meanings
within the data.
To support the
application of
reflexivity
including
consideration of
the resea
position and
noticing thoughts,
feelings and
reflections which
may influence
analysis.

and



2. Coding the data

3. Generating initial

themes
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1 Systematic and

T

inductive coding of the

data set using a

6what/ howd ¢

(Watts, 2014) (see
Appendix H for
example). This
produced semantic

codes which reflect the
overt meanings of data

(Braun and Clarke,
2022).

Codes were reviewed

and refined. Codes

across the dataset were

collated alongside

relevant extracts as part

of this process (see
Appendix | for

example). A total of 176

codes were collated.

Upon considering the

relevance to each

research question, a
total of 162 final codes

were produced (see

Appendix J for list).

Active examination and

sorting of codes into

groups of
meani ngo
develop provisional
subthemes/ themes
(Braun and Clarke,

0 ¢
by

2022) (see Appendix K

for example).

T
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I denti fyi
meaning that is
potentially
relevanto
research question
(Braun and
Clarke, 2022,
p.53).

To ensure that
the codes were
rooted in the
voices of
participants,
rather than the
resear cher 0
interpretations at
this stage.

To ensure code
labels were
relevant, clear
and able to stand
alone from the
dataset whilst
conveying
meaning. This
included a
process of
collapsing and
fine-graining
broader codes
(Braun and
Clarke, 2022).

Shifting analytic
attention away
from smaller
meaning units
(codes) to larger
meaning patterns
(themes) (Braun
and Clarke,
2022).

Identifying
patterns of
6shared n
across the
dataset and
exploring
relationships
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between codes,
subthemes and
themes to ensure

they fit together
within the overall
analysis.
4. Developing and 1 Review of the coded 1 Checking there is
reviewing and extracts relating to each enough
themes theme. meaningful data
1 Data extracts moved or to support each
themes reworked when theme.
data did not fit 1 Ensure each
coherently within a theme does not
theme. simply present a
1 Review of the themes 6topic su
alongside the entire and instead has a
dataset(see Appendix central organising
K). concept which
9 Creation of final provides a core
thematic map following point and nuance
a process of discarding from the dataset
multiple alternatives. (Braun and
1 Discussions with Clarke, 2022).
research supervisors. f Ensure the

themes capture
the meaning of
the entire dataset
and complement
one another to
provide a holistic
understanding.

5. Refining, defining 1 Each theme defined. 1 Clarify and
and naming 1 Names chosen to reflect illustrate what
themes the core concept and each theme is
reviewed with research about, including
supervisors. t he Ok-ey
awayo6 fro
(Braun and
Clarke, 2022).
6. Writing the 1 Written presentation of 1 Presentthe
analysis data, under themes narrative and the
within the finding and interpretation of
discussion sections. the data.
1 Careful selection of data 1 Ensure all
extracts for each theme participant voices

which are pertinent to were
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the meaning contained represented.
within the theme. These

examples were taken

across participants.

Ethical Considerations

This research was granted ethical approval by the University of East Anglia
(UEA) Ethics Committee (see Appendix L) and was conducted in accordance with
the British Psychological Society (BPS) Codes of Ethics and Conduct (2018) and
Human Research Ethics (2021). Prior to arranging the interview, additional
information about the study was shared with participants via an electronic participant
information sheet and consent form (Appendices C and D). Within this, additional
considerations around remote working, including the use of audio/video recordings
were highlighted. This ensured participants were able to make an informed decision
about whether to participate. At this time, it was reiterated that their participation was
not obligatory, and participants were offered the choice to review their interview
transcript to ensure that it captured an accurate representation of the discussion.
This opportunity was taken up by five of the participants.

At the start of each interview, participants were reminded of their right to
anonymity, and the boundaries of this were shared in respect of safeguarding
concerns or the risk of harm. Additional consent around use of video recordings was
sought verbally, and the right to withdraw or terminate the use of their video and/or
audio was repeated. At the end of each interview, participants were again offered the
opportunity to review their transcript. In addition, a follow up email was sent to
participants which containedt he r es e arrcelseeraérsc hamdiper vi sor 6s
details should they have required a debrief or experience any concerns, or

psychological distress, following their participation in the research. They were also
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signposted to relevant FASD charities and support networks which could assist with
issues outside of the specific context of interview.

The data collected was managed in line with requirements of the General Data
Protection Regulation (GDPR) and the Data Protection Act 2018. Each interview was
anonymised at the point of transcription. Participants were given a number, and
identifying information relating to schools, their child, professionals, or other
organisations, including the local authority (LA), were redacted.

Findings

Four themes were identified through reflexive TA:

 —

.6Understanding the I ndividual 6

2. 6 SensBeloofngi ngo

3.6Col |l aboration and Communicationo

4. 6 Knowl edge and Awareness of FASDOG.
Themes 1, 3 and 4, comprise three related subthemes, and theme 2 has a further
four subthemes nested within. These are shown within a thematic map in Figure 9.
Whilst themes have been separated as part of this analysis, it is important to
appreciate their interconnectedness throughc
and the subsequent overlapping relationships amongst all themes. Within this
section each theme will be defined and discussed alongside the corresponding
subthemes in turn.

Figure 9
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Thematic Map lllustrating Themes and Subthemes

Theme 1: Understanding the Theme 2: Sense of Belongir Theme 3: Collaboration and Theme 4: Knowledge and
Individual : nang Communication Awareness of FASD
The Individual as Multifaceted Relationships and Acceptance Educating the Educators

. - Feeling Safer within a Shared Accountability and Parents as Knowledgeable
Behaviour as Communication 5 Lo 5 S
Relational Approach Responsibility Disseminators
An Individualised Approach Feeling Different Active Inclusion of Parents geessho St dvocaundioy
Support
Fragmented Belonging in the
Education System

Theme 1: Understanding the Individual

The theme &édUnder st anedfilnegc ttehde planrdeinvtisdbu af lebe |
child needed to be understood both as an individual, and as an individual with FASD.
Parents emphasi sed t hejandconmpouhdhg <rengtmsiarglu e, con
difficulties, as captured within the sub-t he me I ¢®6TWhe i dual as Mul tifac
Parents spoke of the means through which their child expressed their needs within
the school context. This is captured within
Communicationdé. Parents stressed the value o
Approachd to viewing and supporting their <c¢h
subtheme.

The Individual as Multifaceted. Parents described theirc h i | dneeelsad s

being multifaceted and compounding into an famalgamationd , r e s whetbipgng i n A
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explosion of a boyo (AP 4). AP 8 noted how a diagnosis of FASD established a
gol den thread of connectiobhbhebebtbwekotshefvhr
di fferent things that youodre trying to deal
behavioural things, compliance things and th
but itdéds all a bit fragmentedé withoRKohe FASTD
this parent, the multifaceted nature of need did not necessarily become easier to
manage following diagnosis, but the unique profile did become easier to understand.
This extract also reflectshowp ar t i ci pants considered -their c
ranging (behavioural, emotional, social, cognitive etc.). Each parent described their
child as having a unique developmental profile and no two individuals were the
same. This is most clearly presented in Table 6. This table provides the reader with a
visual representation of how for these parents, the variability in profile of primary
difficulties for each individual with FASD is wide-ranging. Parents often spoke of their
chil dbés n e e-dofdactimanna. Fonexantple,nn relation to attention
difficulties,par ent s si mply stateado6thabontkeit (dAtPbi fdr
6 ) afindd it difficult to sit stilldo  ( 7A Phis is suggestive of a familiarity with their
c hi I d & andaceeptdnse that their child is as they are. Participants
overwhelminglye x pl ai ned their childds needs rel atir
the impact for education and how their difficulties presented challenges for learning:
Altés his éneonorknowahd ywoul d never rememb

do for his homework, so you know teachers would let him take a screenshot of what

the homework was,but t hen hedandoyeubd mask well wha

youbve gaond thhe dioust had no clue, (APe7).had no
This extract illustrates how parents recognised that educational adaptations were

required to supportt hei r ¢ h i Acatlénsc attaimreedtsvas cited by numerous
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parents as being problematic. They spoke about how their children freally struggledo
with learning (AP 1), resulting in them being fguite low and quite behindo  ( 2\ Phe
extent of this was explained by AP3, who shared that their daughter was ormia year 1
curriculum but. sfiBds iva s yst paftitipgrdasbdescriptiomsf m
of their child being several years behind same-aged peers, and consequently
requiring access to a different curriculum. Contrastingly, AP 6 highlighted how their
daughter fis a bright girldo  w h o gohaansrmdi 1Qa This demonstrates the distinct
developmental profile of FASD, whilst also indicating that in thisparentd s v i e w
further difficulties, discussed in upcoming themes, cannot necessarily be fully
explained by i ssues c.onstead, theydetl they could dchiemedé t he ¢
successf ul gwnthecighhsepportd Nevertheless, FASD was recognised
asawithin.c hi | d condition, wit h onganicimpairngenta e(SAP i bi n
5) a nidvisialedisabilityd  ( 7A Rlthough, this was often raised in the context of
frustrations of othersd understanding of FAS
Knowl edge and Awareness of FASDO:
AThey candt understand the concept of the
properly, and | think they also think that if they keep doing the same thing over and
over again then itoéll get better, theyol]l I
itds permanent damageFCOnhd it will not
In recognising that the primary effectsof F A S Dpermmanentoii t hi s extract
reminiscent of the parental acceptance discussed earlier.
As the below extract illustrates, participants acknowledged the presence of
|l ayers of intersectional ity Iliferexperiences:t i on t o t
fiveah | think everyone knows that when they

and certainly they arrived younger than a lot of kids do, but when you think about it
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ultimately, the reason they are where they are is because their mum drank all the
way through theP8. pregnanci eso
However, as AP 8 described, parents considered FASD t o be their child
di agnosi s wiverhmudh rélated to BASDA e(§A Ebmpared to other
impacts within their life experiences. For instance AP 3 explained thatt h edyo nii0 t
think that makes as much difference06 when compar istagsasdnei r chi |l d

adopted child with the effects of FASD.
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Table 6

Participant Information Relating to Primary Difficulties

95

Primary Difficulties ~ Adoptive Adoptive Adoptive Adoptive Adoptive Adoptive Adoptive Adoptive Adoptive Foster
Child1  Child 2 Child 3 Child 4 Child5 Child6a Child6b  Child 7 Child8  Child

Emotional Literacy V \% °
Emotional Regulation Vv \% \% V Vv \% V \%
Memory \% \% \% \% V \%
Speech and Language V
Executive Functioning Vv \% \% \ \%
Social Interactions \Y, \Y \Y Vv \Y Vv
Fine Motor Skills \Y, Vv
Attention Vv Vv Vv \Y, \Y Vv
Sensory Sensitivities Vv Vv Vv Vv
Hyperactivity Vv
Life Skills \Y \Y \Y \Y
Processing \% \% \% \%
Working Memory \% \% \%
Visual-Spatial \%

Processing
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Behaviour as Communication. Analysis of the data highlighted that parents
saw school as an overwhelmingly challenging experience for their children. This is
il lustrated by parentsd descriptionawfubf how
i n a (WP6). &wen participants who overall had a more positive narrative, felt
that their child woawrat lsiurgg etsd(ARSE Meveodey ri esd di
this subtheme reflected the shared conclusion that these difficulties were expressed
through their childbdés behaviour.
APrimary school was ok for X, I mean | t hinl
righttbut we coul dnuwhatdgtwasé tbe yéar Jteacher was saying |
think he needs a hearing test; you know have you had his eyes tested? You know,
hebs a bit boisterous in the playground, w
teachers and | think in hindsight perhaps that was their kind way of saying you know
hebs a IAPt/It |l e sodbo
As the above extract highlights, parents wer
FASD specifically was often uncovered by the school environment. This participant
described how school provided scope for noticing difference compared to same-
aged peers, although fboisterousdbehaviour was interpreted negatively as him being
falitttesodd, as opposed to a mbediffisultieshewa mmuni cat i
experiencing in the constraints of the school environment. Many parents shared
examples of times when their child experienced school non-attendance, these
occurred throughout schooling. This was often the climax of behavioural escalation,
a last resort fin the endd (23 ®hen their child simply could not communicate just

how fdistressedo  ( SAtRey were, through any other means:
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fHe just didn't want to go into school. He would, you know, be clinging to the railings
outside the school gates crying, not wanting to go in. And that's, you know, it was
heart-breaking for me, it was heart-breaking for himo (AP 4).

A coul dndét get her in. There was one occasi
because she thought i f she cut it ol@Rp6).t hen s
As these participants suggest, this was challenging for parents and students alike
and highlighted the extent to which school was not a place that their child felt able to
be. Parents cited varied reasons for the occurrence of school non-attendance. This
included their child feeling trapped s otryifig to fleedo  (5\d@d experiencing
sensory sensitivities around noise particularly d u e muah bigger classeso (2A P
Although not always in the context of school non-attendance, parents consistently
highlighted difficulties with curriculum o6pi
Arhere comes a point in school where you come out of reception into year 1, where it
was a little less demanding, a little more freeé and it starts to get a little more serious
and you have to do stuff at certain times, and you know the curriculum really kicks in,

| would say both of those were really difficult points for the boyso (AP 8).
Parents emphasised that this only worsened as their children grew older and
progressed further through school. Besides school non-attendance, parents
suggested that these difficulties presented
ways, namely masking and the adoption of coping mechanisms:
fiY masks the way she is feeling by her whole aggressive stance. Whereby X
shuts down and becomes a littte mouseé i f | shrink small enough
notice meo (AP 6).
AEBE6s quite clever in how he gets around t hi

would know what his next lesson was, and he would just remember one person from
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his form that was in his next lesson and follow themé t hat 6s how he found
way around by just following one personé if they were off then he struggled
because he had nobody to followo(FC 9).

As these extracts demonstrate, parents reported considerable variations in how
individuals concealed their difficulties, but in both instances, behaviours such as
masking, communicated an underlyingneedwh i ¢ h t Iryng to @l mee, without
telling meo (9, . they do not wish to, or may not be able to, explicitly
communicate. It was noted by several parents that masking had consequences for
the recognition of their childbés needs. For
than exhibited externali sédplpemagvi dfABa gwiert d e
6). Others highlighted the impact of discrepancies between how their child presented
at home compared to at school:
"t think there's been a time where an

because academically he struggles, and that's why we just saw a such an increase

of his meltdowns at home because he tried so hard to focus during the day, soon as

he was home, it all came out. You know, his behaviour would go through the wall,

you know it's umm, because he was just at home in his safe space, but school has

been hard (AP 4).

This extract illustrates the exaggerated difference and reflects the experiences of
most participants, however, one participant
opposite to this, thus reiterating the individualised nature of FASD:
ANVe don't recognise that boy in school, that's always been the way. A lot of children |
think mask it at school and bring it home. X is who he is at school, and then he's just

chill ed (APtl). homeo
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An Individualised Approach. Fundamentally, parents felt that what worked
well to support their child was unique to the individual, and this permeated
throughout multiple contexts. For instance, parents described their experience of
external professional involvement as more positive when said professional adopted
an individualised approach, and viewed their child through such a lens, as this
prevented the occurrence of assumptions:
"l think we've identified the fact that each child is unique, and they don't present,
necessarily similarly, you know, like the executive function and all that sort of thing.
But first of all, make a relationship with the child, don't go in there with preconceived
ideas that oh, this is what | know about FASD, therefore, he's going to present like
thiso (AP 1).
Most emphasised in the school context was the importance of an individualised
approach to behaviour management. Parents reported variations of strategies which
were, and were not, effective and distinctions existed particularly in relation to the
use of rewards and the timings of such:
Al remember the teacher saying they did a sticker chart with her, and they said, foh
she just wants all the stickers to stick on the chart there and theng and | said, fwell
yeah she doesndédt get it does she, she doesn:
this for so many days to getthatgit 6 s ,sarodv t hat 6 s somet hing tha
understand.. either she needs a reward there and then or she needs whatever
consequence there and thené | remember she got an award in an assembly for
doing a piece of work or something at the beginning of the week and by Friday when
they do the awards assembly, séatheytiveidthedt have
moment, yesterday and t omdheonlythingdr@atmegdans mean a

anything, is nowo(AP 6).
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This example illustrates how this pupilé behaviour was understood as a choice
because she fjust wants all the stickersa Instead, the meaning behind it, which in
t hi s cas es hwa sdoatehsant 6 ta hightigihte mow paeentgifeltthatét y pi cal 6,
behaviour management strategies which might work for the majority, were not
necessarily appropriate for use with students who have FASD. Contrastingly, other
participants felt that their children thrived off similar incentives. These parents felt
that it was about knowing the child well to ascertain what would and would not work
for them, thus reiterating the need for an individualised approach. However, nearly
al | parents described occasions where their
school through universally punitive approaches:
AThey teexdpencer to follow all the behavioural
and she di dnot, élosibguethh wait yourdurndospeak, stay on your

chair, and then you had to do the activities that the teacher was going through, and

she didnét (Wm3).w how t oo
AThey' re definitely switched on now into wi

what's benefiting him and bedtatobhamd thiekin t hey'
the classroom. They, as | say, he can stil!]l
desk, and they will read that and they will go come on X, let's go and have a little
walk. But they're taking the time to do that, as opposed to just making him like every
other neurotypical child in the class. He's not neurotypical, which they now realise.
Whereas before they go, you gotta sit up, you've gotta try harder, you've gotta try
harder, you know he couldn't try harderé that was the problem, and they're realising
t hat (APcwoO

As the above extracts demonstrate, participants shared that insistent use of inflexible

behaviour policies did not accandihwascleaxrr t hei r
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that parents perceived this to be unsuccessful. This was a battle experienced by
most participants. Where participants felt approaches were successful, it was around
devel oping an under st anditnnvgighddcilitdtedivge hei ngdi v
the best out of himo as the second extract shows.

An individualised approach was often advocated for by parents in relation to
provision and adaptations required in school. One parent reiterated the importance
of Mot just standard measures in, but the measures to support him as an individual
which we're starti (AB4)tThesaeallkeemdf itteafcrhemd s «
bothhowi t hey t each an(AP 2whmadmphasisedy Fott irstanceh) 0
parents talked about success as being when teachers recognised the need for
fthinking outside theboxo ( AP 5), avoiding abstract conce
resources, fimicro-managing and breaking things right downo  ( Adhd fBoyering
over,aroundhimo ( AP 2) to check whAPR2lleadestrbesly r equi
how their chil dés emoti onal differert eolowr cupessoas s up
that he could show how he was feeling @nd fa table space where he could take 5
mi nut es every Another cregiver acgitioned this care and attention
as being central to their overall experience, so much so that this was their rationale

for participating in the research study:

Al think part of the reason | weaightstutfio do t h
place,chi |l dren with difficulties really can m:
although thereds obviously a | ot of bad thi

and | think that shows that actually they can make it work, and what the school has
done is kind of testimony to the fact that if you put that right, then school can be a

goer f o(AP8).hemo
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Parents attributed the implementation of highly personalised strategies as being
significant for thehool: chil dés experience of
A Ae school has been giving him a weekly time slot with the maintenance guys, like

the caretakers of the, of the school. He absolutely loves that because he's being

practical, he's allowed to help them at gardening or doing some jobs around the
school and it really boosts him. | mean, that's his favourite part of the week at school,

so that's going great (AP 4).
As this extract illustrates, parents highlighted the benefit of provision which allowed
the child to experience being successful. One parent described how this was
achieved for their child by reducing the amount of work they were expected to
complete at a given time, thus aligning with what was achievable for that individual.
Theyex pl ai nedméales t hii m fieel ls achi¢vedr finikheddia u s e  h e ¢
wor k and hed@P 23.dHowewn thislwas something which parents felt
their child did not experience often. One parent described the rigidity of education as
abarriertothisandf el t t hat t he O adhtlearning meafitthats al | 6 a
their childbés strengths in other areas, name
academic skills, were not acknowledged. Practical skills were overwhelmingly
represented in parentsd® nar r gdrticWadyscieace,ound t h
sport, art and cooking. Interest led learning was raised by parents within discussions
of an individualised approach:
fit is that planning, and you know sequencing that he finds difficult, or found difficult.
But nowé he runs a boxing, umm a fitness class, on a Monday night which he plans,
he prepares, he sets it all out and then he

and itdéds somethin@P7heds interested
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As this extract illustrates, interest-based learning enabled greater engagement with

learning and enhanced opportunities to be successful. This parent felt that interest-

based | earning mitigated the effects of thei
that parents consistently reported as being facilitated by COVID-19 lockdowns,

whereby smaller class sizes facilitated grea
unique interests. This was recalled as a positive lesson learned from the pandemic.

Theme 2: Sense of Belonging

The theme 6SenédecaptaBmbrdefgliencgt i ons of t hei
experience of school as a place which both fostered and severed their belief that
they belonged. This was supported by O6Rel ati
Safer within a Ré&étpatentopereeivedthpttheirclaldwas left
OFeeling Differentd and did not have an obvi
systems, resulting in a 6Fragmented Belongin
components comprised the four underpinning subthemes of this theme.

Relationships and Acceptance. Analysis of the data clearly illustrated the
importance that parents placed on relationships for ensuring pupils felt integrated
within school, this incorporated relationships with peers and adults alike. Parents
overwhelmingly deemed peer relationships and friendships as being one of the few
aspects of school which their child valued. They spoke about their children enjoying
fsocialisingd  ( A Fhangingouton ( AP 8 ) a mdlied bnahese frianeshipsa
(FC9as beprettygnucho ( FC 9) the only positive aspe
chil dbés pE@ne papi@part suggested that this had previously informed their
decision not to move their child to another school and was a concern for upcoming

transitions:



104
PARENT VIEWS ON FASD AND EDUCATION

AHedé6l |l struggle 1 f, well when, because it
because obviously theydéve been i nandicha® ol t o

changed a little in that time but those people have been around for that time, now

theydre going to college, some of them are
are going to do apprenticeships, amill hedl |
change and he wil!| be all over the (FCI9ace f or

Whilst considered important for their child, parents also held numerous worries
relating to peer relationships, pauchascul arl vy
bullying, which was raised as a regular occurrence. Nearly all parents described their
concerns relating to their child being misled by a strong desire to be accepted by
others:

A do worry about the future for him. | worry about him turning, you know, in his teen

years and the kind of boy he is...he's got a real love of danger. He's a bit of a people

pleaser, so he loves to impress other kids, so, impressing other kids, ‘cause it, you

know, can lead him down the wrong path, in the wrong crowdo (AP 4).

As this extract highlights, parental concerns extended into the future but was also
very much a present issue, with parents sharing times when a longing for friendships
had resulted in their child being coerced into doing certain things. These behaviours
were wide-ranging, from swearing to drug taking, and sometimes included
sexualised behaviours. Parents reported that this often resulted in their child getting
into trouble at school and sometimes with the law. Parents reflected that these
challengesal so rel ated to their childbds awareness
fFriendships are really hard because X certainly wants to be very easy to please but

a lot of the kids are a lot moresavwya bout what that means, he d

have as many filters, s o hedés more | ikely to get into tr
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intotrouble,and thatdés not me excusing his behavi
responsible you know,but t he ot her kids know when to p
but X struggles to know when they come in, so friendships both in terms of
interactions with those friendship groups which is often, it can be quite fractious, but
also then how that then gets behaviourally into trouble with teachers and that is quite
a struggle for himo (AP 8).
As illustrated by the above extract, parents felt that friendships, whilst important,
were often difficult for their child to maintain. Similarly, where other children were
aware of bouwmhdean itexs pparatis i@fldctedi thmtdheir children
were often not. Consequently, parents recognised that their child would need
ongoing support i n tafikerautfrendg so;callgddriendsoc ¢ IA&r | vy A
3). One participant shared that psychoeducation had supported their child to feel
accepted in a more pro-social way:
fOne of Xo6s ¢aphand allwsth her| goihgaéack a couple of months,
and she wanted to do a lesson within class about different disabilities and bring up
about FASD, and X was happy to take part of that. So, | printed loads of information
off that | could, for her, and sent her a couple of the YouTube videos from the
website so that she could, they could see, and understand a bit better and that
apparently, within the school, the children actually were quite receptive of all of that,
and their outlook or how they see X and you know what he's like, they can
understand it a little better. It's now a case of, if he has one of his meltdowns at
school, ités not just because he's misbehav
they, sort of, know now that this is, sort of, what it is. One of his class friends, the

following day, apparently went on to the website and had a look and had a read
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about ité | think that helped a great deal with X, that he feels more accepted now
because everybody is, you know, understanding a bit more ¢AP 2).

As evidenced by the above extract, this pare
been supportive for their childbds sense of b
This extract also demonstrates that beyond relationships with peers, parents
emphasised the importance of, and the difference, that teachers and other education
professionals could make for their childbés e
particularly highly of special educational needs coordinators (SENCOs)st at i nlg t hat
will never forget, you know, he made all the difference for X. And yeah, that's when |
become a bittearfuld RIAAnot her felt that tfigethed8ENCO was
c o r nireschool (AP 5), which demonstrates the importance that parents placed on
there being an adult in school championing their child.

A think they do know him very well, certainly his TA (teaching assistant) because
shedéds been with him for such a while, she re

him navi gAaPt8e st uffo

Parents felt it was important for their child to have key adult relationships in school,
whereby their child had a point of call who understood and was supportive. This
pertained to school staff assisting them to manage potential barriers in the school
environment. They recognised that this took time to establish, but nearly all parents
highlighted the importance of that 1:1 relationship. Parents shared that secondary
school was particularly challenging for achieving this as teachers changed each year
and there were multiple relationships for their child to manage. When teachers have
fremained the sameothis has been helpful because this provides some stability (FC

9).
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Feeling Safer within a Relational Approach. Parents emphasised that
beyond having key relationships with adults in school, their approach, particularly
when relational, was hugely beneficial for their child:
Al think he feels very safe with them é it
the trust first of allo(AP 5).
Aitéds kind of an,lilkemihatiflye tgproachahprnpwithotiaatc h
empathy and that understanding and that calm, kindness, all those other things
instantly get(ARBlL.ch easier éo
As these extracts illustrate, a relational approach was built upon trust, empathy,
respect,tandwas supported by &ahelhofdlaof patiendew hAR 6)
as this promoted feelings of safety and security in school. One parent described how
the use of this approach by the entire teaching staff was hugely successful in
ensuring their child belonged in the entire school, not just with one adult. Many
participants discussed the need for a relational approach specifically in the context of
behaviour management:
AHe does | i ke a méitwas thastetner teaclmers thatbea c h e r
struggled more with. So, his teacher this year can be, she's been quite stern, and
he's really struggled with that. Uh, we know at home as parents, any kind of shouting
or raising voices doesn't work at all, it doesn't do him any favours; he just crumbles
under that. He just needsAPd4).real , soft,
As illustrated above, parents consistently noted that less open and nurturing
approaches did not work well to support their child. Instead, parents reflected that
teachers who took the time to talk, listen, approach things sideways and be more

hands off, worked well.
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Parents stressed the importance of a relational approach extending to all
interactions with their child, including those with external professionals:

ARShe needed therfigtebo sbekkhkowws she can trust
talk to you, at that point she didnoét really
be hel pful she wouldbve had to have started

togetusefulstrat egi es to hel p h@AR3). to move for
This parent explained that EP involvement would have been more purposeful and
have achieved better outcomes had a relational approach been adopted. This
echoed feelings of others who felt that one off visits were insufficient to get to know
the child and vice versa. Where efforts were not made to form relationships, or build
trust, parents reported feelingt h at tshuggleAdP tio wor k with their
one participant @Kk g@ggivarmemuchgonflienceot hAB fH) .
Contrastingly, EP involvement was described as successful and useful when such
an approach was used, as parents reported feeling that the EP had made a
connection and enabled the child to engage fully a redlly pour her heartoutdo ( AP
6).
Feeling Different. It was clear that parents were aware of their child feeling

di fferent in school. Parents described their
support in school which made them stand out from the crowd:

AWat h elikalwaslbeidgtmade to feel different, and you know having his

name called out, and then being taken to do his exams elsewhere, so again | just
wor ked with the school and said domothedd It h

come overtotheroom,s o pl ease dondét <call his name o

different @AP 7).
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As evidenced above, parents reflected that often it was learning accommodations
that perpetuated these feelings of being different. This occurred particularly in the
contexts of exams which took place in a different location or within which an adult
accompanied them to read or scribe. Parents also described scenarios when their
child was taken out of class for interventions as being difficult. One parent described
how the attention of being singled out as different had a noticeable change on their
child, particularly their self-esteem:

Afshe used t o Ioirg, sheoused tp parfarme, she usedgo be part of the

@6 performing arts academy, performed on
competitonsé you know performing arts was really
sing, she wondét get on nousarpwand shéjestshrigkse 6 s | i |
from any kind of attention, she just, itds
saying knocked the stuffingoutofyou,and t hat 6s whgAPG6)J. t 6s | i ke

Within their narratives, parents explained that practices which left their child feeling
di fferent also infiltrated throughout school
and had similar effects as that described before:
AThey tr i,gtheyeu hehirisolation. Every time she did anything wrong,
they bl amed her for it, but she couldndét hel
and they made her feel really alone. That affected her self-esteem and her learning.
They really wfeu(dB8pPt very helop
Parents often spoke of the negative impact of behaviour policies, including the use of
i solation rooms and,oudleradpubdVvic® tshaian egh ie
down, dependant on their behaviour. As described in the above extract, parents
were particularly concerned by the effectofthison t heir chil ddés emotic

and sense of self, specifically feeling isolated and having reduced self-esteem. In
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addition, shame was an emotion described by parents as one that their child

experienced intensely:

fl think schools are set up to make kids feel ashamed. That's kind of their behaviour

technique isn't itél think they need to avo
public. | think they do need to be really aware that shame is such a powerful emotion
when these kids are already feeling quite ashamedo (AP 5).

As this parent suggested, participants felt that current school behaviour practices
were not yet conducive to minimising feelings of shame, which parents associated
with the profile of FASD, and instead often did the opposite.

Parents raised that issues relating to feeling different were mitigated when
their child worked with others who had similar needs, such as in ability groups. For
some this was based on experiences thus far and for others it related to what they
imagined would be helpful, in a preferred future. As the following extract shows, this
opportunity occurred most often outside of mainstream settings:

AThrough t he S&NCLerawmidc € h,e toheyd 'gSoherdallym i nvo
enjoys that and that br eakdilléatningditsw diffeteftat , ev
side of the curriculum that he's |l earning,

know, making friendships being open and talking about how he is, and there are
other children, the other children there are all similar, with different, sort of,
disabilities, but they can all not feel just on their own, they all sort of have something
to talk about, which is great for him, that he doesn't feel that he's the only one or just
him that has tAPR2se difficultiesbo
This parent perceived that working with similar peers supported difficulties with peer

relationships and helped their child better understand themselves, thus developing
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an improved sense of self and belonging as they no longer felt different in that
environment.

Fragmented Belonging within the Education System. As shown in Tables 3
and4, par t icluldrep i thé ssudy were currently, or had previously, been
educated in a variety of educational settings including mainstream and specialist
institutions, such as pupil referral units (PRUs), and home tuition via EOTAS. Others
had dual placements where they attended alternative provisions such as forest
schools on a part-time basis. Parents held conflicting views around whether
mainstream or specialist settings were most appropriate for their child. Many
described having experiences of both and the flexibility that different educational
settings offered was celebrated. For instance, AP 7 described how remote online
teaching as well as placement-based tuto r i suigso it hei r chirdaly and was
good way oforthems. Multiple padicdpants spoke about learning in the
community, including a placement in a gym for a YP who aspired to be a personal
trainer and another at a horse racing yard for a YP who hoped to become a jockey.
Again, as highlighted in OThetmemghasisWasder st an
not on the universal but the individualised suitability of education which tapped into
individual interests. Parents also highlighted the multitude of school transitions that
their child had experi encelkydo Ointea tp atr eenitr delsic
had a stabl e experi enc e possblysopthetbeststheok | i ng t ha
environmento ( FC 9). They attr frimdshigsdandtbélongingaspor t an .
the reasoning behind this:

Ailt is really difficult; | mean maybe we

and maybe look at a specialist school, but because his friendships were so important

and we knew he struggled emotionally, we sort of went with the flow and let him stay
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with his friends, and the harder he found it, the more he relied on these friendships,
so the harder it was tlCO9%: ake him away
It was clear that parents felt learning was a complex process for their children
owing to their multifaceted profile as highlighted previously, however, this extended
beyond -ddhwiiltchG,n neur ol ogi cal di fferences:
AShe can | earn you know, she can but you kno
the sensory problems and attachment disorder and the whole FASD, she coul d n 6t
go, she couldndédtd cope in a cl APS)room wi tl
As evidenced by the previous extract, parents consistently reiterated the importance
of the school and classroom environments as a condition necessary to support their
chiidbs | earning. | mportance was placed upon th
nurturing environment. Many parents shared examples of times when their child had
intentionally found themselves in isolation
because these environments were better able to meet their needs. Individuals
fenjoyed being thereo ( AP f& ) rt ealid€FC 8)dndhese environments. It was
this understanding that informed many reasons for choosing one education setting
over another. These included greater flexibility around formal examinations (taking
fewer options, foundation level etc.), creative curriculums (forest school, practice-
based learning, life skills etc.) and smaller class sizes within specialist settings. The
latterwasmostconsi stently referenced in parentsd n.
a time when their child attended a small school as being the most positive
educational experience, Parentsf el t t hi s provided tiHieir chil
getstoomuchdo ( APhdé)l,esas demand on t eaThbsewhds t i me
did not share this experience often expressed an ongoing desire to find a smaller

placement with fewer children. However, AP 8 reflected that whilst a small school
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may appeal to parents, with ma n yhinking you want a small schoolq  bthat
makes the effect of him actually quite dramatico. They felt that | arge
greater access to resources, including more staff which provided greater flexibility
than smaller settings could offer.
Whatwas unani mously clear from parentso6é exp
know where, or even if, their child belonged within the broad education system:
ANobody knew what to do with her and tha
alongé we then tried another school which,t hey 6ve got a spelwi al i st
at that time she couldndédt go in that <cl ass
di dndt meet the criteria because shebod
Athere just isnbét anywhere and they do ket
@ § who are supposedly finding her somewhere to go with school and you know
they keep saying,oh wedve had another meetin@ndand we
thenthatschool,and t hen it él | gandeitoertherschoohwdlisay me et i n ¢
noowe canét me gotummatithe merearst t hey édr ed 6t awhkiicnhg a
is the social, emotional, mental health school which has justopened,and t hey éve
said they can meet herneeds,but t hey donét know if there |
there are so many children who need to go thereandt her eds only 60 pl ac
you know who needs it most. Il tés a night mar
are quite a few ASD schools around now, but
provisions that ar @AP6here at the mor
As this parent noted, parents did not feel that anybody knew where their child
bel onged educationally. This parentsodé descr.i
a distinct lack of availability of specialist provision as a barrier, and as this extract

shows, parents felt there was more availability for those with other






