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Abstract

Aims: Research on acquired brain injury (ABI) has acknowledged the importance of environmental factors in
the rehabilitation process. Given that adolescents spend a large proportion of their time in the school setting,
schools are considered to play a vital role. Currently, there is a paucity of research in Ireland about the
experience of school following ABI and this study aimed to fill this gap in knowledge. This study aimed to
explore adolescents’ lived experience of school following ABI and the experiences of their parents and teachers

in supporting them.

Method: The study was situated within the interpretivist paradigm and used a multi-perspectival qualitative
design. Interpretative phenomenological analysis (IPA) was chosen as the methodological framework. Three
adolescents and their mothers were recruited through a gatekeeper, a tertiary neurorehabilitation service. Two
teachers were recruited by contacting the adolescents’ schools. Semi-structured interviews were conducted and

the data were analysed according to guidelines from Smith et al. (2022).

Results: Four themes were identified: The new normal: things have changed; Challenging the new normal: | am
still capable; Negotiation of the new normal with others: a multi-directional process; and Punctuating the new
normal: COVID-19. A central element of the lived experience was the advent of the new normal. The
adolescents acknowledged that things had changed in school and also, retained a positive sense of self.
Friendship loss and the reconstruction of self with others were significant facets of their new normal. The
parents’ experience of supporting their child in school was characterised by managing, challenging and
negotiating the new normal. They described how they took on many different roles when supporting their child:
cheerleader, advocate, instigator, architect of the positive, fighter, protector and collaborator. The teachers’
experience of supporting an adolescent with ABI centred around the negotiation of the new normal. The culture
of the school, input from rehabilitation services and supportive relationships with colleagues were all
highlighted as being essential to the process. COVID-19 had the capacity to either positively or negatively affect

the new normal, dependent on time since injury.

Conclusion: It is anticipated that the findings will contribute to practice in both educational psychology and
education in how support is provided to this cohort of young people in the school setting. Identity and friendship
loss featured hugely in the adolescents’ narratives and this has implications for the practice of educational
psychologists. The findings emphasised the importance of involving adolescents with ABI in the negotiation of

school supports and also, highlighted the complexity of adolescent friendships after ABI.
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1. Introduction
This section provides an introduction to the research area, the experience of school
following brain injury. Definitions of the key terms in the study are presented, followed by a
discussion about its relevance to educational psychology. The positionality of the researcher
is offered in order to situate the research. The section concludes with an overview of the

thesis structure.

1.1 Research Area

Acquired brain injury (ABI) is considered to be the leading cause of death and disability
in children and adolescents (Forsyth & Kirkham, 2012; Ylvisaker et al., 2005). There are two
types: traumatic brain injury and non-traumatic brain injury. Despite differences in the causes
and types of the brain injury, children and adolescents with traumatic and non-traumatic brain
injury have similar needs (Forsyth & Kirkham, 2012). Thus, this study focuses on both types

and the umbrella term ABI is used throughout the thesis.

The World Health Organisation (WHO) has named childhood brain injury as a major
public health issue worldwide (WHO, 2008). Brain injury has been referred to as a “silent
epidemic” (Goldstein, 1990, p. 1) or an “invisible epidemic” (Carter & Spencer, 2007, p. 34)
in recognition of the common misunderstanding that it is a low incidence occurrence.
Currently, there is no data on the incidence and prevalence of ABI in Ireland (Corrigan et al.,
2021). In addition to physical difficulties, children and adolescents with ABI may present
with academic, social, behavioural or emotional difficulties (Babikian & Asarnow, 2009;
Barlow et al., 2010; Catroppa & Anderson, 2004; Halstead et al., 2013; Li & Liu, 2013; Ryan
et al., 2016; Yeates, 2010). The risk of academic underachievement and social isolation can
be high (Arroyos-Jurado et al., 2000; Hawley et al., 2004; Hoofien et al., 2001; Prigatano &
Gupta, 2006). Schools have an important role in helping children and adolescents in their

rehabilitation (Ciccia & Threats, 2015).
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Currently, there is a paucity of both international and national research about the
experience of school from the perspectives of adolescents with ABI, their parents and
teachers. This study aims to address this research gap by exploring the experiences of
adolescents with ABI in the school setting. The perspectives of their parents and teachers will

also be sought.

1.2 Key Terms

The key terms of the thesis are defined below.

Acquired brain injury (ABI) can be defined as “an injury to the brain that is not hereditary,
congenital, degenerative, or induced by birth trauma” (Brain Injury Association of America,

2021).

A traumatic brain injury (TBI) can be described an injury to the brain caused by a

traumatic event, such as a blow, jolt or bump to the head or body (Menon et al., 2010).

A non-traumatic brain injury (nTBI) refers to an injury to the brain that occurs as a result

of an illness or condition within the body (Marino et al., 2018).

Adolescence is defined as the time period between 10 and 19 years of age (Sawyer et al.,

2018; WHO, 2020).

An educational psychologist (EP) is a term used in Ireland and the United Kingdom to refer

to psychologists primarily working in schools (Swan, 2014).

1.3 Relevance to Educational Psychology Practice

Neuropsychologists have a distinct role in supporting adolescents with ABI (Ashton,
2015; Koterba et al., 2020). Their role can involve administering specialised
neuropsychological assessments in order to identify specific areas of deficit, carrying out

neuropsychological interventions or providing therapeutic support (Ashton, 2015; Fletcher-
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Janzen, 2005). There is a considerable overlap between the work of neuropsychologists and
educational psychologists (EPs). In order to explain the overlap between the three main roles
within child psychology, MacKay (2005) adapted a theoretical matrix from Bernstein (2000)

. Itis displayed in Figure 1.1.

Figurel.1

Matrix illustrating the Main Emphases and Interrelationships in Child Psychology (Adapted

from MacKay, 2005)

CLINICAL EDUCATIONAL CLINICAL
PSYCHOLOGY | PSYCHOLOGY NEUROPSYCHOLOGY
Development Context Brain
Brain Development Context
Context Brain Development

In this model, “brain” signifies the influence of the brain on human behaviour, whilst
“context” acknowledges the important role of context. The term “development” in this model
signifies the ongoing development of the child. MacKay (2005) argues that psychologists
consider all three aspects in their work, but just differ in their points of emphasis. Whilst the
neuropsychologist places more emphasis on the “brain”, “development” is the primary focus
in the work of the clinical psychologist. In contrast, the EP’s work focuses on the “context”
(or contexts) in which an adolescent is situated. It is this propensity to explore the impact of
context that makes the work of the EP so valuable when working with adolescents with ABI.
Bozic and Morris (2005) expand on this by proposing that the ability of EPs to work within
an ecological-transactional framework is beneficial when supporting with this cohort of
young people. This framework acknowledges the impact of various risk and protective

factors across different contexts on an individual’s development.
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Havey (2002) has proposed a specific model for EPs working with this cohort of
young people within the education system. According to the model, the following duties
could fall under the remit of an EP: assessment of individual students with ABI; consultation
and training for teachers on ABI; therapeutic intervention with students with ABI; and
support for parents, siblings and peers (Havey, 2002). Further recommendations were made
by Ball and Howe (2013) including: raising awareness about the needs of students with ABI
within schools; developing return to school protocols; delivering training to school staff;
supporting school staff to interpret psychological and medical reports; and monitoring the

progress of students with ABI.

Thus, EPs are well placed within the education system to support adolescents with
ABI, their parents and teachers (Ball & Howe, 2013; Bozic & Morris, 2005; Davies, 2020;
Farmer & Peterson, 1995; Hooper, 2006). In addition, EPs have been recommended to make
closer links to clinical neuropsychology (Cameron, 2006). When collaboration between
neuropsychologists and EPs occurs, more enhanced assessments and interventions result
(Ernst et al., 2008; MacKay, 2007). Thus, this research study is highly relevant to educational

psychology practice.

1.4 Researcher Positionality

My interest in this area began whilst supporting children with ABI in my previous
role as a primary school teacher. My interest was again piqued during my professional
training on the Doctorate in Educational and Child Psychology. On my first placement, |
supported a child with ABI and his family, prompting me to read the current literature in
relation to ABI and educational psychology. On subsequent placements, | continued to work
with children and adolescents with ABI, their parents and teachers. Throughout these
experiences, | was always in awe of their strength and resilience, but | was also astonished by

the paucity of available services to support these young people and their families within the
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Irish context. These experiences, coupled with an interest in ABI literature, led to my

decision to undertake research in this area, with a focus on the experience of school.

1.5 Overview of Thesis Structure

This thesis is structured according to guidelines from Mary Immaculate College. It
comprises four sections: Introduction, Literature Review, Empirical Paper and Critical
Review. The first section introduces the area of study and its relevance to educational
psychology. The Review Paper presents a broad overview of ABI and the implications for
education, followed by a systematic review of literature related to the experience of school
following ABI. It concludes with a strong rationale for the current study. The Empirical Paper
follows the typical structure of a research article with the following sections: introduction,
methodology, results and discussion. The final section of the thesis includes a reflection on
the overall research process and an impact statement regarding the benefits of the findings
both inside and outside of academia. Reflective boxes, extracts from the researcher’s research
diary, are interspersed throughout the thesis in order to provide a running reflective

commentary (Wagstaff et al., 2014).
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2. Literature Review
This section is comprised of three distinct parts. The first part provides an overview of
ABI and its sequelae. The second part explains some important psychological theories and
constructs in relation to ABI and education. It also details the role of the school in the
rehabilitation process, along with a description of the international and national context in
terms of ABI policy and legislation. The third part of the literature review contains a
systematic review of the literature regarding the school experiences of adolescents, parents

and teachers. The paper concludes with a clear rationale for the current study.

2.1 Part One: Overview of ABI
2.1.1 What is Acquired Brain Injury?

Acquired brain injury (ABI) can be defined as “an injury to the brain that is not
hereditary, congenital, degenerative, or induced by birth trauma” (Brain Injury Association of

America, 2021). There are two subtypes: traumatic and non-traumatic.

2.1.1.1 Traumatic Brain Injury. A traumatic brain injury (TBI) refers to an injury to
the brain that happens as a result of a bump, blow or jolt to the head (or body) or a
penetrating head injury (Menon et al., 2010). Falls, road traffic accidents and sports-related
injuries are the most common causes of TBI in children and adolescents (Ciccia & Threats,
2015). Cycling accidents were found to be the most common cause of paediatric TBI
admissions in an Irish hospital over a two year period (O'Halloran et al., 2020). Non-
accidental head injury, also referred to as shaken baby syndrome, is also included in this

category (David, 1999).

2.1.1.2 Non-traumatic Brain Injury. A non-traumatic brain injury occurs as a result
of an illness or condition within the body, such as stroke, meningitis, encephalitis, brain

tumour or non-traumatic brain haemorrhages (Marino et al., 2018). This category also
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includes brain injuries caused by hypoxia (partial supply of oxygen for a period of time) and
anoxia (no supply of oxygen for a period of time) (Headway UK, 2021). Events such as near-
drowning, choking, heart attack, carbon monoxide inhalation or poisoning can lead to

hypoxia or anoxia.

2.1.1.3 Levels of Severity. The severity of ABI can be classified as mild, moderate or
severe. Various tools can be used to gauge the level of severity in TBI, such as the Glasgow
Coma Scale (GCS) by measuring the level of consciousness at the time of assessment
(Teasdale & Jennett, 1974) or the Children’s Orientation and Amnesia Test (COAT) by
evaluating post-traumatic amnesia (PTA) (Ewing-Cobbs et al., 1990). The majority of TBIs
are classified as mild (Centers for Disease Control and Prevention (CDC), 2003) and the term
concussion is used interchangeably with mild TBI. The Modified Rankin Scale (mRS) has

been used to assess the severity of non-traumatic brain injuries (Bonita & Beaglehole, 1988).

2.1.2 Incidence and Prevalence of ABI

Prevalence refers to the total number of cases in the population whereas incidence is
the number of new cases in the population within a specific period of time, such as a year
(Hoek & van Hoeken, 2003). Most of the extant research on the prevalence and incidence of

brain injury focuses on TBI, rather than on rates of ABI (Finnerty et al., 2009).

2.1.2.1 Incidence. Incidence rates of TBI are largely determined by records of
admissions to acute and post-acute settings. A ratio of 280 in every 100,000 children were
admitted with TBI to a hospital in the United Kingdom over a six year period (Hawley et al.,
2003). In America, it was estimated that 1,541 children (aged between 0 to 4 years) per
100,000 presented to an emergency department with TBI in 2013 (Taylor et al., 2017). For
the 5 to 14 years category, the incidence was 815 in every 100,000. Ireland’s only post-acute

rehabilitation centre, the National Rehabilitation Hospital, received between 32 and 43
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paediatric ABI referrals each year in the 2011 to 2014 time period (Health Service Executive,

2016).

2.1.2.2 Prevalence. In general, prevalence rates are not frequently calculated in TBI
research.  Tagliaferrri et al. (2006) estimated that nearly 8 million people were living with a
TBI in Europe, based on an incident rate of 235 per 100,000 population. Currently, there is
very little epidemiological data as to how many individuals in total have ABI in Ireland
(Burke et al., 2020; Corrigan et al., 2021; Finnerty et al., 2009; McDermott & McDonnell,
2014). Inconsistencies in how ABIs are recorded may partly explain why there is a lack of

accurate data on the prevalence rates of childhood ABI (Jordan & Linden, 2013).

Researchers argue that looking at the prevalence rates rather than incidence rates
gives a more accurate representation of the scale of the issue (Walker & Wicks, 2018). In the
words of Walker and Wicks (2018), “the enormity of the problem is a cumulative one” (p. 3).
Due to the lack of reliable data on prevalence, rates of ABI are underestimated and for this

reason, ABI has been referred to as a “silent epidemic” (Goldstein, 1990, p. 1).

2.1.3 Outcomes

Outcomes can vary within the ABI paediatric population (Risen et al., 2019) and
recovery can depend on many different and interacting factors (Anderson et al., 2011;
Haarbauer-Krupa et al., 2017; Vu et al., 2011; Wood et al., 2009). Anderson et al. (2011)
distinguish between injury factors (severity and nature of injury, age at injury), and
environmental factors (family circumstances, socio-economic status and access to

interventions).

2.1.3.1 Severity and Nature of Injury. It is generally accepted that the more severe
the level of injury, the poorer the outcomes (Anderson & Yeates, 2014; Babikian & Asarnow,

2009). A diffuse brain injury (i.e. spread across different areas of the brain) is associated with
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poorer outcomes, as it involves a larger amount of damaged brain tissue (Anderson et al.,
2011; Power et al., 2007). Some links have been made between the location of the injury in
the brain and specific outcomes (Anderson et al., 2011). For example, injury to the pre-frontal
brain region has been associated with difficulties in executive functioning (Anderson et al.,

2002).

2.1.3.2 Age at Injury. Previously, researchers had pointed to the plasticity of the
brain as being a protective factor for younger children with ABI (Risen et al., 2019), giving
rise to the belief that sustaining a brain injury at a younger age leads to better outcomes. This

has been referred to as the Kennard Principle (Kennard, 1936; Teuber, 1974).

However, further research indicated that the picture is much more complicated
(Anderson et al., 2011). Some researchers postulated that sustaining a brain injury during a
“critical periods” of cognitive development can lead to poorer cognitive outcomes (Luciana,
2003). For example, research has shown that children injured in middle childhood, a critical
period of brain and cognitive development, demonstrated the poorest outcomes at two years
post-injury when compared with those injured as infants, at preschool age and in late
childhood (Crowe et al., 2012). Another explanation of the relationship between age at injury
and outcomes is referred to as “growing into the deficit” (Middleton, 2001). Diffuse injury
can interfere with the development of neural networks that are essential for cognitive
development in young children (Prins et al., 2010), leading to a flatter developmental
trajectory. As a result, cognitive deficits may only become fully apparent as the school
curriculum or environment becomes more complex (Morrison, 2009). Other researchers have
refined this concept by introducing the “double-hazard” model. The combination of
sustaining a severe brain injury in early childhood is associated with poorer cognitive

outcomes (Anderson et al., 2005).
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However, longitudinal studies have challenged these theories. After a period of
disrupted development, young children can begin to make relatively age-appropriate gains,
contradicting the “growing into the deficit” hypothesis (Anderson et al., 2012b). Thus,

evidence is mixed and the relationship between age at injury and outcomes is unclear.

2.1.3.3 Environmental Factors. Environmental factors, such as access to
interventions, socioeconomic status of the family, parental stress and family coping skills can
have a moderating effect on outcomes after ABI (Anderson et al., 2011; Keenan et al., 2020;
Stancin et al., 2002; Taylor et al., 1999; Taylor et al., 2002; Yeates et al., 2004; Yeates et al.,
2010). Considering the evidence base related to environmental factors, it is advised that
rehabilitation takes place within the child or adolescent’s everyday environment (Anderson et

al., 2011; Yeates et al., 2010).

2.1.4 Sequelae of ABI

As each injury can differ greatly, children and adolescents with ABI do not present as a
homogenous group in terms of difficulties (Deidrick & Farmer, 2005). The sequelae
following ABI can lead to a wide array of difficulties in various domains, such as cognitive,

academic performance, language, communication, social, emotional and physical.

2.1.4.1 Cognitive Effects. Children and adolescents with ABI may have significant
and persistent impairments to their cognitive abilities (Babikian & Asarnow, 2009).
Longitudinal findings have demonstrated that improvements in cognitive functioning occur in
the first year post-injury but may subsequently plateau (Chadwick et al., 1981; Taylor et al.,

2002). Uneven cognitive performance may be observed (Deidrick & Farmer, 2005).

Attention. The domains of processing speed and attention appear to be more affected
than other domains (Babikian & Asarnow, 2009). Attention can be conceptualised as being

comprised of the following components: focus/divided attention, sustained attention, shifting
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attention and encode/attention span (Mirsky et al., 1991). Research has demonstrated that
ABI has the biggest impact on divided and sustained attention, whereas attention span is the

least affected area of attention (Ginstfeldt & Emanuelson, 2010).

Memory. It is reported that paediatric ABI results in difficulties with memory and
new learning (Yeates et al., 1995). However, no consensus has been reached regarding the
long-term impact of ABI on memory functioning (Wilde et al., 2015). Findings suggest that
memory deficits are dependent on factors such as the severity, location of and time since the
injury, sex and socioeconomic status (Lajiness-O'Neill et al., 2011; Levin et al., 2004; Roman

etal., 1998).

Executive Functioning. Executive functioning refers to the set of cognitive skills
required for goal-oriented behaviour, such as task initiation, planning, organisation, self-
monitoring and problem solving skills (Lezak et al., 2012). Difficulties with executive
functioning have been reported after ABI, but the evidence is mixed (Anderson et al., 2012a).
Difficulties with executive functioning can emerge as the child matures (Catroppa &
Anderson, 2009; Kok et al., 2014). The location of the brain injury appears to be a factor in
executive functioning difficulties, with the frontal lobe area being more susceptible to this
type of impairment (Longaud-Vales et al., 2016). Age at injury also seems to play a role, with

younger children at higher risk of executive functioning difficulties (Wilde et al., 2015).

2.1.4.2 Academic Performance. Longitudinal studies have demonstrated that
academic attainments can be affected by ABI (Catroppa & Anderson, 2007; Catroppa et al.,
2009; Ewing-Cobbs et al., 2004b). A clear dose-response relationship between severity of
injury and attainment in maths has been reported (Catroppa & Anderson, 2007). In contrast,
the word reading skills of older children appear to be resilient after ABI (Catroppa &

Anderson, 2007). Children, who were injured at a young age and had not learnt the
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mechanics of reading prior to their injury, are reported to have more difficulty with word
reading (Barnes et al., 1999; Ewing-Cobbs et al., 2004b). This lends support to the hypothesis
that skills learnt prior to injury are not as vulnerable to ABI. Therefore, factors such as
severity of the injury and pre-injury skills can have an impact on post-ABI academic
performance (Catroppa & Anderson, 2007; Catroppa et al., 2009; Ewing-Cobbs et al., 2004a;
Vuetal., 2011; Yorkston et al., 1997). Interestingly, research has shown that children with
severe ABI make more significant improvements in recovery in the first two years post-injury

in comparison to children with moderate ABI (Vu et al., 2011).

2.1.4.3 Language and Communication Effects. In a small proportion of cases, ABI
can result in language disorders such as aphasia or dysarthria (Ewing-Cobbs & Barnes,
2002). Difficulties with the higher-order language and communication skills are reported
more frequently (Anderson & Yeates, 2014). These difficulties have been grouped together
under the term cognitive-communication disorder (Turkstra et al., 2015). In contrast to a
primary language impairment, the underlying reason for cognitive-communication disorder is
a cognitive impairment, such as difficulties with processing speed, memory, attention or
executive functioning (MacDonald, 2017; Togher et al., 2014). Difficulties with the
pragmatic aspects of language, such as understanding irony and humour, interpretation of
literal truth and topic management, have been observed (Dennis et al., 2001). Word fluency

has been found to be poorer in children with ABI than in controls (Levin et al., 2001).

2.1.4.4 Social Effects. It is frequently reported that children and adolescents with ABI
have fewer friends, less opportunities to socialise and experience more loneliness (Anderson
etal., 2017; Prigatano & Gupta, 2006; Yeates et al., 2007; Yeates et al., 2013). They tend to
have smaller social networks (Glang et al., 1997). Children with ABI tend to be less skilled
in reading emotions in comparison to their peers (Tonks et al., 2007) and report more issues

with conflict management in their peer relationships (Deidrick & Farmer, 2005). Due to
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specific difficulties in executive functioning, children with ABI may not change their
behaviour according to feedback in a social situation (Deidrick & Farmer, 2005;
Ganesalingam et al., 2011). Individuals who sustained brain injuries in early childhood can
continue to have social difficulties into their adult life (Slifer & Amari, 2009). Family
circumstances appear to have a moderating effect on social outcomes (Yeates et al., 2004).
Similar to the other domains of functioning, age of injury and level of severity are both

mediating factors in social competence (Anderson et al., 2013).

2.1.4.5 Emotional and Behavioural Effects. Up to 50% of children and adolescents
with ABI may present with behavioural problems and disorders shortly after or years after
their injury (Li & Liu, 2013). Irritability, aggression, disinhibition and impulsiveness have
been reported (Cole et al., 2008; Gerring et al., 2009; Vasa et al., 2002; Vasa et al., 2015).
Children with ABI may have a poor frustration tolerance (Morrison, 2009). Rates of
depressive symptoms tend to be higher for children and adolescents with ABI, especially for
those from low socio-economic backgrounds (Kirkwood et al., 2000). Anxiety can be a

common post-injury occurrence (Max et al., 2011; Vasa et al., 2002).

2.1.4.5 Physical Effects. Generally, motor weaknesses tend to improve at a faster rate
than cognitive, language or social difficulties (Forsyth & Kirkham, 2012; Jang, 2009). The
following physical difficulties may occur: hemiparesis (one sided weakness), seizures, or
ataxia, difficulties with coordination, balance or mobility (walking) (Peri et al., 2019; Teasell
et al., 2007). Fatigue is often reported (Crichton et al., 2018; Kay & Lezak, 1990; Morrison,

2009; Norup et al., 2019).

2.1.5 Adolescence and ABI
Adolescents, as a group, have one of the highest rates of ABI (McKinlay et al., 2008).

Sustaining a brain injury during this time period can bring about its own unique set of
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challenges due to developmental changes that occur during this time period (Gagnon et al.,
2008). Adolescence is considered to be a critical developmental period, characterised by
significant cognitive, physical, social and emotional changes (Feldman & Elliott, 1990;
Gething et al., 1995). The brain is still developing through adolescence and into early
adulthood (Blakemore & Choudhury, 2006) and a brain injury at this point can have a
significant impact. Two key areas have been identified as being particularly relevant to

adolescents: friendships and identity.

2.1.5.1 Friendships after ABI. During adolescence, belonging to a group becomes
very important. Peer relationships become paramount to the young person and less time is
spent with the family (Casey et al., 2008; Steinberg, 2008). Social Identity theory proposes
that group membership is intertwined with a person’s self of sense and can have a positive
effect on their self-esteem (Tajfel, 1982). On the other hand, negative reactions from peers

can negatively affect a person’s sense of identity (Shrauger & Schoeneman, 1979).

Adolescents with ABI can experience more difficulties in friendships when compared
to typical adolescents (Tonks et al., 2010). Research has pinpointed difficulties in interpreting
both social and emotional cues; essential skills for making and maintaining friendships
(Turkstra et al., 2008). In a time period when independence from the family unit is sought,
the adolescent with ABI may become more dependent on family members (McCabe &
Green, 1987). However, whilst friendship loss occurred for some adolescents with ABI,

others reported that their friends were supportive (Gauvin-Lepage & Lefebvre, 2010).

.1.5.2 Identity after ABI. Adolescence is considered to be a crucial period for
identity formation (Erikson, 1968; Rutter & Rutter, 1993). According to Erikson’s (1968)
stages of psychosocial development, the adolescent’s main task is to explore various

identities and to establish their own identity. He referred to this stage of development as
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identity versus role confusion (Erikson, 1968). ABI can result in changes to an individual’s
identity (Ownsworth, 2014) and it has been highlighted as a central issue in qualitative
accounts of life after ABI (Levack et al., 2010). As Moldover et al. (2004) stated ABI is “not
only a neuropathological event but also a unique psychological process with profound

implications for identity formation” (Moldover et al., 2004, p. 151).

Despite the importance of identity formation in adolescence, very little research has
been carried out in the area of ABI and adolescent identity (Buckeridge et al., 2019;
Ownsworth, 2014). A study by Mealings et al. (2020) examined the process of adjustment
and identity formation for secondary school and college students with ABI. Their findings
indicated that a continuation of the pre-injury self, along with a dynamic process of reflection
and adjustment of aspects of self, occurs following ABI (Mealings et al., 2020). More
research has been completed around adult identity after ABI and some theories are presented
below. Different terms, such as self, self-identity and personhood, are used interchangeably in

ABI literature when discussing the concept of identity (Thomas et al., 2014).

“Loss of Self”. Narratives of “loss of self” abound in studies of adult ABI (Gelech &
Desjardins, 2011). Nochi (1998) identified three types of loss of self in people’s narratives:
loss of clear self-knowledge, loss of self by comparison and loss of self in the eyes of others.
Loss of clear self-knowledge refers to how one’s sense of self can be affected by memory
loss or trauma following ABI, whereas loss of self by comparison occurs when comparisons
are made to pre-injury self, current self and planned ideal self. A discrepancy between how
others see a person with ABI and their own sense of self can result in a loss of self in the eyes

of others (Nochi, 1998).

Self-discrepancy Theory. Self-discrepancy theory has been used to explain adult

identity construction after ABI (Cantor et al., 2005). According to self-discrepancy theory, a
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negatively perceived discrepancy between a person’s sense of self and their ideal self can
lead to negative emotions (Higgins, 1987). Cantor et al. (2005) adapted this theory
specifically for people with ABI by focusing on discrepancies between pre-injury self and
post-injury self. Their study found a correlation between affective distress and self-

discrepancies based on their pre and post-injury selves.

“Y-Shaped” Process Model of Rehabilitation. The “Y-shaped” model draws on the
self-discrepancy model, along with the Interacting Cognitive Subsystems model (Teasdale &
Barnard, 1993), self-memory system model (Conway, 2005) and goal process accounts
(Carver & Scheier, 1998). The model was developed specifically for individuals with ABI to
explain the process of adaption post-injury. It proposed the following stages: experience of
self-discrepancies, resolving the discrepancies and adoption of a new identity or rejection of
new identity and continued psychological turmoil (Gracey et al., 2009). A visual

representation of the model is presented in Figure 2.1.
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Figure 2.1
Y-shaped Model of Rehabilitation (Gracey et al., 2009)
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Public and Private Sense of Self. A study by Gelech and Desjardins (2011) rejected
the ubiquitous narrative of the lost self. Instead, a distinction was made between private and
public aspects of self. The “private aspects of self” encompassed a sense of continuity of the
pre-injury self, along with an appreciation of being their own unique person, as opposed to
being grouped in with other ABI survivors. In contrast, the “public aspects of self”
acknowledged changes in social roles in relationships, workplaces and with friends. These
changes to public self were instigated by both the injury and reactions from people around
them. These findings are a departure from the theories in the previous section which focus on

the “lost self” narrative.

2.1.5.2 Social Identity after ABI. During adolescence, belonging to a group becomes
very important. Peer relationships become paramount to the young person and less time is
spent with the family (Casey et al., 2008; Steinberg, 2008). Social Identity theory proposes

that group membership is intertwined with a person’s self of sense and can have a positive
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effect on their self-esteem (Tajfel, 1982). Some adolescents with ABI can experience
friendship loss (Gauvin-Lepage & Lefebvre, 2010). Negative reactions from their peers can
affect their sense of identity (Shrauger & Schoeneman, 1979). In a time period when
independence from the family unit is sought, the adolescent with ABI may become more

dependent on family members (McCabe & Green, 1987).

2.2 Part Two: Education and ABI
The importance of the school setting in the rehabilitation process following ABI is

discussed in this section.

2.2.1 ABI from a Disability Paradigm

Having ABI is sometimes considered to be a hidden disability because many of its
associated sequelae do not have visible markers (Swift & Wilson, 2001). ABI is
conceptualised differently by the various models of disability. An explanation of each model

of disability is provided in Table 2.1, along with a synopsis of how it views ABI.
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Table 2.1

Summary of Models of Disability

Model of Description How it conceptualises ABI Criticisms
Disability
Medical The medical model of disability, also known as the biomedical or ~ According to this model, The model has been critiqued as
Model the clinical model, views sickness, disability and illness solely ABI is a disability that lies failing to consider the impact of
from a biological perspective. Its main focus is on the diagnosis within the person. context, social interactions and
and treatment of a “problem”, situated within the adolescent individual differences (Haegele &
(Haegele & Hodge, 2016). This model regards disability as an Hodge, 2016; Wade & Halligan,
“individual defect lodged in the person, a defect that must be 2017).

cured or eliminated if the person is to achieve full capacity as
human being” (Siebers, 2008, p. 3).

Social Model The social model of disability originated in the 1970s as a reaction  This model proposes that One criticism of the model is that it
to the prevailing medical model (Oliver, 2013). This model views  ABI only becomes a does not fully consider the
disability as a “social construct” (Mitra, 2006, p. 237). It disability as a result of experience of the individual with a
differentiates between impairment and disability, by proposing barriers created by society. disability (Swart & Greyling, 2011).
that an individual’s impairment does not disable them These criticisms led to the
(Shakespeare, 2006). Instead, it argues that it is the systemic development of a third model, the
barriers in society that cause disability (Garner, 2009). bio-psychosocial model which

encompasses the strengths of the
medical and social models.

Bio- The biopsychological model postulates that it is the interaction of ~ Under this model, both the The World Health Organisation’s

psychosocial ~ biological, psychological and social factors that determines an individual’s experience of (WHO) International Classification

Model. individual’s level of functioning within society (Engel, 1977). ABI and the context in of Functioning (ICF) advocates that
This model rejects the notion that disability is located solely which they are situated health conditions, including ABI,
within the person or solely within society. It is considered a would contribute to their should be understood within the bio-
systems theory due to its focus on the different systems around the disability. psychosocial framework (WHO,

individual (Wade & Halligan, 2017). 2001).
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2.2.2 ABI from a Systemic Perspective

Previously, ABI was understood solely within a medical model of disability. Systemic
models are now considered more useful to conceptualise ABI as they consider the interplay
of both intrapersonal factors (cognitive and emotional) and interpersonal factors (family and
school) on outcomes (Byard, 2015; McCusker, 2005). Some systemic theories relevant to

ABI are discussed in more detail below.

2.2.2.1 Bio-ecological Systems Theory. Bronfenbrenner’s (2005) bio-ecological
systems theory provides a useful framework to conceptualise the complex nature of human
development. The theory recognises the impact of complex and bi-directional interactions
between the individual and the different layers of their ever-changing environment on their
development over time (Bronfenbrenner, 2005). This theory is a culmination of decades of
work by Bronfenbrenner that began with the ecological systems theory (Bronfenbrenner,
1979). The theory is comprised of four distinct elements: process, person, context and time.
An explanation of each is presented in Table 2.2. and a visual representation of the model is

displayed in Figure 2.2.

Table 2. 2

Process, Person, Context and Time Concepts of Bronfenbrenner’s (2005) theory

Concept Explanation

Process Process (proximal processes) is considered the most important element of the
model (Tudge et al., 2009). It refers to the interactions between the adolescent and
their environment.

Person Person denotes the importance of the biological and genetic traits of the individual
adolescent.
Context Context signifies the environments in which the adolescent is nested. It consists of

the following concentric layers: microsystem, mesosystem, exosystem and
macrosystem (Bronfenbrenner, 1979, p. 22). The adolescent’s immediate
environment, such as their home and school, is called the microsystem.
Mesosystem refers to the interaction between two or more microsystems (e.g.
school and home). It has been referred to as a “system of microsystems”
(Bronfenbrenner, 2005, p. 80). The term, exosystem, is used to describe the




SCHOOL LIFE FOLLOWING ACQUIRED BRAIN INURY 21

Concept Explanation

contexts which the adolescent may not be directly exposed to, but may still affect
them indirectly (e.g.. their parent’s workplace). The cultural context (i.e. societal
norms, belief systems or government policies) is referred to as the macrosystem.

Time The last element, Time (chronosystem), represents the influence of time on a
person’s development (Tudge et al., 2009). The influence of time could refer to the
passage of time or historical events or life milestones.

Figure 2. 2
Bronfenbrenner’s (2005) Bio-ecological Systems Theory (Adapted from Ebary, 2022)
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Bronfenbrenner’s (1979) model has been adapted specifically for individuals with
ABI by Lefebvre et al. (2007). The model recognises that recovery after ABI is not solely
dependent on within-person factors. Progress is determined by the interplay of the different
systems over time in a person’s environment (Lefebvre et al., 2007). It diverts from the
original model by including factors that are particularly relevant to an individual with ABI,
such as care and service facilities and managing of the health problem. A visual

representation of the model is presented in Figure 2.3.

Figure 2. 3
Lefebvre et al.’s (2007) Framework
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2.2.2.2 Ecological-transactional Model. The ecological-transactional model is
another model that veers away from the medical model. Bronfenbrenner’s (1977) earlier
work was adapted by Cicchetti et al. (2000) to produce an ecological-transactional model .
This model has been used to frame the work of educational psychologists (EP) when
undertaking therapeutic work in schools (Dunsmuir & Hardy, 2016; Edmondson & Howe,
2019). Further refinement has been made to the model in order to explain the mediating
influences on recovery following ABI in children and adolescents (Bozic & Morris, 2005).
According to the model, an adolescent’s development is considered the product of the
complex interactions of compensatory (protective) factors and potentiating (risk) factors at

the different levels of the adolescent’s environment. The model is shown below in Figure 2.4.

Figure 2. 4
An Ecological-transactional Model (Bozic & Morris, 2005; Cicchetti et al., 2000)
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This model maps slightly differently than Bronfenbrenner’s (1977) model (Cicchetti
& Lynch, 1993). Ontogenic factors relate to the adolescent’s individual characteristics, whilst
microsystemic factors refer to the individual’s immediate environments, such as family or
classroom. In a divergence from Bronfenbrenner’s (1977, 2005) model, exosystemic factors
comprise of both direct and indirect influences in the local community such as hospitals,
schools and services and also, take into account their interconnection. The macrosystemic
factors are concerned with the prevailing cultural beliefs and values. For example, a lack of
pre-injury learning difficulties, a supportive family environment and a coordinated approach
between health and education professionals may all be considered to be compensatory
(protective) factors and lead to a favourable outcome. On the other hand, potentiating (risk)
factors such as a severe ABI, earlier age of injury and a lack of community awareness about

ABI may work together to slow progress (Bozic & Morris, 2005).

In contrast to the medical model, all three systemic theories argue that the ongoing
interactions between the adolescent and their multiple environments play a crucial role in
their development. A systemic approach recognises the heterogeneous nature of brain injury,
in terms of site, severity of and age at injury and also, the role of family and rehabilitation
services. Choosing a systemic perspective over a “within-child” lens of ABI is important as it
influences how adolescents with ABI are supported following their injury. EP practice has
long discarded the view of disability as being solely located within the child (Cameron,

2006). Viewing ABI through a systemic lens is congruent with the work of the EP.

2.2.3 School as Rehabilitation
The rehabilitation process is different for adults and adolescents with ABI. For adults
with ABI, rehabilitation aims to recover lost skills (Chua et al., 2007). The brains of children

and adolescents are still developing until early adulthood (Anderson & Catroppa, 2006;
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Marino et al., 2018) and as a result, their rehabilitation also involves monitoring the

acquisition of new skills and developmental milestones (Gosling, 2015).

The importance of contextual factors in the rehabilitation process has been stressed by
systemic approaches and ABI literature (Ciccia & Threats, 2015; Gosling, 2015). A model of
context-specific rehabilitation has been proposed in which rehabilitation is embedded within
the adolescent’s everyday life (Ylvisaker, 2003). The process is supported by the everyday
people in the home and school settings, with consultative support from specialists (Braga et

al., 2005; Ylvisaker et al., 2005). Ylvisaker et al. (2005) stated that:

the goal is to organize the routines of life at school and home to facilitate the child’s
successful participation in school and other culturally valued activities, and within
that participation, improvement of cognitive processes and compensatory strategic

behaviour. (Ylvisaker et al., 2005, p. 99)

Several studies have demonstrated that family involvement in the rehabilitation programme
led to better results in terms of behavioural and cognitive outcomes, in comparison to just
clinic-based interventions (Slomine & Locascio, 2009; Wade et al., 2006), providing
evidence that intervention based in the adolescent’s every-day life is more effective (Forsyth

& Kirkham, 2012).

Along with the family, the school is another key setting that plays an important role in
the rehabilitation process (Ball & Howe, 2013; DePompei & Tyler, 2017; McCusker, 2005;
McDougall et al., 2006; Slomine & Locascio, 2009; Ylvisaker et al., 2005). Schools can offer
structure and support to a young person with ABI (Hawley, 2005; Linden et al., 2013).
Teachers meet their students on a daily basis and as a result, are in a good position to provide
targeted interventions and to regularly monitor progress (Buckeridge et al., 2020; Limond &

Leeke, 2005; Vu et al., 2011). Given that the children and adolescents with ABI spend more
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time in the school setting than in acute rehabilitation, the school becomes the “rehabilitative

home” following ABI (Ciccia & Threats, 2015, p. 446).

2.2.4 Inclusion and Participation of Adolescents with ABI in Education

Since schools play a crucial role in the rehabilitation process, it is necessary to
examine how schools support adolescents with ABI. Two constructs that are relevant to
adolescents with ABI in the school setting are explored here: inclusion and participation.
Whilst the term, inclusion, is used to describe the process of including or enabling
adolescents with ABI to partake in mainstream education, participation refers to actually

taking part (Davies & Hill, 2006).

2.2.4.1 Inclusion. Even though inclusion is now a central component of education
systems around the world, there is no general consensus as to what exactly inclusion means
(Norwich, 2014). At its basic level, inclusion advocates that students with disabilities “have
access to the general education curriculum, participate in school activities alongside students
without disabilities, and attend their neighborhood school” (Bryant et al., 2019, p. 810).
Successful inclusion involves not just the presence of students with disabilities in the
mainstream classroom, but also their acceptance, participation and achievement (Ainscow et
al., 2006). The underlying core belief of inclusion is equal rights to education, as advocated
by the United Nations Educational, Scientific and Cultural Organization’s (UNESCO) (2005)
Guidelines for Inclusion (Rouse & Florian, 1996; UNESCO, 2005). Similar to the plethora of
definitions available, various models of inclusion also exist (see Lipsky & Gartner, 1996;
Loreman, 2007). Within the Irish context, Kinsella (2020) put forward a conceptual model of
inclusion with roots in organisational psychology and systems thinking. It identifies five core
processes required for inclusion within a school: communication, consultation, collaboration,
coordination, and collaborative enquiry (Kinsella, 2020). All of the models highlight how the

process of inclusion necessitates “processes of social learning within particular organisational
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contexts” (Ainscow & Sandill, 2010, p. 404). Teacher attitudes are very important in the
process of inclusion (Lindsay, 2007), along with commitment and strong leadership from
school principals and management (Woodcock & Woolfson, 2019). Inclusive practices in

schools are required to support the return to school following ABI.

2.2.4.2 Participation. Participation has been defined by the WHO as “involvement in
a life situation” (WHO, 2001, p. 9). This situation could refer to the home, school or
community setting. It is a construct in the International Classification of Functioning,
Disability and Health — Children and Youth (ICF-CY) framework (WHO, 2007). This
framework considers the interrelationship between environmental and personal factors, body
functions and structures, activities and participation. Within the constructs of activity and
participation, nine domains have been identified: learning and applying knowledge; general
tasks and demands; communication; mobility; self-care; domestic life; interpersonal
interactions and relationships; major life areas; and community, social and civic life (WHO,
2007). The goal of inclusion is to enable the participation of adolescents with ABI in the

school setting.

2.2.5 Educational Policy and Provision for the Inclusion of Adolescents with ABI

School systems around the world respond differently in their efforts to include
adolescents with ABI in the school setting. The educational policy and provision within
Ireland and two other countries is presented in Table 2.3. The rationale for choosing the USA
and the UK as the international contexts was due to the large proportion of ABI literature that

is generated in those two countries.
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Overview of Educational Policy and Provision for Students with ABI in Different Contexts

Ireland

UK

USA

Educational
policy and
provision

National
policy on
ABI

ABI is not a distinct disability category
within the Irish educational system (National
Council for Special Education, 2021).
Between 2005 and 2016, the National
Council for Special Education (NCSE)
published the numbers of students according
to their disability who accessed special
education teaching on an annual basis
(National Council for Special Education,
2022Db). No information was listed regarding
students with ABI.

Under circulars 0014/2017 and 0013/2017,
schools were given the autonomy to allocate
special education teaching resources based
on needs rather than on a disability
categories (Department of Education and
Skills, 2017a, 2017b).

In 2019, an implementation framework for
the national strategy and policy for the
provision of neuro-rehabilitation services for
adults with ABI was published. It noted that
current adult services in the community are
fragmented and recommended the
development of community neuro-
rehabilitation teams within the 2019 to 2021

ABI is not considered a disability
category in the United Kingdom.

A report completed by the All-party
Parliamentary Group on ABI has
recommended that ABI should be
included as a category in the statutory
Special Educational Needs and
Disabilities (SEND) Code of Practice
(All-Party Parliamentary Group on
Acquired Brain Injury, 2018).

The development of a national cross-
departmental strategy to meet the needs
of adults and children with ABI has been
initiated. It is currently at the “Call for
Evidence” stage (Department of Health
and Social Care UK, 2022)

(The United Kingdom Acquired Brain

In 1990, TBI was added as a distinct category of
disability under the Individuals with Disabilities
Education Act (Government of United States of
America, 1990). Under this Act, all public schools
in America are obligated by law to provide special
education services, including an Individual
Education Plan (IEP), to students with TBI.
Students with TBI working at or near grade level
may qualify for a 504 plan instead of an IEP,
which entitles them to supports, such as assistive
technology, environmental modifications or a
modified timetable.

Students with non-traumatic ABI may qualify for
support under the Other Health Impaired category
(Risen et al., 2019).

Since 2014, legislation has been enacted in every
state in regard to youth sports concussion. These
Return to Play laws vary from state to state but all
involve concussion awareness for parents and
student athletes, removal from play after a
suspected concussion and some kind of medical
clearance before returning to play (Lowrey, 2015).
A small percentage of states have added on Return
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Ireland

UK

USA

Specialist
provision
and training

timeframe (Health Service Executive, 2019).

Currently, adolescents with ABI can access

community disability teams, dependent on
their needs. The creation of paediatric
community rehabilitation teams was
recommended the National Model of Care

for Paediatric Healthcare Services in Ireland

(Health Service Executive, 2016). The
paediatric team in the National

Rehabilitation Hospital liaises with schools
around the needs of children and adolescents

attending their service (National
Rehabilitation Hospital, 2020)

The NCSE currently offers one-day training
to teachers who have a student in their class
with ABI and in-school support from an ABI

specialist teacher on request (National
Council for Special Education, 2022a,
2022c)

Injury Forum, 2021a).

An outcome of the All-party
Parliamentary Group on ABI report was
the establishment of the National ABI
Learning and Education Syndicate
(NABLES). The aim of this group is to
increase awareness of the impact of ABI
within the education system amongst
educators and policymakers (The United
Kingdom Acquired Brain Injury Forum,
2021b).

Across the UK, a charity called Child
Brain Injury Trust provides support to
schools around individual children and
young people with ABI a referral based
system (Child Brain Injury Trust, 2021).
This charity provides online training to
teachers and SNAs.

to School protocols to their concussion legislation
(Potteiger et al., 2018).

Certain states have specialist support teams that
work in schools. Three examples are presented
below.

The Central Oregon TBI team (Oregon
Department of Education) has provided specialist
provision to schools in Oregon since 1994
(Anderson et al., 2021). Elements of their model
include acting as a link between the acute setting
and the school, tracking the student’s progress,
teacher training and sharing evidence-based
practices.

The Nebraska Department of Education has
developed Brain Injury Regional School Support
Teams across the state based on work in Colorado
and Oregon (Nebraska Department of Education,
2021).

In Pennsylvania, a service called BrainSTEPS
(Strategies Teaching Educators, Parents, and
Students) was developed by Brain Injury
Association of Pennsylvania in conjunction with
the state’s Department of Education in 2007
(BrainSTEPS, 2021). Its goal is to support schools
and parents in the education of a student with ABI
until they graduate.
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When comparing the three contexts, it seems that there is some variance in terms of

policy and provision for children and adolescents with ABI in the different education

systems.

2.2.6 Barriers to Inclusion

Various recommendations on how to include adolescents with ABI have been

developed. Three sets of recommendations are displayed in Table 2.4.

Table 2. 4

A Summary of Recommendations for the Inclusion of Students with ABI

Study Type of recommendations Recommendations
Deidrick & Successful school re-entry assessment
Farmer (2005) programme multidisciplinary teaming

Dettmer et al.
(2014)

Anderson et al.

(2021)

White paper on state-wide
educational infrastructure
to support students with
ABI

Central Oregon TBI team
model

facilitation of peer interactions

planning for provision and withdrawal of
support

identification, screening, and assessment
practices

systematic communication between
medical and educational systems
tracking of child’s progress over time
professional development for school
personnel

systematic communication between
medical and educational systems
tracking of child’s progress

professional development for school
personnel

evidence-informed practices
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Even though good practice guidelines have been developed, the literature has identified that

the school return and fitting back into school can be problematic (McKinlay et al., 2016). A

summary of possible barriers is presented in the table below, grouped according to the

recommendations.

Table 2.5

A Summary of Possible Barriers to Inclusion

Recommendations grouped together

Barriers

1. Assessment (Deidrick & Farmer, 2005)
Identification, screening, and assessment
practices (Dettmer et al., 2014)

Tracking of child’s progress over time
(Anderson et al., 2021; Dettmer et al., 2014)

2. Multidisciplinary teaming
(Deidrick & Farmer, 2005)

3. Facilitation of peer interactions
(Deidrick & Farmer, 2005)

4.  Planning for provision and withdrawal of
support (Deidrick & Farmer, 2005)

5. Systematic communication between medical
and educational systems
(Anderson et al., 2021; Deidrick & Farmer,
2005)

6. Professional development for school personnel
(Anderson et al., 2021; Dettmer et al., 2014)

7. Evidence-informed practices (Anderson et al.,
2021)

Teachers may not be aware that a student in
their class has ABI (Hawley et al., 2004).
Students with ABI may be misidentified as
having learning disabilities or behavioural or
emotional difficulties (Glang et al., 2015).

At hospital discharge, adolescents may not
be referred on to potentially beneficial
services (Discala et al., 1997).

Parents may not be aware of the need for
accommaodations or special education
support following ABI (Gfroerer et al.,
2008).

Hospital-school links can be poor, resulting
in information not being transferred between
settings (Dodd et al., 2019; Glang et al.,
2004; Glang et al., 2018). Parents may not
always seek medical advice if their child
sustains a head injury (Lumba-Brown et al.,
2018).

Studies from USA, New Zealand, Australia
and Northern Ireland demonstrated that
teachers’ knowledge of ABI is limited (Case
et al., 2017; Ettel et al., 2016; Kahn et al.,
2018; Linden et al., 2013). Studies involving
speech and language therapists (Evans et al.,
2009) and school psychologists (Bozic &
Morris, 2005; Hooper, 2006) also suggest a
lack of awareness amongst other
professionals.
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2.2.7 Perspectives on the Experience of School following ABI

Much of the research about adolescent’s experience of school after ABI has not
included their voice (Boylan et al., 2009). In order to fully support adolescents with ABI in
school, we need to learn more about their experiences of school from their perspective. The
experiences of parents and teachers are also valuable as they are critical stakeholders in the
inclusion process (Gfrorer et al., 2008). Synthesising and understanding the experiences of
these three key stakeholders can help us to understand the experience of school and to
identify any gaps in knowledge in this area. Qualitative evidence can offer an in-depth
understanding of an experience (Spencer et al., 2003). Thus, a systematic review of

qualitative evidence regarding the experience of school following ABI was undertaken.

2.3. Part Three: Systematic Review

2.3.1 Introduction

Systematic reviews are deemed to be the gold standard in systematically collecting,
evaluating and synthesising a body of literature in order to answer a specific question (Munn
et al., 2018). The goal is to view evidence from the mindset of a judge and jury, in contrast to
a lawyer focusing on one side of the argument (Baumeister, 2013). A qualitative systematic
review was chosen as the most effective method to attain a better understanding of the
experience of school following ABI. The review question was developed using the PICo
(population, the phenomena of interest and the context) format for qualitative systematic

reviews, as proposed by Lockwood et al. (2015) . The review question is as follows:

What do we know about the experience of school following ABI from the perspective

of adolescents with ABI, their parents and teachers?
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2.3.2 Methodology

The Enhancing Transparency in Reporting the Synthesis of Qualitative Research
(ENTREQ) statement was used as a guide to frame this systematic review (Tong et al., 2012)
(Appendix A). This statement offers guidelines to the researcher on how to report the

synthesis of qualitative research in systematic reviews.

2.3.2.1 Search Strategy. A comprehensive literature search was undertaken on the
15" of July 2021, using the following electronic databases: PsychINFO, PsychARTICLES,
ERIC EBSCO, MEDLINE and CINAHL. A second search was completed on the 28" of

December 2021 and it yielded similar results. The search terms are presented in Table 2.6.

Table 2.6

Search Terms

Search terms

paediatric brain

injury OR experiences adolescents OR teenagers

acquired brain AND OR AND OR parents OR mother AND  school
injury OR brain perceptions OR father OR caregivers

injury OR head OR perspectives OR teachers

injury OR OR educators OR school

traumatic brain staff

injury OR TBI

OR ABI

2.3.2.2 Study Selection Results. Following a literature search using the search items,
1,655 studies were generated. Duplicates were removed (n=31). The inclusion and exclusion
criteria (Table 2.7) were applied using filters (i.e. language, peer-reviewed, year of
publication, study design) on the search engine and 103 studies remained. After title
screening using the criteria outlined in Table 2.2, 62 articles were removed. Another 26 were
excluded following abstract screening. In total, 11 studies were subject to a full-text

screening and four of these studies met the inclusion criteria. Three further studies were
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identified following reference chaining (Bate et al., 2021; Mealings et al., 2017; Radset,
2008). The process is presented visually in a Preferred Reporting Items for Systematic
reviews and Meta-Analyse (PRISMA) flowchart (Moher et al., 2009) (Figure 2.5). In total,
seven studies were identified for inclusion in the review (Table 2.8). A list of the excluded

studies, along with a rationale for their exclusion, is provided in Appendix B.
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Table 2. 7

Inclusion and Exclusion Criteria

35

Criteria Inclusion criteria Exclusion criteria Rationale

1. Type of The study was published The study not published Peer-reviewed studies are

publication  in a peer-reviewed journal. in a peer-reviewed article. evaluated by independent
assessors as having
achieved a high level of
quality.

2. Year of The study took place The study took place The most up-to date
study between 2002 and 2022 before 2002. research will be included to

inclusive. account for developments
in the field and ensure
relevance to psychologists'
current practice.

3. Language The study was written in The study was not written  The author can only review

English. in English. studies written in the
English language and the
use of a translation service
was not feasible within the
study timeline.

4. Study Qualitative or Mixed Quantitative Quialitative studies are best
design Design with a strong placed to answer questions

qualitative component about experiences.

5. Focus of At least half of the results  Less than half of the The review question asks
study: section of the study relates  results section of the about the experience of
experience  to the experience of school study is related to the school.
of school following ABI. experience of school

6. Focus of the
study:
person with
ABI

7. Participants
in the study

Half or more of the
persons with ABI are aged
between 10 and 19 years
inclusive at the time of
interview. Half or more
are assessed as having
moderate or severe ABI.

The study includes the
voice of any of the
following groups:
adolescents with ABI or

the parents or caregivers of

an adolescent with ABI or
teachers of adolescents
with ABI

following ABI.

Half or more of the
persons with ABI are
aged outside of the 10 to
19 age bracket. Half or
more are assessed as
having mild ABI or
concussion.

The study does not
include the voice of any
of the following groups:
adolescents with ABI or
the parents or caregivers
of an adolescent with ABI
or teachers of adolescents
with ABI

The review question
focuses on adolescents with
ABI. An adolescent is
defined by the WHO as
being aged between 10-19
years (WHO, 2020)

The review question asks
about the experience of
adolescents with ABI,
parents or teachers.
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Figure 2.5
PRISMA Flowchart of the Literature Search (adapted from Moher et al., 2009)

Identification

Screening

Eligibility

Included
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Table 2. 8

List of Studies Included in this Review

Full reference of study

1. Bate, C., Turner, K., & Fricke, S. (2021). Return to school after acquired brain injury in the UK—
the educators' perspectives. Journal of Research in Special Educational Needs.

2. Jacobs- Nzuzi Khuabi, L. A., Swart, E., & Soeker, M. S. (2019). A service user perspective
informing the role of occupational therapy in school transition practice for high school learners
with TBI: An African perspective. Occupational Therapy International, 2019.

3. Mealings, M., & Douglas, J. (2010). “School's a big part of your life...”: Adolescent perspectives
of their school participation following traumatic brain injury. Brain Impairment, 11(1), 1-16.

4.  Mealings, M., Douglas, J., & Olver, J. (2017). Beyond academic performance: Practice
implications for working with students following traumatic brain injury. International Journal of
Speech-Language Pathology, 19(5), 441-453.

5. Radset, M. (2008). Adolescents with traumatic brain injury and their school situation: A
gualitative study. Scandinavian Journal of Disability Research, 10(2), 90-103.

6. Roscigno, C. L., Fleig, D. K., & Knafl, K. A. (2015). Parent management of the school
reintegration needs of children and youth following moderate or severe traumatic brain
injury. Disability and Rehabilitation, 37(6), 523-533.

7. Sharp, N. L., Bye, R. A., Llewellyn, G. M., & Cusick, A. (2006). Fitting back in: Adolescents
returning to school after severe acquired brain injury. Disability and Rehabilitation, 28(12), 767-
778.

2.3.2.3 Study Characteristics. The key features of each study are presented in
Appendix C. The studies originated from Australia (n=3), USA (n=1), UK (n=1), Norway
(n=1) and South Africa (n=1). All of the studies were qualitative in design and used semi-
structured interviews to collect their data. One study also carried out observations and
reviewed school documents (Jacobs-Nzuzi Khuabi et al., 2019). Two studies involved the
secondary analysis of data from a primary study (Mealings et al., 2017; Roscigno et al.,
2015). Grounded theory was the most popular method of data analysis (Mealings & Douglas,
2010; Mealings et al., 2017; Sharp et al., 2006), with thematic analysis (Bate et al., 2021),
text analysis (Radset, 2008), content analysis (Roscigno et al., 2015) and the analytic method

(Jacobs-Nzuzi Khuabi et al., 2019) also being used. The total sample size across the studies
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was 106 (excluding the secondary analysis studies). The following perspectives were gained:
adolescents with ABI (n=24), a young adult with ABI (n=1), parents, siblings, post-primary
school teachers, primary school teachers, principals, a head of year (n=1), Special
Educational Needs Coordinators (SENCOs) (n=5) and Special Needs Assistants (SNAS)
(n=2). It was difficult to ascertain the size of every subgroup as many of the studies did not
specify how many were in each (Jacobs-Nzuzi Khuabi et al., 2019; Roscigno et al., 2015;

Sharp et al., 2006).

2.3.2.4 Critical Appraisal of Studies for Quality and Relevance. The included
studies were evaluated using Gough’s (2007) weight of evidence framework. Each study was
assessed and given a weighting in the following areas: methodological quality (WoE A),
methodological relevance to the review gquestion (WoE B) and relevance to the review
question (WoE C) (Appendices D, E and F). The average of the three scores was calculated to
provide an overall weighting (WoE D) for each study. The scores for each study are

displayed in Table 2.9.
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Table 2.9

Weight of Evidence Ratings Studies

WoE C

WOE A WOE B Relevance of WoED
Studies Metht;titl)ilf)glcal Me::lc:\j/c;lr(])gcal evidence to O_vera}ll
quality review question weighting
Bate et al. (2021) 2 (Medium) 2.5 (High) 2 (Medium) 2.1 (Medium)
Jacobs-Nzuzi Khuabi et . . i .
al. (2019) 3 (High) 2.5 (High) 2.5 (High) 2.6 (High)
Mealings and Douglas 2 (Medium) 2.5 (High) 3 (High) 2.5 (High)
(2010)
Mealings et al. (2017) 1 (Low) 1.5 (Low) 3 (High) 1.8 (Medium)
Radset (2008) 1 (Low) 2.5 (High) 2.5 (High) 2 (Medium)
Roscigno et al. (2015) 2 (Medium) 1.5 (Low) 3 (High) 2.1 (Medium)
Sharp et al. (2006) 2 (Medium) 2.5 (High) 2.5 (High) 2.3 (High)

Low =<1.69, Medium = 1.70 — 2.29, High > 2.3

Choosing a tool to assess the methodological quality (WoE A) of qualitative studies
can be a “bewildering task” for a researcher (Soilemezi & Linceviciute, 2018, p. 8) due to the
copious number of available tools (Centre for Reviews and Dissemination, 2008) and to the
ongoing debate about whether one single tool can assess all types of qualitative studies
(Atkins et al., 2008; Tong et al., 2012). Various tools were considered, such as the Critical
Appraisal Skills Programme (CASP) (Critical Appraisal Skills Programme, 2018). This tool
is widely used in systematic reviews (Hannes & Macaitis, 2012) and examines the underlying
principles and assumptions of research studies (Tong et al., 2012). However, it has been
evaluated as not being as sensitive to validity in comparison to other tools (Hannes et al.,
2010). The Quality Framework (Spencer et al., 2003) has been criticised as being overly
complex and lengthy for reviewers (Dixon-Woods et al., 2007b). After deliberation, an

adapted version of the McMasters Critical Review form: Qualitative Studies (Letts et al.,
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2007) was utilised for assessing the methodological quality of the studies (Appendix D). It is
used extensively (Ducat & Kumar, 2015) and contains specific questions on methodology.
No studies were excluded due to a low rating in methodological quality. As Pawson (2006)
stated “ there are often nuggets of wisdom in methodologically weak studies and systematic

review disregards at their peril” (Pawson, 2006, p. 127).

WOE B evaluates the effectiveness of the study design in answering the review
question (Gough, 2007). Researchers are advised against using one standard hierarchy of
evidence to answer every type of review question (Noyes, 2010; Petticrew & Roberts, 2003),
such as one that places randomised control trials above all other types of evidence (Guyatt et
al., 1995). For this study, different hierarchies of evidence for review guestions about views
and experiences were considered (Daly et al., 2007; Noyes, 2010). A levels of evidence
hierarchy by French et al. (2008), as cited in Keetley et al. (2019), was chosen and adapted

for this study (Appendix E).

WOoE C focuses on the relevance of the study to the review question. Review specific
criteria were developed by the researcher for evaluating WoE C. Two specific areas were
targeted: how much focus was given to the experience of school in the study and how many
participants in the study were adolescents with ABI, parents of adolescents with ABI or

teachers of students with ABI. Further details on the criteria are provided in Appendix F.

Methodological Quality (WoE A). Overall, only one study achieved a high rating for
their methodological quality (Jacobs-Nzuzi Khuabi et al., 2019). Two received a low rating
(Mealings et al., 2017; Radset, 2008) whilst four were awarded a medium rating (Bate et al.,
2021; Mealings & Douglas, 2010; Roscigno et al., 2015; Sharp et al., 2006). The
methodological strengths and weaknesses of the studies will now be presented.Sampling.

Only one study explained the process of purposeful selection clearly and completely (Jacobs-
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Nzuzi Khuabi et al., 2019). One study did not specify the inclusion criteria for the person
with ABI (Mealings & Douglas, 2010). Others provided only a one sentence description of
the process or no description at all (Redset, 2008; Roscigno et al., 2015). Informed consent
was addressed by all of the studies. However, it was not explicitly stated in the secondary
analysis studies (Mealings et al., 2017; Roscigno et al., 2015) whether informed consent was
just gained in the original project or if it was also sought for the secondary analysis . Only
some of the studies noted that data saturation had been achieved (Jacobs-Nzuzi Khuabi et al.,

2019; Roscigno et al., 2015).

Overall rigour. In order to assess the rigour of the studies, Lincoln and Guba’s (1985)
criteria of trustworthiness for qualitative research were applied. The majority of the studies
ensured the credibility of their research by employing technigues, such as member checks,
peer debriefing and using multiple coders. Member checks, considered to be the “heart of
credibility” (Anney, 2014), was used in five of the studies. Transferability was achieved in
about half of the studies. All of the studies supplied a thick description of the participants,
with the exception of Jacobs-Nzuzi Khuabi et al. (2019) and Redset (2008). Some did not
state the number of participants in a subgroup. Two studies did not provide an adequate
description of the context (Mealings et al., 2017; Roscigno et al., 2015). Interestingly, both of
these studies entailed the secondary analysis of data. Dependability can be enhanced by the
use of an audit trail (Lincoln & Guba, 1985), but only two studies utilised one (Jacobs-Nzuzi
Khuabi et al., 2019; Roscigno et al., 2015). To establish confirmability, one study
triangulated their data by including field notes, memos or logbooks (Mealings et al., 2017).
One study not only triangulated their data but also, practised source triangulation (Patton,
1999) whereby different perspectives were incorporated into the study (Jacobs-Nzuzi Khuabi
et al., 2019). One study did not specify any techniques to demonstrate trustworthiness and

was marked negatively as a result (Rgdset, 2008).
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Reflexivity. Reflexivity can be referred to as the “process of a continual internal
dialogue and critical self-evaluation of researcher’s positionality as well as the active
acknowledgement and explicit recognition that this position may affect the process and
outcome” (Berger, 2015, p. 220). A lack of reflexivity was evident across all studies, which
was surprising considering the central role reflexivity plays in qualitative research (Finlay,
1998). A major weakness across all of the studies was a limited description of the
researcher’s assumptions and biases. Out of the seven studies, only one researcher used a

reflective journal (Sharp et al., 2006).

Methodological Relevance (WoE B). Five of the included studies obtained a high
rating for methodological relevance, indicating their methodologies are appropriate for
answering the review question. Two studies received a low rating (Mealings et al., 2017,
Roscigno et al., 2015). Every study received a medium score for the first criterion regarding
their choice of study design. Under French et al.’s (2008) levels of evidence, only systematic
reviews are awarded the highest rating. Three systematic reviews on the return to school
(Andersson et al., 2016; Hartman et al., 2015a; Hartman et al., 2015b) were excluded from
this review as some of their included studies were published prior to 2002 (Exclusion Criteria
2). The second criterion was concerned with the analysis of data. Mealings et al. (2017)
carried out a secondary analysis on data that was seven years old and this impacted
negatively on their rating. Their findings will be less useful as the educational landscape will
have changed in that time period. Likewise, Roscigno et al. (2015) was given a low rating for

this criterion as their analysis took place four years after the data collection.

Relevance of Evidence to Review Question (WoE C).Under the criteria for topic
relevance, six studies were considered to be very relevant to the review question (Jacobs-
Nzuzi Khuabi et al., 2019; Mealings & Douglas, 2010; Mealings et al., 2017; Ragdset, 2008;

Roscigno et al., 2015; Sharp et al., 2006). These studies scored highly on the two WoE C
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criteria; they focused solely on the experience of school and their samples consisted of only
adolescents with ABI, parents or teachers. One study received a medium WoE C rating (Bate
et al., 2021). This study achieved a high rating for the WoE C criteria concerning the study
focus. However, its scored lower on the second WoE C criteria in relation to its sample; only
one of the ten educators interviewed was a secondary school teacher. Two other studies did
not fulfil the criteria regarding the composition of the sample and this impacted negatively on
their WoE C score (Jacobs-Nzuzi Khuabi et al., 2019; Sharp et al., 2006). The studies did not
specify how many participants were in the subgroups in their sample. For example, it was not

clear how many siblings took part in the Sharp et al. (2006) study.

From the information given in the studies, it appears that the experiences of 26
adolescents, 50 parents and nine teachers were represented overall. It is encouraging that
about a third of the sample were adolescents, given that the literature advocates for the
inclusion of the voice of children and adolescents in ABI research (Gfrorer et al., 2008;

Vanclooster et al., 2018).

Overall Weighting (WoE D).The Gough (2007) framework can help us to identify
which studies can answer the review question most effectively. From analysing the results, it
is clear that three studies (Jacobs-Nzuzi Khuabi et al., 2019; Mealings & Douglas, 2010;
Sharp et al., 2006) are in an excellent position to effectively answer the review question.
Additionally, the four other studies received an overall medium rating, indicating their
findings would answer the review question effectively. As all of the studies were judged to be
of high or medium quality, it was appropriate to synthesise their findings using thematic

synthesis.

2.3.2.5. Data Synthesis. The synthesis of qualitative findings is sometimes referred to

as a “black box” (Dixon-Woods et al., 2007a). Many reviewers do not state which method of
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synthesis they employ and when it is specified, the researchers may not adhere to the
methodology (Hannes & Macaitis, 2012). A growing number of methods of synthesis have
emerged (Barnett-Page & Thomas, 2009). Choosing the most appropriate method depends on
different factors (Booth et al., 2016a). Thematic synthesis (Thomas & Harden, 2008) was
chosen as the method of synthesis for this study as it has been used previously in systematic
reviews that focus on people’s experiences (Booth et al., 2016b). It was decided that the
results sections of each study would be included in the synthesis, similar to Thomas and
Harden (2008). Three stages were involved in the data synthesis (see Appendix G for a
worked sample). First, all of the data from the results sections was coded line by line. The
second stage involved the development of descriptive themes. Lastly, analytical themes were

generated.

2.3.3 Results

In order to answer the review question “What do we know about the experience of
school following ABI from the perspective of adolescents with ABI, their parents and
teachers?”, a synthesis of findings from the included studies was carried out. At the end of the
process, four main themes were identified as being important to adolescents with ABI,
parents and teachers: school supports; changes; feeling supported; and understanding of ABI,

as illustrated in Figure 2.6.
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Figure 2. 6

Themes from Data Synthesis

Themes identified
by data synthesis

School supports Understanding of
ABI
Changes Feeling supported

Planning for school
supports
Social support

Implementation of supports

Being treated the same

2.3.3.1 School Supports. One of the main themes centred on school supports. Two
subthemes were identified in the data: planning for the school supports and implementation

of supports.

Planning for Supports. The adolescents, parents and teachers reported both positive
and negative experiences of planning supports in the school setting. Some participants
experienced planning meetings prior to the return to school (Mealings & Douglas, 2010;
Mealings et al., 2017) or planning meetings with rehabilitation team or ABI specialists

(Roscigno et al., 2015). One adolescent was involved in the planning:

“I met with the principal and you [researcher/speech pathologist] and that was really
helpful as well, just sort of organising what was going to happen, sort of had a bit of

structure to go back and have a try of certain things” (Mealings & Douglas, 2010).
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However, for other participants, planning for supports was minimal or non-existent (Bate et
al., 2021; Jacobs-Nzuzi Khuabi et al., 2019). Some adolescents just went back to school
(Jacobs-Nzuzi Khuabi et al., 2019). Parents in Sharp et al. (2006) reported that the classroom
teachers did not attend the planning meetings and felt that the supports did not transpire in the
classroom setting as a result. Some teachers confirmed that they did not attend such meetings
and in some cases, were not briefed about the adolescent’s needs until weeks after the
adolescent had returned to school (Bate et al., 2021). Some parents felt that they needed to
lobby for supports and even had to remind schools of their moral obligation to cater for their

children (Roscigno et al., 2015).

Implementation of Supports. Accommodations, strategies and supports across the
studies included the following: a graded return to school; individualised timetables;
preferential seating; support with social interactions; organisational support; teacher aide;
reduction in subject load; modified curriculum; peer support; extra classes; reduction in
learner-teacher ratio; extra time for tests; use of scribes; special arranges for examinations;
use of open book in exams; and IEPs (Bate et al., 2021; Jacobs-Nzuzi Khuabi et al., 2019;
Mealings & Douglas, 2010; Redset, 2008; Roscigno et al., 2015; Sharp et al., 2006). It was
clear that parents experienced varying levels of school support. Some parents felt this support
was contingent on the school’s understanding of brain injury or on the circumstances of the
injury (Jacobs-Nzuzi Khuabi et al., 2019). Sometimes, there was a delay in the supports being
implemented (Radset, 2008). Alarmingly, some participants revealed that the teacher was not
aware that there was a student in their class with ABI. In Bate et al.’s (2021) study, two class
teachers reported that they were not informed for weeks about a student with ABI in their
class. An adolescent in the Mealings et al. (2017) study noted: “I notice the teachers haven’t
been told, you can tell the difference the way they treat me” (p.444). Another parent

commented that she felt a teacher did not know who her child was (Sharp et al., 2006).
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Teachers in the Bate et al. (2021) study commented on the need to continually change
and review the accommaodations and teaching strategies that were in place in order to best
support the student. One teacher was quoted as saying that it was a case of “learn as you go
along, really” (p.6). Other teachers spoke about the effectiveness of teaching strategies that

were already in place for other students with additional needs.

at the beginning | thought it was a completely unique experience and that was very
scary; of course .... it is unique in terms of what happened, but the similarities for
teaching and planning around a special needs child... have now made us feel more

comfortable. (Bate et al., 2021, p. 7)

Having specific input from their SENCO and ABI specialist about particular students with

ABI was considered to be very helpful by the teachers.

Parents in the Roscigno et al. (2015) study reported that family stress lessened when
school supports were put in place. One parent added that the school principal was

instrumental in the implementation of supports (Roscigno et al., 2015).

2.3.3.2 Changes. The theme of changes is common across the studies (Bate et al.,
2021; Jacobs-Nzuzi Khuabi et al., 2019; Mealings & Douglas, 2010; Mealings et al., 2017,
Radset, 2008). Changes to academic ability, behaviour, social skills, cognitive functioning,
energy levels, mobility and psychological well-being were all reported. Many adolescents
lamented that they could no longer do what was once easy for them, with one saying
“knowing I could do something beforehand, before me accident and then knowing I couldn’t
do it now ... just messed with my head” (Mealings & Douglas, 2010, p. 7). Some adolescents
spoke about being forced to change their educational or vocational goals (Mealings et al.,
2017). Having to adjust to the changes was referenced in three studies (Mealings et al., 2017,

Radset, 2008; Sharp et al., 2006) and some adolescents made references to a loss of self or
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identity (Mealings & Douglas, 2010; Mealings et al., 2017; Sharp et al., 2006). Teachers
made reference to the emotional changes that had occurred: “He [adolescent] was sad, he was

cross with the world” (Jacobs-Nzuzi Khuabi et al., 2019).

A distinction was made between “noticeable” and “hidden” problems (Sharp et al.,
2006). The invisible nature of some difficulties often leads to the misconception on the part
of teachers and peers that the adolescent was fully “healed” (Mealings et al., 2017; Roscigno
et al., 2015; Sharp et al., 2006). An adolescent from Mealings’ et al. (2017) study described it
as “I might not be impaired with my legs or arms or something, I’'m just impaired in my
head...they can’t see it” (p. 444). One mother commented that a visible scar would have made

things easier (Roscigno et al., 2015).

2.3.3.3 Feeling Supported. Feeling supported was a key theme across all the studies
(Bate et al., 2021; Jacobs-Nzuzi Khuabi et al., 2019; Mealings & Douglas, 2010; Mealings et
al., 2017; Sharp et al., 2006). Two subthemes were identified: social support and being

treated the same.

Social Support. Adolescents greatly valued their friendships with their peers. For
many adolescents, their primary reason for returning to school was to meet their friends
(Mealings & Douglas, 2010; Mealings et al., 2017; Ragdset, 2008). However, some
experienced friendship loss and social isolation after their return (Jacobs-Nzuzi Khuabi et al.,
2019; Radset, 2008; Sharp et al., 2006). Prolonged absences due to rehabilitation, negative
peer attitudes to ABI and changes to the adolescent’s impulse control and to their ability to
understand social cues were all considered barriers to maintaining friendships (Jacobs-Nzuzi
Khuabi et al., 2019; Radset, 2008). The lack of social interaction led to feelings of loss and

grief for some adolescents (Mealings et al., 2017). Some adolescents also reported that they
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were teased or bullied (Jacobs-Nzuzi Khuabi et al., 2019; Mealings et al., 2017; Sharp et al.,

2006). One adolescent described an incident of teasing:

I was teased a lot... once I walked passed a girl in my grade and she said that I ran
into a car — like she told her friends and they laughed at me while | was standing there

with an eye patch. But | did not run into a car. (Jacobs-Nzuzi Khuabi et al., 2019, p. 8)

Adolescents also spoke about how crucial family support was to them (Mealings & Douglas,
2010; Radset, 2008). One adolescent said that his “family played the supporting role. It’s a
role that they like never gave up on me” (Jacobs-Nzuzi Khuabi et al., 2019, p. 10). Other
adolescents stressed the importance of having a positive relationship with school staff,
especially with the SNAs (Mealings & Douglas, 2010). Teachers reported both positive and
negative teacher-parent interactions, with some experiencing “emotionally demanding

interactions” with parents (Bate et al., 2021, p. 7).

Being Treated the Same. Even though social support was important, adolescents
across the studies expressed that they did not want to be treated differently to their peers
(Mealings et al., 2017; Sharp et al., 2006). Many reported not wanting to have a SNA in the
classroom (Roscigno et al., 2015; Sharp et al., 2006). Some adolescents appreciated though
when help was given in a constructive and collaborative way (Mealings & Douglas, 2010).
Adolescents did not want special treatment or to be singled out in the classroom by their
teacher (Mealings & Douglas, 2010; Mealings et al., 2017). One adolescent recounted one
negative experience of being singled out: “while the others made lots of noise in the class,
she (teacher) says: “You have to be quiet, because (name of the informant) does not

understand that much, and now he is not able to work at all”” (Redset, 2008, p. 96).

In addition, adolescents did not like when their teachers had low expectations of them

(Sharp et al., 2006). One adolescent in the study commented: “I am supposed to be some sort
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of vegetable. If I just open my eyes [teachers think] I am doing something amazing” (p.773).
Likewise, some adolescents described how they were treated differently by their peers
(Mealings et al., 2017; Sharp et al., 2006). This could take the form of their friends being

overly protective towards them and this made them feel “like a cripple” (Sharp et al., 2006).

2.3.3.4 Understanding of ABI. Many parents and adolescents across all of the studies
felt that their teachers did not have an adequate understanding of ABI and its sequelae
(Jacobs-Nzuzi Khuabi et al., 2019; Mealings et al., 2017; Roscigno et al., 2015; Sharp et al.,
2006). This lack of understanding led to incorrect attributions for student behaviour. In
Roscigno et al. (2015), parents were told by education staff that their child was “just not
trying”, “using their brain injury as an excuse” or “being difficult” (p. 527). Other teachers
were reported to be focused solely on the curriculum and passing exams without taking into
account the adolescent’s changing needs (Jacobs-Nzuzi Khuabi et al., 2019). Parents felt
frustrated and depressed by the lack of understanding (Sharp et al., 2006). A lack of teacher
training was frequently noted across the studies (Jacobs-Nzuzi Khuabi et al., 2019; Ragdset,
2008; Roscigno et al., 2015). One adolescent noted: “actually, | think the teachers did as
much as they could. Really, they need more knowledge about what a head injury is like. For
in some ways my situation was pretty unique” (Radset, 2008, p. 96). One teacher

acknowledged their lack of knowledge: “at the beginning, I thought it was a completely

unique experience and that was very scary” (Bate et al., 2021)

Many times, it was up to parents to educate teachers, with one parent commenting:
“I’'m basically having to teach everybody at school how to deal with, you know, this kind of
situation” (Roscigno et al., 2015, p. 528). This task became difficult for some parents as their
child’s teachers changed annually. A minority of adolescents in Sharp et al.’s (2006) study
said that their teachers had a good understanding of ABI which was attributed to the teacher’s

own personal experience of ABI. A peer information session by a rehabilitation team took
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place before the return-to-school of one adolescent in Sharp et al.’s (2006) study. In another
study, one adolescent felt aggrieved after being asked to speak to his peers about his injury

without any notice or preparation (Redset, 2008).

Reflective Box 1

It was difficult to read about the adolescent and parent experiences about the lack of teacher
understanding. I reflected upon my own training as a teacher and I could not recall any pre-service
lectures or in-service professional development about brain injury. In general, it seems that
awareness about brain injury and concussion is increasing in society in general, especially in terms
of team sports such as rugby and Gaelic football. This is welcome news and | hope that this study

will bring about some additional awareness.

2.3.4 Discussion

The aim of this review was to answer the following question: “What do we know
about the experience of school following ABI from the perspectives of adolescents with ABI,
their parents and teachers?”. The findings of the synthesis are discussed below in relation to

the current literature.

2.3.4.1 School Supports. The findings from this systematic review illustrated the
importance of planning for and implementation of school supports. Inconsistent
implementation of supports was noted. Similar findings were found in a report published by
the National Rehabilitation Hospital (NRH) and the Children’s Research Centre about the
general life experiences following ABI (Heary et al., 2003). The report was not included in
this review as it was not peer-reviewed (Exclusion Criteria 1). Quantitative studies have also
found that around a third of the children and adolescents do not receive any special
educational services or informal accommodations after returning to school (Glang et al.,
2008; Keenan et al., 2020). One of the included studies produced a conceptual model that

demonstrated the importance of the fit between the student and the school supports. Sharp et
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al. (2006) proposed a conceptual model in which the central goal for the adolescent was to
“fit back” into school life and was characterised by two critical stages: “organising the school
return” and “being back at school” (Sharp et al., 2006, p. 767). Some students “fitted back
in”, whilst others revisited the organising phase or left the school due to a mis-match between
the student and the school supports. Teachers confirmed that this was an iterative process
(Bate et al., 2021). This model could be understood within the framework of
Bronfenbrenner’s (2005) bio-ecological systems theory, in that it recognises the interplay of
ontogenic (i.e. individual factors) and microsystems (i.e. the school environment) on

participation in school.

2.3.4.2 Changes. The findings highlighted the changes that adolescents experience
following ABI. A distinction between “noticeable” and “hidden” changes was identified in
this review. Having just “hidden” changes often led to misconceptions by others.
Interestingly, changes to self-identity were noted in some of the included studies and it was
firmly framed in the “loss of self” narrative (Nochi, 1998). A study by Mealings et al. (2020)
about post-ABI identity was not included in this review as more than half of the participants
with ABI were outside the age range at the time of data collection (Exclusion criteria 6). The
study is worth noting here as its findings suggest that identity reconstruction in a school or
college setting is not a linear process as suggested by this review, but requires continual

reflection and adjustment (Mealings et al., 2020).

2.3.4.3 Feeling Supported. The findings of the review emphasised the importance of
feeling supported in school following ABI. Adolescents recognised the value of positive peer
and family support. The positive influence of peer social support on the psychological
adaption of individuals with ABI has been highlighted in the literature (Douglas, 2012;
Haslam et al., 2008). Similarly, in a study involving children with cancer, perceived peer

support in the school setting was linked to a positive sense of well-being (Varni et al., 1994).
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Negative experiences of social interactions, including friendship loss and bullying, following
ABI were also described by the adolescents. Again, this is prevalent in ABI literature
(Gauvin-Lepage & Lefebvre, 2010; Heary et al., 2003; Prigatano & Gupta, 2006). Another
important finding in relation to the adolescent’s experience was the importance of being not

being singled out by their teachers or friends.

2.3.4.4 Understanding of ABI. The lack of knowledge within schools about ABI was
a strong theme across all of the included studies. Some parents spoke about how teachers
misattributed their child’s behaviour to other reasons instead of ABI. Other research also
suggests that students with ABI can be misidentified as having learning disabilities or
behavioural or emotional difficulties (Glang et al., 2015). Teachers’ knowledge about brain
injury is considered to be crucial to the inclusion process (Ball & Howe, 2013). The call to
train teachers about ABI has been repeated in ABI literature in the last twenty years (Hartman
et al., 2015a; McKinlay et al., 2016; Ylvisaker et al., 2001). Teachers and parents in the

Heary et al.’s (2003) study also raised concerns about the need for teacher training.

In summary, this review has highlighted how the experience of school following ABI
can be positive or negative. Different types of supports are needed in schools and planning
for these supports is crucial. Feeling supported by friends and teachers was important to
adolescents. Both parents and adolescents emphasised the need for teacher awareness about
ABI. Teachers spoke about the need to adapt teaching strategies and the value of being

supported by ABI specialists and the school’s SENCO.

2.3.5 Strengths and Limitations of this Review
There is an obligation on all researchers to critically reflect on their research (Davies
& Dodd, 2002). Some strengths and weaknesses of the systematic review were identified.

The use of the ENTREQ statement (Tong et al., 2012), Gough’s (2007) weight of evidence
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framework and Thomas and Harden’s (2008) method of synthesis brought rigour to the
review. The study is limited by what is considered the “Achilles’ heel of systematic reviews”:
publication bias (Torgerson, 2006, p. 89). This review succumbs to two types of publication
bias: language and publication type. By restricting the studies to only those written in
English, only the contexts of certain countries are represented in the review. Likewise, the
absence of non-peer reviewed research, such as grey literature or reports (i.e. Heary et al.,
2003), can result in a narrower picture of all the available evidence on a topic (Blackhall,

2007; Mahood et al., 2014).

2.3.6 Implications for the Current Study
After reviewing the included studies, specific gaps in knowledge regarding the

experience of school following ABI were identified.

2.3.6.1 Lack of International Research. Firstly, this review demonstrated the
paucity of international research over the last twenty years regarding the experience of school
for adolescents with ABI. After reviewing twenty years of ABI literature, only seven studies
fulfilled the basic inclusion criteria and out of those, only three were rated (WoE D) as

answering the review question effectively.

2.3.6.2 Lack of Irish Research. Secondly, this review highlighted that there are no
peer-reviewed studies about the experience of school after ABI published in Ireland within
the last twenty years. As previously stated, the report by Heary et al. (2003) was excluded as
it was not peer-reviewed. It explored the general life experiences of living with ABI from the
perspectives of different stakeholders (i.e. children, parents, siblings, teachers and health
professionals), with the experience of school being just one aspect. Since its publication, the
Irish educational landscape has also changed dramatically with the introduction of legislation,

namely the EPSEN Act (2004) and the Disability Act (2018) (Government of Ireland, 2004,
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2018b). Undertaking research in this area within the Irish context would provide an up-to-

date account of the experience of school following ABI.

2.3.6.3 Limited Representation from Adolescents and Post-primary Teachers.
This review has demonstrated that over a twenty-year period, only twenty-four adolescents
with ABI took part in research about their experiences of school. In addition, there was a
distinct lack of the teacher perspective in the included studies. Only eight post-primary school
teachers were represented in the seven studies. In the Irish education system, subject teachers
have the overall responsibility for the education and progress of the students in their class and

consequently, it is essential that their experiences are valued and listened to.

2.3.6.4 Variable Methodological Quality. Only one out of the seven studies was
assessed as having a high methodological standard (WoE A). Methodological rigour varied
due to the inconsistent use of trustworthiness techniques. For example, many studies did not
utilise member checks or supply thick descriptions of the context. In addition, the majority of
the studies did not address researcher reflexivity or were transparent about the researchers’

backgrounds or biases.

2.3.6.5 Absence of the Educational Psychology Perspective. Some of the studies
made recommendations specifically for certain professionals (occupational therapists; speech
and language pathologists) (Jacobs-Nzuzi Khuabi et al., 2019; Mealings et al., 2017). None of

the studies explicitly related their findings to the work of EPs.

2.3.6.6 Lack of Phenomenological Studies. Only one study (Rgdset, 2008)
approached their study using a phenomenological lens. Due to the diverse nature of ABI,
each person may experience a different set of challenges, facilitators or barriers. As a result,
the experience of school following ABI is individual and subjective. A phenomenological

approach would be well suited to capturing the idiography of each experience.
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Taken altogether, further research is needed to address the gaps identified in the
literature. The most pressing gap is the paucity of research within the Irish context regarding

the experience of school following ABI.

2.4 Aims and Research Questions

As a result of identified gaps in the literature, the aim of this study was to explore the
experiences of adolescents with ABI in the school setting. The study also explored the
experiences of their parents and teachers in supporting them in the school setting. The

research questions were as follows:

e How do adolescents experience school following acquired brain injury (ABI) in an

Irish mainstream post-primary school?

e How do parents and teachers experience supporting an adolescent with ABI in an

Irish mainstream post-primary school?
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3. Empirical Paper
This paper adheres to the traditional format of a research article, including sections for
introduction, methodology, results and discussion. The strengths and weaknesses of the
discussion are briefly discussed, along with implications for practice, policy and future

research.

3.1 Introduction

3.1.1 Acquired Brain Injury

Acquired brain injury (ABI) is considered the most common cause of death and disability
in children and adolescents (Forsyth & Kirkham, 2012). There is currently no data on the
incidence or prevalence of ABI within Ireland (Corrigan et al., 2021). The prevalence rates
are considered to be higher than expected and brain injury has been referred to as a “silent
epidemic” (Goldstein, 1990, p. 1). A range of academic, social, behavioural, physical or
emotional difficulties may occur after ABI (Babikian & Asarnow, 2009; Barlow et al., 2010;
Catroppa & Anderson, 2004; Halstead et al., 2013; Li & Liu, 2013; Ryan et al., 2016; Yeates,
2010). Adolescents as a group are considered to have one of the highest rates of ABI
(McKinlay et al., 2008). This time period is critical in terms of development, and sustaining
ABI at this time can have a significant impact. Identity formation is considered to be a major
feature of adolescence (Erikson, 1968), but this process may be interrupted by ABI (Mealings
et al., 2020). During adolescence, friends become more important than family as a source of
emotional support (Mayeux & Cillessen, 2008). However, friendship loss had been reported

by adolescents with ABI (Ragdset, 2008)

3.1.2 ABI within a Bio-ecological Systems Framework
ABI can be understood within Bronfenbrenner’s (2005) bio-ecological systems theory.
This theory acknowledges the influence of interactions over time between the adolescent’s

individual characteristics and the multiple environments in which they are nested on their
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development (Bronfenbrenner, 2005). This type of systemic thinking is very useful when
conceptualising ABI, due to the inherently heterogeneous nature of ABI. Furthermore,
research has demonstrated how systems around the adolescent (i.e. family support and access
to rehabilitation services) can have a positive effect on their recovery (Slomine & Locascio,

2009; Wade et al., 2006).

3.1.3 School as Rehabilitation

Rehabilitation is now considered best placed in the adolescent’s everyday life settings and
as a consequence, schools play a central role in supporting adolescents in the rehabilitation
process (Ciccia & Threats, 2015). Due to their ability to work systemically, educational
psychologists (EPs) are well-placed to support this cohort of young people in the school
setting (Ball & Howe, 2013; Bozic & Morris, 2005; Farmer & Peterson, 1995; Hooper,
2006). Schools are complex environments, with many cognitive, social and behavioural
demands being placed on the student throughout the school day. Even with supports, the
school environment may be overwhelming for an adolescent with ABI (Anderson et al.,
2021). Despite the development of best practice guidelines for the return to school after ABI
(Deidrick & Farmer, 2005; Dettmer et al., 2014), participation outcomes in school can be low

(Van Tol et al., 2011) and academic performance can be poor (Catroppa et al., 2009).

3.1.4 The Experience of School following ABI

Burden (1994) recommended that both “process—product” (quantitative) and
“interpretative meaning” (qualitative) studies should be undertaken in educational
psychology research (p. 297). Historically, research about ABI has been predominantly
quantitative (Boylan et al., 2009) and not much is known about the experience of school
(Crothers et al., 2007). In order to ascertain what is known, a systematic review of qualitative
research from the last twenty years was undertaken. Seven studies met the inclusion criteria

and their findings were synthesised. One prominent theme revolved around changes that had
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occurred. The findings indicated that timely and appropriate school supports, supportive peer
and teacher relationships and a solid understanding of ABI in schools were all instrumental in

a positive experience of school.

3.1.5 Rationale for the Current Study

The rationale for the current study was based on numerous gaps in knowledge
pinpointed by the systematic review. The review identified a lack of research on this topic
within the international and Irish context. Over a twenty-year span, only seven studies
explored school re-entry or re-integration following ABI from the perspectives of
adolescents, parents and teachers. Within the Irish context, only one study was undertaken in
the past twenty years (Heary et al., 2003). More importantly, this study was carried out before
the introduction of Education for Persons with Special Educational Needs (EPSEN) Act
(2004) and the Disability Act (2018) (Government of Ireland, 2004, 2018b), both of which
had a profound impact on the educational landscape of Ireland. Due to the dearth of research
in this area, the systematic review concluded that a more up-to-date account of the experience

of school was required.

The review also identified several other reasons to undertake new research in this
area. The educational psychology perspective was absent from all of the included studies.
Given the important role an EP can play in supporting adolescents with ABI in the school
setting, an educational psychology lens is paramount in ABI literature. The methodological
quality of the included studies varied, with only one being assessed as having a high
methodological standard (Weight of Evidence A) and this needs to be addressed with
methodologically robust studies. Finally, a phenomenological approach is largely absent from
the literature. As adolescents with ABI present as a heterogeneous group, an epistemology

that values each individual’s unique and idiographic experience would be advantageous when
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undertaking research about their experience of school. Thus, a phenomenological

epistemological position was adopted in this study.

Thus, gaps in knowledge were identified following a systematic review of previous
literature. The aim of this study was to address these gaps by providing a rich and up-to-date
account of the experience of school. The rationale for including the voice of adolescents was
also based on recommendations from previous ABI studies to incorporate the adolescent
voice in research about them (Gfrorer et al., 2008; Mealings et al., 2012; Sharp et al., 2006;
Vanclooster et al., 2018). The experiences of their parents and teachers were also sought as
the perspectives of young people with ABI may differ from those of their parents or teachers
(Boylan et al., 2009; Gagnon et al., 2008; Ocampo et al., 1997; Sommer et al., 2009; Souza et
al., 2007). By incorporating all three perspectives, the study aimed to capture a multi-

perspectival account of the experience of school.
The research questions reflect the aim of the study and are as follows:

e How do adolescents experience school following ABI in an Irish mainstream post-

primary school?

e How do parents and teachers experience supporting an adolescent with ABI who is

attending an Irish mainstream post-primary school?

3.2 Methodology

3.2.1 Research Paradigm

A paradigm can be described as “a way of looking at the world” (Mertens, 2020, p. 8).
It is essential that researchers are consciously aware of which paradigm guides their thinking
about the world and the nature of knowledge (Denscombe, 2017). This study is firmly
situated in the interpretivist paradigm. Paradigms are underpinned by four belief systems:

axiology, ontology, epistemology and methodological (Lincoln & Guba, 2005). Mertens
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(2020) developed questions to explain what each system seeks to understand (p. 10). The
interpretivist paradigm is discussed below in relation to each belief system, using Mertens’

(2020) questions as a guide.

3.2.1.1 Axiology. The corresponding question for axiology is as follows: “what is the
nature of value and ethics?”. Within the interpretivist paradigm, research is both value-laden
and balanced (Kivunja & Kuyini, 2017; Okesina, 2020). The researcher acknowledges the
influence of their own values and biases on the research, whilst also striving to offer a

balanced account of the findings.

3.2.1.2 Ontology. Ontology refers to the nature of reality: “what is the nature of
reality?”. The interpretivist paradigm adopts a relativist ontology (Scotland, 2012).
Relativism proposes that a studied phenomenon (i.e. the experience of school) can have

multiple realities, instead of one single truth (Guba, 1990).

3.2.1.3 Epistemology. Epistemology is concerned with the nature of knowledge:
“what is the nature of knowledge and the relationship between the knower and the would-be
known?". The epistemological position of interpretivism is intertwined with two
philosophical approaches: hermeneutics and phenomenology (Kivunja & Kuyini, 2017).
Phenomenology focuses on the lived experiences of humans, whilst hermeneutics is the study
of interpretation (Smith et al., 2022). The researcher’s role in interpreting the participant’s
experience is fully acknowledged. From this epistemological position, both the participant

and the researcher play an active role in the creation of knowledge.

3.2.1.4 Methodology. The methodological question asks, “what is the nature of
systematic inquiry?”. The choice of methodology is informed by the researcher’s

epistemological position. Interpretative phenomenological analysis (IPA) was chosen as the
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methodology for this study as it is underpinned by a hermeneutic phenomenological

epistemological position.

3.2.2 Research Design

3.2.2.1 Qualitative Design. The aim of the study was to explore the experiences of
adolescents with ABI, their parents and teachers. Due to the focus on participants’
experiences, an inductive (bottom-up) approach was considered more suitable than a
hypothesis driven one. Thus, a qualitative design was chosen to answer the research
questions. Qualitative research can give “people who are often studied but seldom heard” an
opportunity to have their voice heard (Taylor et al., 1992, p. 14). This is particularly relevant
to individuals with ABI as their participation in research has been limited until recently

(Theadom et al., 2014)

3.2.2.2 Interpretative Phenomenological Analysis. IPA was chosen as the
methodological framework because of its emphasis on the lived experience of participants.
IPA is informed by three key theoretical areas: phenomenology, hermeneutics and idiography

(Smith, 2011).

Phenomenology. As stated previously, phenomenology is the study of personal
experience (Eatough & Smith, 2017). IPA aligns with this philosophy as it places the utmost
importance on the lived experience of the participant. According to IPA, the participant is an

expert in their lifeworld (Larkin & Thompson, 2012).

Hermeneutics. Hermeneutics is the theory of interpretation, based on the work of
Heidegger, Gadamer and Schleiermacher (Smith et al., 2022). IPA is not a descriptive
methodology: it is firmly interpretative. The IPA researcher is considered to engage in a two-

stage interpretation, referred to as the “double hermeneutic” (Smith & Osborn, 2003, p. 53).
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The role of the IPA researcher is to make sense of the participant’s experience, who in turn is

making sense of their own experience (Smith et al., 2009; Smith & Nizza, 2022).

Idiographic. IPA values the particular as opposed to the nomothetic (Smith et al.,
2022). IPA does not seek generalisations, unlike other research methodologies. However,
“theoretical transferability” is possible whereby the researcher can make links with existing
psychological theory and literature (Smith et al., 2009, p. 4). The idiographic character of
IPA is also apparent in data analysis, whereby each case is analysed individually before

comparisons are made across cases.

Overall, IPA strives to find a balance between “giving voice” to the participants and

“making sense” of what they have said (Larkin & Thompson, 2012, p. 101).

3.2.2.3 Multiperspectival Design. In order to explore multiple perspectives, a
multiperspectival research design was adopted (Larkin et al., 2019). This type of design is
new to phenomenology but is being utilised in more and more phenomenological studies
(Dancyger et al., 2010; Larkin et al., 2009; Rostill-Brookes et al., 2011). It recognises that a
phenomenon can be explored not just with the individual who is experiencing it, but also,
with the people in the individual’s lived world (Larkin et al., 2019). The phenomenon of
interest in this study is the experience of school following ABI. A multiperspectival design
can provide a rich multi-faceted account of a phenomenon by incorporating different
perspectives. A potential loss of nuance in individual accounts must be considered when

utilising this type of design.

In order to answer the research questions, a directly related group design type was
employed (Larkin et al., 2019) in which participants are grouped according to their roles
(Borg Xuereb et al., 2016; Rostill-Brookes et al., 2011). Accordingly, the three adolescents

were grouped together for data analysis, with the three parents in another subsample and the
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teachers in the third subsample. Not only did this design type answer the research questions
effectively, but it also led to greater anonymity in comparison to a case study design (i.e. an

adolescent, a parent and a teacher in one subsample).

3.2.3 Ethical Approval
Ethical approval was obtained from the Mary Immaculate Research Ethics Committee
(MIREC) in March 2021 and from the National Rehabilitation Hospital (NRH) Ethics

Committee in May 2021 (Appendices H and I).

3.2.4 Sample

3.2.4.1 Sample Size. IPA studies generally have small homogenous samples, usually
between one and ten participants (Starks & Trinidad, 2007). For professional doctoral IPA
studies, a sample size of four to ten participants is recommended (Smith et al., 2009). In this
study, three adolescents with ABI were recruited. For each adolescent, one of their parents or
guardians and one of their teachers were invited to partake. Only two teachers volunteered to

participate, leading to an overall sample size of eight.

3.2.4.2 Recruitment. Purposive sampling, a non-probability form of sampling, was
utilised. The NRH, a post-acute rehabilitation centre, acted as the gatekeeper. The inclusion

criteria for the participants are outlined in Table 3.1.
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Table 3.1

Inclusion Criteria for Adolescent, Parent and Teacher Participants

Inclusion criteria

Adolescent o Identified as having a moderate or severe ABI as identified by the NRH
paediatric team.
o Currently aged between 14 and 19.
o No more than 5 years post-injury.
o Returned to a mainstream school setting between September 2016 and
September 2019 (to counteract COVID-19 school closures).
Parent o Parent of an adolescent that fulfils the above criteria.
Teacher . Knows the adolescent well.

o Taught the adolescent post-injury for at least six months between
September 2016 and March 2020.

The inclusion criteria were developed in consultation with the NRH paediatric team
and following a review of previous ABI studies (Gagnon et al., 2008; Gfroerer et al., 2008;
Mealings & Douglas, 2010; Roscigno et al., 2015; Roscigno & Swanson, 2011; Sharp et al.,
2006). The teachers were recruited through the principal of the adolescents’ school. The

criterion “knows the adolescent well” was determined by each individual principal.

Recruitment of Adolescents and Parents. The researcher prepared an information
sheet that explained the aims, methods, anticipated benefits and potential risks of
participation (Appendix J). Once ethical approval was secured, the NRH paediatric team
accessed healthcare records for pre-screening purposes, whilst consulting with the inclusion
criteria of the study. Under the Guidance on Pre-screening Amendment to the Health
Research Regulations (2021) and Health Care Regulations (2018), pre-screening does not
require the explicit consent of patients (Department of Health et al., 2021; Government of
Ireland, 2018a). The researcher was not involved in this stage of the recruitment and did not
view any health care records. As a result, the researcher was not cognisant of the type, level

and location of the injury or its neurological impact. During the parent interviews, only
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information about the type and level of injury was sought. Thus, information about which
regions of the brain were affected and the associated impact on cognitive, social, physical and

emotional development was not known to the researcher.

The NRH paediatric team identified prospective parent participants, using the
inclusion criteria and posted the participant information sheets to them (Appendix J). Any
parents interested in partaking in the study were advised to contact the researcher directly by
email. A phone call or online meeting was arranged to talk about their participation. Parents
were offered another meeting to further discuss the study or to answer any questions.
Therefore, prospective participants had the opportunity to have the study’s purpose, process
and outcomes explained formally to them twice, similar to the procedure in Gauvin-Lepage

and Lefebvre’s (2010) study.

Recruitment of Teachers. During the assent and consent stages, written permission
from parents and the adolescents was sought to contact the adolescent’s school in order to
recruit a teacher participant. Three post-primary schools were contacted by email and phone.
The principal of each school was asked to distribute the teacher information sheet (Appendix
J) to the adolescent’s teachers. Prospective teacher participants contacted the researcher
directly by email and a phone call was arranged to explain the study in more detail and to

answer any queries.

3.2.4.3 Consent and Assent. Informed consent was obtained from all parents and
teacher participants. In the initial contact, the aims, methods, anticipated benefits and
potential risks were explained to the parents and teachers. Their right to refuse to participate
and their right to withdraw at any stage of the study was emphasised. Parents were offered a
second meeting to talk about the study. As this is a low-risk study for teachers, prospective

teacher participants were not offered a further meeting after the initial phone call. The
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consent forms were signed electronically or on paper depending on the format of the

interview (Appendix K).

In regards to the adolescent participants, both parental permission and child assent
were obtained (Kodish, 2005). First, parental permission was sought to invite the adolescent
to partake in the study. Guidelines from Lambert and Glacken (2011) on securing parental
permission were followed (Appendix L). Following this, the researcher sought agreement
from the adolescent to participate in the study. Assent refers to an “agreement obtained from
those who are not able to enter into a legal contract” (Ford et al., 2007, p. 20). Special
consideration must be given to seeking assent from an adolescent with ABI, due to the
possibility of cognitive, emotional or language difficulties (Middleton, 2001). Numerous
steps were taken after consultation with guidelines from Lambert and Glacken (2011)
(Appendix M) and the literature on obtaining assent from children with ABI (Boylan et al.,
2009). Particular attention was given to the clarity of the information sheets given to parents
and the adolescents (Boylan et al., 2009). In order to allow the adolescents time to consider
their participation, there was a time interval of at least two weeks between the initial meeting
and the interviews. Assent was checked again at the start of each interview and the
adolescent’s responses were monitored for subtle signs of refusal throughout the interview
(Cocks, 2006; Lambert & Glacken, 2011). The adolescent’s parent was present at all stages

of the assent process.

Efforts were made to ascertain the insight of the adolescents during meetings with the
families. A technique proposed by Hensel et al. (2002) was used in which the researcher asks
some questions to check the adolescent’s understanding of the study. Answering three out of

five correctly is considered sufficient to demonstrate insight (Hensel et al., 2002).
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3.2.4.4 Participant Details. Due to the threat to internal confidentiality inherent in
multiperspectival designs (Larkin et al., 2019), participants are described in this section in
aggregate form, instead of linking an individual pseudonym to a participant’s background
details. In addition, even though one male and two female adolescents took part in the study,
they are referred to as three female adolescents. By making these adjustments, members of a
triad (adolescent, parent and teacher) and members of the public are less able to identify

participants in the study.

The ages of the adolescent participants at the time of interview were 15, 17 and 18.
The time between the brain injury and the interview varied for all participants: two years; two
and a half years; and four years. All participants sustained a severe brain injury. One
participant was involved in a road traffic accident (Glasgow Coma Scale (GCS) = four).
Another participant incurred a loss of oxygen during a water-based activity (GCS = three).
The third participant was diagnosed with a benign brain tumour. All of the participants attend
their local mainstream school, both prior to and following their ABI. One participant is now
attending school on a full-time basis, whilst the other two are currently attending on a part-
time basis. Two participants are in sixth year and the other is in third year. The mothers of all

three adolescents took part in the study. The details are displayed in Table 3.2.

Table 3. 2

Adolescent Participant Details

. Severity of Time since
Type of injury injury Age at ABI Current age injury
Road traffic accident (TBI) Severe 14,12, 15years 18,17,15years 2.5, 4, 2 years
Loss of oxygen (ABI) Severe

Stroke (ABI) Severe
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Two teachers partook in the study. One teacher had taught the adolescent for five and
a half years. The second teacher was in her second year of teaching the adolescent and had
previously been her form teacher (i.e. teacher with a responsibility for a particular class). The
teachers taught the adolescent the following subjects: English, agricultural science and
chemistry. The teachers had 10 and 17 years of teaching experience, respectively. The

pseudonyms for the participants are presented below in Table 3.3.

Table 3. 3

Pseudonym Names

Adolescents Parents Teachers
3 (2 females and 1 male) 3 mothers 2
Brenda, Mary and Vicki Paula, Denise and Tina Nora and Monica

Even though participant recruitment was open to both fathers and male teachers, all of
the participant parents and teachers were female. In terms of terminology, it was decided to

proceed with the term “parents”, instead of changing to “mothers”.

3.2.5 Measure

3.2.5.1 Pilot Study. The feasibility of a full-scale study was assessed by conducting a
pilot study (Gudmundsdottir, 2010a). Pilot testing enables the researcher to test the usability
of the research instruments and to ascertain whether the research protocol is practical (Van
Teijlingen & Hundley, 2002). In order to improve the clarity, usability and validity of the
information given to prospective participants, the research supervisor and a practising
neuropsychologist reviewed the invitation letters, information sheets and consent forms
before they were submitted for ethical approval. Clarity of content is particularly important

for the ABI population (Boylan et al., 2009).
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Interviewing is a critical part of the research process (Smith, 2011) and piloting the
interview is highly recommended, especially in studies involving participants with ABI
(Paterson & Scott-Findlay, 2002). A pilot interview can be useful to ascertain whether the
interview schedule is feasible, to test the interview procedures and to reflect on the
researcher’s interviewing technique (Paterson & Scott-Findlay, 2002; Strydom & Delport,
2005). A pilot interview was carried out with a parent of an adolescent with ABI, who was
recruited through the gatekeeper, NRH. The participant suggested including a question on the
availability of supports for families in the interview schedule. . A post-primary teacher was
recruited through the sampling method of snowballing. This pilot interview focused on the
general experiences of working with students with additional needs. Feedback included
asking questions about accommodations in the state exams and support from the Special
Educational Needs Coordinator (SENCO). Efforts to recruit an adolescent with ABI through

the gatekeeper were not successful.

3.2.5.2 Semi-structured Interview. Semi-structured interviews (SSIs) were chosen
as the method for data collection (Smith & Osborn, 2003). SSls were selected because of
their ability to elicit rich, detailed and reflective data from the participants (Smith et al.,
2022). It is recommended that adolescents with ABI are given a choice about the interview
location (Boylan et al., 2009). The home setting was chosen by all three adolescents. In
accordance with Mary Immaculate College’s (MIC) Safeguarding Children Policy and
Procedures and Safeguarding Statement (2019), the researcher conducted all adolescent
interviews with their parent present in the same room or in an adjacent room (Mary

Immaculate College, 2019). All teacher interviews took place on an online platform.

The interview schedules were developed in accordance with IPA methodological
principles (Smith et al., 2009) (Appendix N). This entailed incorporating questions with a

focus on the participant’s experience, having a flexible interview schedule and including
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open-ended questions (Smith & Nizza, 2022). Interview schedules employed in other ABI
studies were also reviewed when developing the schedule (Gagnon et al., 2008; Vanclooster
et al., 2019). In order to enhance the dependability of the measure, all interviews began with a
standard script. During the parent and teacher interviews, open-ended neutral questions were
used primarily, with prompts and probes only employed when necessary. Time was allocated

at the end of every interview for a full debrief.

Special consideration was given to interviewing the adolescents. The following
suggestions from Boylan et al. (2009) on interviewing adolescents with ABI were
implemented as needed: the use of scaffolded questioning and carrier phrases, offering
multiple breaks and scheduling the interview at a time when the adolescent was least likely to

be fatigued .

Reflective Box 2

Before the interviews, | was somewhat apprehensive about interviewing the adolescents. Due to the
nature of the recruitment strategy, | did not know any details about their ABI or its impact. | had
met one participant in an online meeting with her mother beforehand and I had brief phone calls
with the mothers of the other two participants. During this contact, | was able to ascertain that
communication aids were not required. In the end, | really enjoyed the adolescent interviews. All

three engaged fully with the interview and it was a privilege to gain an insight into their worlds.

3.2.6 Data Collection

Audio recordings of each interview were made using a Dictaphone. Immediately after
each interview, audio recordings were transferred onto the researcher’s encrypted laptop and
stored in a password-protected folder. Recordings were then deleted from the Dictaphone.
Transcription was conducted by the researcher and audio recordings were deleted from the
laptop after the data analysis was completed. Each participant was assigned a pseudonym and
all recordings and transcriptions were stored under the participants’ pseudonyms. Only the

researcher had “the key” to match the participant to their data (i.e. the list of participants’
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names and their corresponding pseudonyms). This information was stored in a password-
protected word document on an encrypted laptop. Extra consideration was also taken to
ensure any identifying information was altered or removed from the transcripts. The MIC
Records Retention Schedule (2022) states that postgraduate students are responsible for the
storage and retention of their own research data (Mary Immaculate College, 2022).
Accordingly, the anonymised data (interview transcripts) from this study will be retained for

one year after the completion of the study.

Prior to recruitment, a Data Protection Impact Assessment (DPI1A) was carried out by
the researcher in conjunction with the Data Protection Officer in Mary Immaculate College of
Education after a risk assessment indicated that it was warranted (Appendix O). As a result of
the DPIA, a planned online demographic survey was removed from the study as it was
decided that the resultant data were too sensitive to be stored in Qualtrics. Instead, the
researcher asked the parent participants some background questions at the start of their

interview.

3.2.7 Data Analysis
Data analysis has been described as an iterative and inductive process (Smith, 2007).
The data were analysed using the IPA seven stage process, as outlined by Smith et al. (2022).

A detailed outline of how the steps were completed is provided in Table 3.4.
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Table 3.4
Data Analysis Process (Smith et al., 2022)

Data analysis process

Starting with the first
case: reading and re-
reading

Exploratory noting

Constructing
experiential statements

Searching for
connections across
experiential statements
Naming the personal
experiential themes
and consolidating and
organising them in a
table

Continuing the
individual analysis of
other cases

Working with personal
experiential themes to
develop group
experiential themes
across cases

Across-group analysis

In keeping with the idiographic nature of IPA, analysis began with each
individual transcript. The first transcript was read and reread.

This step involved making descriptive, linguistic and conceptual notes
on the right hand side of the transcript. Descriptive notes are a basic
summary of what the participant has said, whereas linguistic notes
describe any interesting language use, such as false starts, repetitions,
hesitations, pauses or metaphors. Conceptual comments involve
analysing and reflecting on what the participant has said and looking
beyond its literal meaning.

Experiential statements are a short summary of what is meaningful for
the participant. They should be grounded in the data but also, be
interpretative (Smith & Nizza, 2022). They were typed on the left hand
side of the transcript.

The experiential statements were printed out and cut into pieces of
paper. They were scattered on a table and similar experiential statements
were clustered together into groups. This process was iterative.

Each group of experiential statements were given a title, called a
Personal Experiential Theme (PET). Generally, each participant had
three to five PETs (see Appendices P, Q and R).

The next step was repeating these steps with the next transcript. In this
study, the analysis began with the transcripts from the adolescent
subsample.

Once a set of transcripts was completed for a subsample, the PETS for all
the participants in that group were compared for convergences (cross-
case analysis). Similar PETs were grouped together and a set of group
experiential statements (GETSs) was developed for the group. Thus, all
seven steps were completed with the transcripts in the adolescent
subsample, resulting in a set of GETs for that group. Next, the seven
steps were carried out on the teacher subsample and, finally, the process
was repeated with the parent subsample (see Appendices P Q and R).

As this is a multiperspectival study, an eight step (across-group analysis)
was added to the analysis, in which patterns of convergence and
divergence were identified across the three sets of GETs (Larkin et al.,
2019; Rostill-Brookes et al., 2011). At the end of the process, an overall
set of GETSs for the entire sample was produced (Appendix S).

A worked-out example for one participant is provided in Appendix T. In order to ensure the

analysis was rigorous, special attention was given to the prevalence of supporting evidence
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for each theme across the overall sample. Criteria from Smith (2011) suggests that extracts
from at least three participants should be provided for each theme in a study of eight
participants. This criteria was used as the rationale for including and excluding themes, and a
prevalence table was completed in order to ensure compliance (Appendix U). All themes and
subthemes fulfilled this condition, with the exception of one subtheme “Fighting the system:
parents and the system”. However, as this theme featured strongly in the two parent
narratives, it was decided to retain this theme in the study. The entire process is illustrated in

Figure 3.1.



SCHOOL LIFE FOLLOWING ACQUIRED BRAIN INURY

Figure 3.1

Entire Data Analysis Process

7. Working
with PETs to
develop
GETs across
themes

.
Continuing
the
individual
analysis of
other case

5. Naming
the PETs and
organising
them in
tables

__.'/ 7. Working \x._

" withPETsto

| develop GETs |
across
themes

_,-‘/E. CDntinuing\‘-.,_
the
| individual |

analysis of

_othercases

__.f/ 5. Naming \

the PETs and
| organising
them in
tables

Subsample

Adolescents

75

1. Reading
and re-

reading

z

Expluﬁtor‘f
noting

1

3.
Constructing
experiential
statements
=13

with ABI

4. Searching
for
connections
across ESs

.‘/ g h \".
1. Reading
and re- |
reading .
.‘\ ., - /; f‘/ h \\_
— 2,
| Exploratory
noting
— “..\\‘_ _'4/;
Subsample
2 '. N
Teachers [ Constructing
| experiential |
|\ statements
_ (ESs)

4, Searching
[ for
| l-. connections
across ESs
,\\‘ /,



SCHOOL LIFE FOLLOWING ACQUIRED BRAIN INURY

Figure 3.1 (contd.)
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Reflective Box 3

| found the data analysis stage to be one of the hardest stages of the entire study. Nothing could
prepare me for how time-consuming and all-encompassing the data analysis process was going to
be. Becoming immersed in the data was a joy in many ways, but the sheer volume of data
combined with the task of condensing it all to just four overall GETs was challenging at times. |
found that | needed regular breaks to reflect on my analysis. | realised the importance of coming
back to a transcript with “fresh eyes”. Scheduling time in between transcripts was also valuable in
order to counteract fatigue and to prevent feeling overwhelmed by the data. | came to a new
understanding of the word “iterative” during the cross-case analysis and the write up of the results
section. It was almost a relief to realise that it would take a few drafts and reworkings to arrive at a
final set of themes. Overall, the experience was rewarding and enlightening, and | am looking

forward to my next IPA adventure!

3.2.8 Ethical Considerations

The study was carried out in adherence with the Psychological Society of Ireland’s
Code of Professional Ethics (The Psychological Society of Ireland, 2019). In addition,
guidelines for conducting research with young people with ABI were also followed (Paterson

& Scott-Findlay, 2002; Theadom et al., 2014).

3.2.8.1 Potential for Participant Distress. Potential distress is a risk for all
participants. The literature has identified that the return to school can be a particularly
negative experience for both adolescents with ABI and parents (Sharp et al., 2006). Thus, it
was possible that the participants may experience distress during the interview. At the start of
every interview, participants were reminded that they were not obliged to answer every
question asked and that they could take a break from the interview at any point. It was also
reiterated that they could withdraw from the study at any time. At the end of every interview,
time was set aside for a full debrief to give the participants an opportunity to voice their
feelings and thoughts about the interview process (Paterson & Scott-Findlay, 2002). In

addition, the questions on both the teacher and adolescent interview schedules were only
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related to the experience of school following ABI. No reference was made to the
circumstances of the injury. At the start of the parent interviews, open-ended questions about

the circumstances of the injury were asked in order to ensure the inclusion criteria were met.

3.2.8.2 Confidentiality. In multi-perspectival studies, a distinction must be made
between external and internal confidentiality (Tolich, 2004; Ummel & Achille, 2016).
External confidentiality refers to the possibility that research participants could be identified
by members of the public when the findings are published or disseminated (Tolich, 2004).
For example, in this study, a member of the public could identify an adolescent participant if
their background details (i.e. age, cause of injury, time since injury) were linked to a
particular pseudonym. Internal confidentiality refers to the possibility that participants within
the study could identify each other after reviewing each other’s details and quotes in the
published findings (Larkin et al., 2019; Ummel & Achille, 2016). For example, a teacher
participant could recognise the specific circumstances of an adolescent participant within the
study. In order to protect both external and internal confidentiality, a number of steps were
taken. Firstly, the participants were grouped according to their role rather than parent-
adolescent-teacher triads. Pseudonyms were assigned to each participant. Any identifying
information in the transcript was deleted or amended. Information about the circumstances of
the ABI was presented at a group level rather than individually.. Throughout the study, the
adolescents were presented as three females, as opposed to two females and a male in order
to protect anonymity. Lastly, the generic word “therapist” was used in the results section in
reference to members of rehabilitation or community teams, instead of psychologist,

occupational therapist, physiotherapist or speech and language therapist.

The limits of confidentiality were explained to each participant at the start of every
interview. The researcher was cognisant of the guidelines outlined in the Children’s First Act

(2015) and Mary Immaculate College (MIC) Safeguarding Child Policy and Procedures
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(2019) in the event of a disclosure in the course of an interview (Government of Ireland,

2015; Mary Immaculate College, 2019).

3.2.9 Ensuring Quality

Due to fundamental differences in the ontological and epistemological positions of
quantitative and qualitative research, the same criteria cannot be used for evaluating both
types of research (Smith et al., 2022). In order to reflect on the quality of this qualitative
study, Yardley’s (2000) four principles for assessing quality were considered: sensitivity to
context; commitment and rigour; transparency and coherence; and impact and importance.

More detail is provided in the Critical Review paper.

3.2.10 Reflexivity

All researchers must be cognisant of how they can inadvertently impact the research
process (Thyer, 2009). Researcher reflexivity involves the self-monitoring of one’s feelings
and opinions during the research process (Rodham et al., 2015; Smith & Nizza, 2022). It
plays a vital role in qualitative research (Finlay & Gough, 2008; Langdridge, 2007). In IPA
research, the researcher is engaged in a two-tier process of mean-making, referred to as the
“double hermeneutic” (Smith & Osborn, 2003). As a result, it is essential that the IPA
researcher reflects on their own preconceptions and how they may impact on their
interpretations during the analytic process (Rodham et al., 2015). To maintain reflexivity, the
researcher kept a reflective journal to record her thoughts, feelings and perspectives
throughout the different stages of the research study (Morrow, 2005; Vicary et al., 2017).
Some extracts from the diary are presented throughout this thesis. In order to facilitate her
reflections, she regularly revisited the 10 questions offered by Langdridge (2007) to

encourage reflexivity (Appendix V).
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3.3 Results

The aim of this research study was to answer the following research questions:

e How do adolescents experience school following ABI in an Irish mainstream post-
primary school?
e How do parents and teachers experience supporting an adolescent with ABI who

is attending an Irish mainstream post-primary school?

In order to answer the research questions, the data were analysed according to guidance from
Smith et al. (2022) and Rostill-Brookes’ et al. (2011) multiperspectival study. Each
subsample produced a set of GETs and all three sets were synthesised together to produce an
overall set of GETS. The meshing of the three sets of GETs produced a rich multiperspectival
account of the experience of school following ABI. In keeping with the idiographic nature of
IPA, efforts were made to retain the nuance and variation of each participants’ experiences
within those themes. The overall GETs for this multiperspectival study are as follows: The
new normal: Things have changed; Challenging the new normal: | am still capable;
Negotiation of the new normal with others: A multi-directional process; and Punctuating the

new normal: COVID-19. The overall GETs and sub themes are presented in Figure 3.2.
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3.3.1 The New Normal: Things have Changed
The “new normal” refers to the altered experience of school following ABI. The
adolescents spoke about how things had changed for them to varying degrees in the school

setting. Parents discussed how they coped to adjust to the new normal.

Things have Changed: Adolescents. The new normal in the school setting was
different for each adolescent. Vicki’s narrative contained many references to her fatigue and

how it affects her at school.

It's very tiring. So, when I'm tired, | just can't listen and | can't keep the information
in. So, I will say, or say you told me something and then | kept it in my brain for a
little while for like 10 minutes and then it would go out and then | wonder what | have

just been taught, so. (lines 70-74)

Both Mary and Vicki discussed the pressures of catching up with missed school work and

completing ongoing school work, all on a reduced timetable.

I’'m finding, what I found extremely difficult was the catching up on stuff, just
because I've missed so much and then [pause] | mean, even those classes that | miss
on certain, on the Monday, and then I'm not sure what they're talking about on the

Tuesday. (Vicki, lines 93-96)

| was always catching up on things in [year] and [year] and before 1 used to go to

therapies, | never really had a minute to think you know. (Mary, lines 229-232)

Mary made repeated references in her account to feeling under “pressure”. This pressure
lessened during school lockdown when she didn’t “really have a care in the world” (line 159)
and she was able to go at her own pace. School lockdown almost represented a pressure

release for her.
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Besides fatigue, none of the adolescents went into any great detail about any physical
or cognitive changes that had occurred. One participant made one reference to a physical
change in her eye (line 392), whilst another participant mentioned twice about being “in the
chair” (lines 4 and 78). The third participant mainly focused on the process of accepting the
changes. For them, it seemed that changes to their social and academic worlds were more

significant than any internal changes.

Changed friendships: Adolescents. Changed friendships was a very strong theme
across all three adolescent narratives. They all spoke about how their friendships had changed
since their injury, although it presented in different forms. For Brenda, friendship loss

occurred immediately after her injury.

Like, my really good friends in [year] cos | was in [year] when it happened. They
were like once my [injury] happened, they're like, okay, Brenda is gone. She had, like.

Some of them haven't even spoke to me. So, yeah. (lines 288-291)

She spoke in quite a jokey manner for most of the interview. However, her tone changed
when she spoke about the loss of contact with her friends and it was clear that this was
something that affected her deeply. It was evident that relationships are very important to her.
She shared how she loves Thursdays in school because she has lessons with her favourite
teachers on that day (lines 217-219). Vicki shared how she now has fewer friends than before
her injury. This was reframed as a positive thing by Vicki; she now felt that she had a closer

group of friends.

| left school in fourth year with a few close friends and moving back in sixth year. It
was kind of weird because | didn't have as many friends but I mean, I didn’t really

stay in contact with anyone. | stayed in contact with maybe two or three people. And
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to be honest, I’'m happy with the friends that I have now rather than the friends that I

had before because it kind of feels like a better group, yeah. (lines 187-193)

For Mary, it was a different experience. She recalled how she retreated from her group of
friends: “I kinda, kinda kept myself away from everyone, you know” (line 205). It’s almost as
if she was afraid that they would not accept her. However, after some time, she realised the

value of friends as a support network and rekindled her friendships.

There appeared to be a different emphasis in each of the adolescent narratives. Much
of Mary’s narrative centred on accepting and reflecting on the changes that had happened
since her injury. For the other two participants, the focus was placed more on the immediate.
Key relationships in the school setting were important for Brenda, whilst Vicki emphasised
the management of the practical aspects of her daily school life (i.e. fatigue, missed work).
These differences in focus may be explained by the length of time since injury. For example,
Mary had the longest time interval since her injury and perhaps, this may explain her focus

on acceptance. This suggests that the experience of school may be modulated by time.

Things have Changed: Parents. All parents spoke about the physical, cognitive and
behavioural changes that their daughters had undergone. Managing behaviours was
signposted by all parents as something that was challenging at the beginning. Parents also
recounted occasions when they needed to re-negotiate their thinking around their child’s

behaviour, realising that some of it was just typical teenage behaviour.

A big one is always, is it somebody being a teenager that they don’t communicate? Or

is it because they've just had complete empty batteries? [laugh] (Tina, lines 689-691)

You know, | remember saying to [rehabilitation therapist] one day oh [adolescent] is

not the same girl. Or she's not as, before she'd be out chatting to everybody. She's
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very, like a social butterfly. | remember [rehabilitation therapist] going | would expect

her to be like that at this age. She's a teenager, you know. (Paula, lines 293-297)

Fatigue was cited by all parents as having an impact on their child’s ability to cope in school.

For Tina, catching up with missed school work was also a major concern.

Huge gaps in the various subjects, from Irish to math to French. Because of the
remote, and the amount of classes she missed and remote schooling. It’s like a drop in
the ocean type thing because if you get one class a week of French, even if it’s a one

on one, it's not as beneficial as having three French classes a week. (Tina, lines 535-

539)

The use of the simile “like a drop in the ocean” really symbolises the enormity of the task
ahead. Denise felt that there was always pressure to catch up and that she was “pushing her
[daughter] and pushing her” (line 408). School lockdown took away this pressure and it gave
“time to recover and heal” (line 415). State examinations were noted by some parents as a

catalyst for this pressure to catch up.

If you remove yourself from the person level, and just look at the system. Hey, there's
somebody who had this traumatic experience, completely unexpected, resulting in a
mega severe acquired brain injury with all its consequences, who needs to get through

schooling, secondary schooling, to achieve a Leaving Certificate, you know. (Tina,

lines 591-595)

Changed Friendships: Parents. Both Paula and Tina spoke at length about how their
child’s friendship loss had affected them. For Paula, it was the greatest difficulty that she
faced: “And that's really I'm finding that really, really difficult and she is finding it difficult”
(lines 589-590). Perhaps, unlike school supports or therapy services, this is one area where a

parent has less capacity to intervene. For Paula, a lack of awareness about brain injury was an
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underlying reason for the loss of friends. It was clear that this was a subject that she was

passionate about and the following quote illustrates the depth of her feelings.

I really would like in a few years’ time, if it is to go in and do public speaking with
schools and even to parents, to, to let them know that when people have an accident it

doesn't mean their brain is dead. They are very much the same. (lines 481- 484)

For Tina, COVID-19 restrictions combined with fatigue had a major impact on her daughter’s

friendships.

I think [adolescent]’s recovery combined with COVID takes away natural touchpoints
that you would have. These casual “oh let's grab an ice cream”, or “let's go down to
the shop”, and you know, “I’ll just take the later bus and we’ll hang out for an hour

and I’1l take a bus later”. (lines 428-432)

Parents described how the loss of a friendship group resulted in their child spending more

time with the family. In ways, the parents had replaced the friends.

Cos what’s happening then she is here with me and then, it’s me bringing her to the
gym, me going to swimming with her, me doing most... now she enjoys my company

but there is only so much you can get of your mother [laugh]. (Paula, 516-518)

..pulled away completely from her friends. Didn’t go out with them, ... did nothing.
And it was like me at home, the SNASs [Special Needs Assistants] at school. (Denise,

lines 243-245)

Processing and Managing the Changes. Mary spoke frequently throughout her
narrative about her process of accepting the changes that had occurred. She said that in the

early stages after her injury: “I just couldn’t accept that I wasn’t the same anymore” (line,
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225). She felt that it took her two years to come to terms with the changes. Talking to a

counsellor was a turning point for her.

And she [counsellor] said, like, you just have to accept yourself before anybody else
can accept you. And, come the lockdown, I took my own time to accept myself. | said
look, this is the situation, get over it and you can only make whatever you want out of

it like. (lines 208-212)

Processing the changes was difficult for parents at times and they spoke about the emotional

impact it had on them.

You know, the fatigue, and the exhaustion, it's almost something that when you're
healthy, you can't understand. Because I've spent so much time with her, you know, |
was in hospital with her full time, and the same with NRH. And to see how draining
conversations are. You know, that was very tough for me to witness. (Tina, lines 357-

361)

Oh my God, one class [attend one class per day on her return to school], [adolescent]
would be well able for more. That was really difficult, accepting that your little girl,

[pause] that there was changes, you know. (Paula, lines 371-373)

All parents reported that they had not engaged in any counselling as of yet because they did
not have the time or capacity to do so; their focus was on caring for their child. They had
received support in various ways: family; community and rehabilitation therapists; school
staff; and work. Despite the social support, the experience could be isolating at times for

them.

So it’s been very... in a way it's been quite isolating. But, I’ll get through it. (Tina,

lines 504-505)
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I’d be messing and joking because I didn't want to be doom and gloom for
[adolescent]. It was bad enough that she was trying to recover. But, like, some days, |

feel like crying my eyes out (Paula, lines 537-540)

Paula quotes illustrates how she almost took on the role of being an “architect of the positive”
(Roscigno & Swanson, 2011, p. 1420) for her daughter. Staying strong for their child was a
strong motivator for all of the parents. Much of the parents’ narrative centred on how they
managed the changes that had occurred, rather than processing their own feelings and
emotions. Parents took on multiple roles: cheerleader, advocate, instigator, architect of the
positive, fighter, protector, and collaborator with other professionals. It seemed that the
execution of these roles surpassed the need to care for their own feelings, as a result of their
motivation to care for their child. These roles are discussed in more detail throughout the

findings.

3.2.2 Challenging the New Normal: | am still capable

Adolescents. The theme of “I am still capable” was strong across all adolescent
narratives. Even though things had changed, the adolescents did not view themselves as being
incapacitated in the school setting. Instead, a capable and competent version of themselves
shone through. Mary made references to being “well able” throughout her narrative (lines 13,
24, 51). This was particularly in reference to her placement in a special class which she left
after one day: “I'm not on this level. Thank God I am able to do the Leaving Cert” (line 320).
She referred to this placement multiple times throughout her interview, suggesting this
placement was almost like an assault on her identity. Mary also recounted how she did not
want one-to-one support in the classroom: “please, you’re making it look like there’s
something wrong with me. Just give me my own space” (Mary, lines 328-329). Again, having

too much support was perceived as a threat to their identity as a capable person.
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Similarly, Brenda recounted an incident in school when she was given a colouring
sheet and crayons in class by a subject teacher. Not only did she express her own horror but
she also described how her friends were surprised: “Don't be like the teacher with me and
give me colouring. Like, my two friends were looking at me and they were like, oh my God,
Brenda, like colouring” (lines 242-244). It appeared that being viewed by others as being less
able was jarring for the adolescents. Mary shared her initial thoughts about have one-to-one
SNA support: “if anybody sees me with an SNA sitting beside me, I’d be like oh my God, I'm
so embarrassed” (lines 261-263). Similar to Brenda’s narratives, the views of her peers

seemed very important to her.

Vicki developed this further and spoke about the post-traumatic growth that she
experienced, in that she felt that she had now become a more confident and empathetic

person.

I think I have changed. I think I have become more confident but I don’t really know
why. I think I have become more caring, ... it’s not the caring of people, like, | always

cared about people... yeah more empathetic, yeah, towards people. (lines 380-388)

Along with a need to protect their self-image, a fear of stigmatisation by others may have also
played a role in the adolescents’ projection of a “capable” self. Being seen as “incapable” by
others may have been a threat to their continuous sense of self. It seemed that the adolescents
had to negotiate their sense of self with those around them; it was constructed in conjunction
with others in their environment. Parents and Teachers. Even though changes had
occurred, all parents praised their children’s strength and progress throughout their narratives.
It was clear that all parents fully embraced their role as cheerleader for their child. Words,

such as “champion”, “brilliant”, “doing amazing”, “well able”, “doing so well”, “absolutely

flew it” and “enormous progress” were plentiful in the parents’ descriptions of their children.
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Like the adolescents’ narratives, there was a strong recognition in the parents’ accounts of
their child still being capable despite the changes. Likewise, both teachers fully recognised
the strengths of the adolescents. Phrases such as “determined young lady”, “bright kid”,

“eager to do well”, “an absolute dote”, “will do very well”, “hard worker” were sprinkled

throughout their narratives.

Reflective Box 4

Due to my teaching background, I really enjoyed the interviews with the teachers. However, at
times, | felt that | needed to bracket my past experience as a teacher. For example, even though |
was curious about the IT teaching tools that they referenced, | kept the focus on the task at hand. In
these interviews, | almost felt that | had an insider perspective. This was in contrast to the family
interviews in which | retained an outsider perspective (i.e. had not experienced ABI or had a family
member with ABI).

3.3.3 Negotiation of the New Normal with others: A Multi-directional Process

The theme of “negotiation of the new normal with others” was closely linked to the
first theme. This theme captures how the “new normal” does not exist on its own but is
mediated through interaction with others in the environment. For adolescents, this involved
negotiating with the adults around them around how much support they needed. For parents,
it entailed working at both school and systemic levels to create an inclusive learning
environment for their child. Teachers spoke about how support was negotiated in terms of

adapting their support to fit the new normal.

Need help but not that much: Adolescents. This theme was prevalent in all
adolescent accounts. Both Brenda and Mary spoke about their evolving relationship with the
SNAs and how that support was negotiated. Both teenager