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Abstract

In the United Kingdom at least 15,600 young adults are admitted to hospital following
an acquired brain injury each year. For those who survive, the brain injury-related
consequences to their psychological well-being (e.g. feelings of anxiety and low
mood, low self-esteem) and social environment (e.g. very limited social support, loss
of relationships and friendships) are understood to be the ones that have the most
effect on a young person’s life in the long term. The social environment, such as
family and friends, is important for the development of a young person’s identity,
independence and self-esteem. Most young people with an acquired brain injury rely
on their families to help them to manage the long-term psychosocial consequences.
It is understood that society tends to denigrate the unproductiveness and

dependence of those young people who do not have a visible sign of the injury.

The aim of this study was to explore the experiences of young people aged 18 to 31
living with a brain injury who do not have visible impairments and who sustained their
injury more than two years ago. Six men and two women who attended the young
people’s group at Headway House in East London were interviewed. Thematic
analysis within a critical-realist epistemology was undertaken to analyse the

interviews for shared and distinct themes.

Four main themes and four subthemes were identified, representing the participants’
experiences of how their brain injury had led to a range of inabilities, for example
cognitive, physical, behavioural, communicative and personality, which changed their
sense of self, their social relationships and their return to work or school. These
changes consequently led to feelings of lost purpose and meaning in life and
ultimately to feelings of low mood, frustration and exclusion. The participants felt
supported by family and professional services and they described that
acknowledgement of inabilities was necessary to make effective use of provided
support. Yet, the participants felt that they were excluded by our society and left to
their own devices to find themselves a meaningful place in society. Therefore, it is
recommended that the general public and professionals would benefit from general
education about the challenges young brain injury survivors face and the support

they need.



1. Introduction

In this section | review the literature on traumatic brain injury and its consequences
including psychosocial consequences, pathways of rehabilitation and research
related to young adults and adolescents. The section closes with the research aims

of my study.

For the literature review of this study, papers were obtained following a literature
search of PsycINFO, EBSCOhost and MEDLINE databases using the terms: young
adults, adolescents, brain injury, long-term consequences, psychosocial
consequences and adjustment. The articles found were read and searched for any
other relevant references for this study, which were obtained through the library or

internet.

1.1. Traumatic brain injury

In the United Kingdom (UK) at least 15,600 young adults are admitted to hospital
following an Acquired Brain Injury (ABI) each year (Beecham et al., 2009). An ABl is
defined as a non-degenerative injury to the brain including both open and closed
head injuries. ABI includes a range of diagnoses or causes including strokes or
tumours. A head injury through trauma is a common cause of ABl among young
adults (Beecham et al., 2009). Wongwatunyu and Porter (2005) reported that a
trauma is the leading cause of death and disability among adolescents and young

adults in Western industrialised countries.

A head injury caused by a trauma such as a road traffic accident, assault or fall, is
often called a traumatic brain injury (TBI) although the literature does not draw a
clear distinction between ABI, TBI and brain injury, and the terms are often used
interchangeably (McKinney, 2012). In this study the definition of ABI cited by
Beecham et al. (2009)" will be used to define TBI, as this definition is commonly

used in the UK literature.

' An Acquired Brain Injury (ABI) is defined as a non-degenerative injury to the brain including both open and
closed head injuries (Beecham et al., 2009).



In the UK, 20% of young people who are admitted to hospital following a TBI have
been involved in a road traffic accident. The majority of TBls in young people are
caused by falls and assaults that are often alcohol related (Greenwood, 2002). The
majority of young people who sustain a TBI are male aged 15 to 35 (Moreno-Lopez
et al., 2011). Males are twice as likely to be injured as females, perhaps reflecting

their risk-taking behaviour at this stage of life (Mealings & Douglas, 2010).

1.2. Severity of traumatic brain injury

A TBI can be classified as ‘Mild’, ‘Moderate’ and ‘Severe’. The Glasgow Coma Scale
(GCS; see Appendix |), introduced by Teasdale and Jennett in 1974, provides the
best initial measure of severity of head injury according to Greenwood (2002). The
GCS score is the sum of the scale’s three measures of eye opening and best motor
and verbal responses. This ranges from a score of 3 for a patient with no motor or
verbal response or eye opening to painful stimuli, to 15 for a patient who is
orientated, follows commands and has spontaneous eye opening. TBI is defined as
mild by a GCS score of 13 to 15, moderate by a score of 9 to 12 and severe by a
score of 3 to 8 (Greenwood, 2002).

Another measure used to identify the severity of the TBI is the duration of Post-
Traumatic Amnesia (PTA; see Appendix |). PTA is the period following TBI when
continuous memory fails. Patients are confused and disorientated and lack the
capacity to store and retrieve new information. They have a wide range of cognitive
problems consistent with a state of confusion and are often agitated (Greenwood,
2002).

Both the GCS and the duration of PTA are used by professionals as measures of
severity and are also useful as predictors of consequences and outcome
(Greenwood, 2002). This means that an increased severity of the injury is associated
with an intensification of consequences and with a less complete recovery for the

individual with brain injury (Thornhill et al., 2000; Mealings & Douglas, 2010).



1.3. Consequences of traumatic brain injury

In a qualitative study from Leith et al. (2004), 21 people with a TBI and their families
were asked to describe their experiences throughout the recovery and rehabilitation
process in semi-structured group interviews. The participants were from the United
States of America (USA), aged 15 and older and their brain injury had occurred less
than five years ago. The severity of the participants’ brain injury was unknown. The
participants in this study described that their brain injury continued to permeate their
lives to the very core and remained the single most significant characteristic of their
existence, in relation to which they defined all future life experiences. This is
because TBI has a broad impact on a person’s cognitive, physical, psychological,
emotional, behavioural and social realms of life. All of the participants experienced
memory and concentration problems and many of them had speech difficulties. Most
participants struggled with tiredness and emotional ability. They also described

feelings of isolation and helplessness (Leith et al., 2004).

Several studies focusing on the outcomes for adolescents with TBI and uninjured
controls have consistently demonstrated that those who sustained brain injury
experienced difficulties spanning emotional, cognitive, behavioural, social and
physical consequences (Ylvisaker & Feeney, 2007; Anderson et al., 2005). However,
not all young people will be constantly affected and their outcome or level of
disability is influenced by a combined effect of pre-morbid, injury-related and post-
injury factors (McMillan, 2003; Mealings & Douglas, 2010).

1.3.1. Disability

For young adults who survived one year after the trauma, a disability has been found

in 78% of those who had a severe injury, in 54% of those who had a moderate injury
and in 51% of those who had a mild injury (Beecham et al., 2009). The most
common areas of disability were in behaviour, intellectual functioning and
locomotion. The young people reported that these disabilities affected their daily life,
causing problems at work or looking after the home (Evans et al., 2003). Although
biological factors of the initial severity of the head injury are associated with a slower
recovery, they are not necessarily related to disability. A study from Whitnall et al.

(2006) indicated that only a modest proportion of the variation of disability is
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accounted for by the initial severity of the brain injury and that this relationship may

weaken over time.

Pre- and post-injury factors, and particularly psychosocial factors, have been more
associated with individual variability in degree of disability than severity of brain
injury. Young people with high levels of education pre-injury and high levels of social
support post-injury functioned better compared with those who had low levels of
education and support (Whitnall et al., 2006; Webb et al., 1995). Post-injury higher
alcohol intake was associated with increased levels of disability. Low self-ratings for
depression, anxiety and stress and a high self-rating for self-esteem were associated
with lower levels of disability (Whitnall et al., 2006).

A variety of models have been proposed to understand and explain disability and
functioning and one of these models is The International Classification of
Functioning, Disability and Health (ICF; see Figure 1). This model uses a
biopsychosocial approach to capture the integration of the various perspectives of a
person’s functioning (World Health Organization, 2001). The ICF has been accepted
by 191 countries worldwide and is becoming the world standard for describing health
and disabilities (Tate & Perdices, 2008).

The ICF conceives a person’s functioning and disability as a dynamic interaction
between health conditions (traumas, injuries) and contextual factors, including
personal and environmental factors. It aims to measure the effect of a health
condition/impairment on body function and structure, on activity (activity limitation)
and participation (participation restriction). Environmental factors (e.g. physical,
social and attitudinal environments) and personal factors (e.g. gender, race, age,
fitness, lifestyle and coping styles) are also considered to have an impact on these
variables and, consequently, on the person’s functioning in day-to-day life (World
Health Organization, 2001).

11
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Figure 1: Overview of the International Classification of Functioning, Disability and Health (World
Health Organization, 2001)

A few studies have looked at the extent of disability in young people with TBI and
young people’s experiences of living with a disability (Evans et al., 2003; Whitnall et
al., 2006; Thornhill et al., 2000). The results of these studies revealed that there was
a significant level of disability among young people one, five and seven years post-
injury, and that the young people reported continuing problems with activities of daily
life (Evans et al., 2003; Whitnall et al., 2006; Thornhill et al., 2000). Although both
adolescence and young adulthood are usually considered a time of health and well-
being, these results suggest that disability among young people with TBI might be
expected to be particularly long-lasting. Due to the nature of this stage of
development it might be that the consequences of a TBI can represent a break in an
already complex transition from childhood to adulthood and in a process of auto-

determination and independence (Gagnon et al., 2008).

The incidence of disability among young people cannot be neglected because it
limits their ability to fulfil their full economic potential, which poses a significant loss
to the nation and places a considerable long-term burden on the young people and

their immediate family and friends. Despite the high incidence of TBI faced by young
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people, little is known about the long-term consequences of traumatic injury for
young survivors (Evans et al., 2003). Therefore, adolescent and young adult

survivors are of special interest and are the focus of this study.

1.4. Long-term consequences

There are only a few studies that describe the long-term impact of TBIs on the lives
of young people. A study by Evans et al. (2003) found that young people reported
ongoing problems in daily life, such as finding work and leading an active social life,
five years after their accident. In this study, 109 participants aged 11 to 24 who were

resident in the UK were interviewed five years post-injury.

In 1978, Oddy et al. followed up 50 people aged 16 to 39 with a brain injury and
living in the UK. Six and twelve months post-injury the people completed cognitive
tests and questionnaires to assess personality changes and somatic, sensory,
cognitive, and psychiatric symptoms. To assess their level of social adjustment they
were also interviewed. In 1985 Oddy et al. followed up 44 persons aged 16 to 39
who had attended a rehabilitation programme in one of London’s rehabilitation units.
Seven years post-injury these people were interviewed about the behavioural,
cognitive and social changes after their accident and they completed intellectual
tests. Both studies stated that one-third of the participants reported memory and
attention and concentration difficulties. These cognitive difficulties together with
personality changes, such as increased irritability, impatience and a loss of interests,
appeared to dominate their lives. The participants also reported feelings of anxiety,

depression and tiredness.

A study by Beecham et al. (2008) indicated that many people injured as young adults
continued to need help five years after the injury, as they faced long-term difficulties
with living independently, driving or using public transport, returning to work or
education, participating in leisure and social activities and fulfilling family roles or

maintaining personal, sexual and family relationships.

According to Evans et al. (2003), 81% of young people reported that trauma-related
long-term consequences affected their quality of life significantly. In particular,

psychosocial consequences such as social isolation, low self-esteem and depression
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remained a problem for the majority of them two years post-injury (Morton &
Wehman, 1995). It is around this time that any recovery from physical, cognitive and
behavioural TBI-related changes would have happened, as physical recovery from a
TBI occurs within six months, cognitive recovery within 12 months and behavioural
recovery within two years post-injury (Frosch et al., 1997). So at two years post-
injury a young person would realise that they need to learn to cope with their
remaining difficulties instead of hope that there might be an improvement or even

disappearance of their disabilities (Frosch et al., 1997).

1.4.1. Coping and adjusting to the long-term consequences

Lazarus and Folkman’s theory of stress and coping has been used extensively in
health psychology to understand adjustment to health conditions. The theory
suggests that appraising a situation as controllable elicits problem-focused coping
and that appraising the event as uncontrollable elicits emotion-focused coping
(Folkman & Lazarus, 1980; Lazarus, 1993; Godfrey et al., 1996). Although originally
both types of coping were considered adaptive, recent research has suggested that
emotion-focused coping results in poor adjustment and that problem-focused coping
promotes adjustment (Bombardier et al., 1990; Felton & Revenson, 1984; McNett,
1997).

To understand the psychosocial adjustment of a person post-brain injury, several
models have incorporated Lazarus and Folkman’s theory of stress and adjustment
(Kendall & Terry, 1996; Godfrey et al., 1996). One model is the Stress, Appraisal and
Coping model proposed by Godfrey et al. (1996; see Figure 2). This model was
developed in New Zealand and suggests that responses to TBI-related stressors are
mediated by appraisal, coping and social support, and consequently influence the

adjustment of the person to the long-term consequences (Godfrey et al., 1996).
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Figure 2: Stress-Appraisal-Coping model of emotional adjustment to TBI (Godfrey et al., 1996).

With this model it is hypothesised that the rate and degree of adjustment following a
TBI will depend on the individual’s appraisal of the significance of
neuropsychological symptoms, their ability to cope effectively with these symptoms
and their perception of the adequacy and availability of social support.

Social support is associated with better adjustment following TBI; it is essential for an
individual to develop a sense of belonging which is known to buffer the individual
from the psychological effects of adverse life events. Unfortunately, inadequate
social support is common following TBI and may contribute to patients with TBI

having an increased risk of poor adjustment (Godfrey et al., 1996).

The model also suggests that people with TBI experience emotional distress when
they appraise the environmental demands as exceeding their personal and socially
available coping resources. Responses include depression, anxiety, low self-esteem

and distress about neurological symptoms (Godfrey et al., 1996).
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Stressors are seen as demands placed on individuals in their everyday lives.
Following a TBI, individuals may be unable to perform daily activities and tasks as
competently as they could before the injury. The demands of work, family and social
relationships may now exceed their level of competence, which has been reduced by
neuropsychological symptoms, such as cognitive and behavioural difficulties
(Godfrey et al., 1996).

Shotton et al. (2007), in a study with nine people (seven men and two women) aged
18 years and older who were at least two years post-injury, explored experiences of
coping and adjusting to the psychosocial consequences following the injury. They

found that these participants experienced adjustment as a process. The participants
felt that they continuously had to adjust to the changes in their perceptions about the

injury and their limitations (Shotton et al., 2007).

The participants who used many problem-solving strategies, such as following
professional advice and information gathering, showed adaptive psychosocial
adjustment and were male. These participants also learned to compensate for
impairments such as memory difficulties by making use of problem-focused coping
strategies. The participants in this study also mentioned that support from their family
and talking to friends was invaluable in helping them to cope with the long-term
consequences (Shotton et al., 2007). However, other studies of people with TBI
reported that their social network generally disappeared and that the resulting
isolation made it more difficult to adjust to the long-term consequences of TBI
(Lefebvre et al., 2005).

Kay et al. (1992) developed an interactive model that focuses on the complex
feedback loops that can develop following the process of adjusting to the
consequences of TBI. This model reports that the resultant cognitive and physical
impairments have a direct impact on functional outcome and that psychosocial
factors are likely to influence adjustment indirectly through the impact they have on
the severity of the situation as subjectively determined by the individual with TBI.
Those individuals with higher levels of self-esteem and social support are less likely
to perceive their circumstances as severe and consequently have a more successful

adjustment process than those individuals with low levels of self-esteem and social
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support. Consequently, adjustment is more likely to be successful for these

individuals.

Simpson (1996) developed a model of counselling adjustment to provide guidance
for clinicians who worked within the context of adjustment to TBI. The model involves

four components:

1) Understanding: refers to acquiring an awareness of impairments and
associated disabilities.

2) Re-integrating identity: refers to the integration of old and new aspects (pre-
and post-injury) of the person into a valued sense of self.

3) Acceptance: involves processing the emotional impact of the injury and the
ongoing process of recovery.

4) Restructuring: involves modifying and adapting pre-injury skills and acquiring

new skills in areas of relationships, employment and independent living.

The second component is re-integrating of identity but this process is far from easy
(Ylvisaker & Feeney, 2000). People with TBI described that they struggled to
understand their present selves in the context of cognitive, physical and
psychosocial changes and that they identified strongly with their pre-injury self and
held on to the hope of returning to this positively rated self, to the potential detriment

of their adjustment (Dewar & Gracey, 2006; Tyerman & Humphrey, 1984).

Nochi (1998) identified a set of three themes that emerged around a loss of self in
the narratives of people with TBI. 1) The first theme included a loss of a sense of
clear self-knowledge which has two components: one component is a result of
memory blanks or knowledge gaps, such as the inability to remember events before
and after the injury. Such gaps can make it difficult for the individual to construct a
narrative that integrated the past self with the present self, causing confusion and
distress. The other component has to do with functional changes in cognitive,
emotional or physical capabilities that are unfamiliar, unpredictable, confusing and
disturbing and that are not well understood by the individual or by others around him
or her. 2) The second theme was a discontinuity between who they were before and

who they are at present. Previous narratives about the self may no longer fit as well,
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or at all, and the process of re-authoring those narratives involves not only
discovering a new self or selves but also mourning for the lost self or selves. 3) The
third theme was the loss of self in the eyes of others. Changes in physical, cognitive
and emotional functions can affect the status of an individual in a variety of ways.
Changes in appearance may affect both one’s self-image and the way one is

perceived by society.

Nochi (2000) examined the self-narratives of ten reasonably well-adjusted adults
with TBI to identify patterns of successful identity reconstruction and five categories
were identified: 1) the self as better than others, 2) the grown self, 3) the recovering

self, 4) the self-living here and now and 5) the protesting self.

Although Nochi (1998, 2000) described the reconstruction of identity for adults in the
process of adjustment, it is likely that this reconstruction or forming of identity is likely
to differ considerably between adults and children with an acquired disorder such as
TBI. A disorder with childhood onset typically disrupts skills that are developing or
those yet to be developed whereas a disorder during adulthood leads to a loss of
function (Ownsworth & Gracey, 2010).

Erikson’s (1959) model of psychosocial development might indicate that people who
acquired their brain injury as a child do not have to reconstruct their identity as no
fixed identity was formed at the time of the injury and that people who were in the
adolescent stage when they sustained their TBI and who were starting to develop a
sense of identity might need to reconstruct their identity post-injury.

The literature review revealed no studies in the UK that look at how young people

cope and adjust to the long-term consequences of TBI.

1.5. Psychosocial consequences for young people with TBI

Despite the use of adaptive coping strategies, receiving social support and showing
adjustment to the long-term consequences of a TBI, it is suggested by researchers
that adjusting to the psychosocial consequences continues to be a major challenge
for the person with a TBI (Morton & Wehman, 1995; Shotton et al., 2007). Chronic

psychosocial problems after a TBI can include family disruptions, problems with
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independent living, decreased social contact, social isolation, depression, loneliness,
decreased leisure activity, unemployment or drop-out from education (Morton &
Wehman, 1995).

A literature review by Morton and Wehman (1995) concluded that psychosocial
problems remain a persistent long-term problem for the majority of individuals with a
TBI and in particular for young people, as they are in the early stages of establishing
independence (including friendships, leisure activities, intimate relationships,
residence and employment). Despite the importance of understanding the impact of
the psychosocial consequences for young people, there have been only a few
studies that specifically focused on this age group. However, these studies were
either based on small samples, did not provide longer term follow-up data or the
young adults were grouped together with children and adults (Ben-Yishay, 1996).
There is, therefore, a need for studies to take young adults and adolescents into

special consideration (Colantonio et al., 1998).

1.5.1. Adolescence and young adulthood

1.5.1.1. Psychodynamic approach

The age group most often affected by TBI is called by Erikson (1959) ‘Adolescence’
and ‘Young adulthood’. According to Erikson’s model of psychosocial development
each person’s ultimate goal in life is the quest for identity, which is accumulated
across eight stages and at each stage the person faces a personal dilemma.
Adolescence is the fifth stage and the dilemma is identity versus role confusion.

Young adulthood is the sixth stage and the dilemma is intimacy versus isolation.

Erikson noted that the period between 18 and 40 years of age is the time when the
adolescent’s core psychological task is the acquisition of an ego-identity through
friendships and the young adult’s core task is to develop a mature capacity for

intimacy through friendships and romantic relationships (Erikson, 1959).

Adolescence is described by Erikson as the period during which the individual must
establish a sense of personal identity and avoid the dangers of identity confusion.

The adolescent makes an assessment of his or her assets and liabilities and how
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they want to use them. They also answer questions for themselves about where they
came from, who they are and what they will become. Identity, or a sense of
sameness and continuity, must be searched for by the person and is acquired
through the person’s individual effort. In addition, the adolescent must receive
consistent and meaningful recognition of his or her achievements from others in
order to acquire a strong and healthy identity (Erikson, 1959). Erikson (1959) stated
that a final identity is fixed at the end of adolescence.

Young adulthood emerges from the adolescent search for a sense of identity and the
young adult can be eager and willing to fuse his or her identity in mutual intimacy
and to share it with individuals who, in work, sexuality and friendship are
complementary. The person can be in love or engage in intimacy and is able to
commit to concrete affiliations which may call for significant sacrifices and
compromises. The psychosocial antithesis to intimacy, however, is isolation and a

fear of remaining separate and unrecognised by others (Erikson, 1959).

1.5.1.2. Cognitive approach

In addition to Erikson’s psychodynamic theory of identity development other major
theories are cognitive, systemic and narrative. Based on a cognitive approach,
Berzonsky (2004) represents a social-cognitive process model of identity, which
highlights the role social-cognitive strategies and processes play as adolescents
engage in or manage to avoid the process of constructing and revising a sense of

identity.

According to this model identity is seen as a structure as well as a process. Identity
as a cognitive structure serves as a personal frame of reference for interpreting
experience and self-relevant information and answering questions about the
meaning, significance and purpose of life. Identity as a process directs and governs
the resources adolescents use to cope and adapt in everyday life (Berzonsky, 2004).
Berzonsky (2004) stated that adolescents use three social-cognitive strategies to
deal with or to avoid identity information and to construct a sense of identity. These

strategies are called: informational, normative and diffuse-avoidant.
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Adolescents who use an informational processing orientation are self-reflective and
they actively seek out and evaluate self-relevant information. They will have an
achieved identity status. Adolescents who make use of normative strategies conform
to expectations and values that are important to significant others in order to
preserve existing self-constructs. The diffuse-avoidant strategy is characterised by
procrastination and a reluctance to confront and face up to decisional situations,
personal problems and identity conflicts. Adolescents who use this strategy are at
risk for personal and behavioural problems such as drug and alcohol problems,
depressive reactions and conduct disorders. Both informational and normative styles
are positively associated with a sense of direction and purpose in life and are

associated with identity achievement (Berzonsky, 2004).

The social-cognitive model that Berzonsky (2004) presents follows the ideas of
Erikson, who proposed that adolescents are at a developmental phase (e.g. the
formal operational thinking phase) in which they experience that their cognitive
abilities are ready to alter and transform their current beliefs and perspectives
(McLean & Pratt, 2006).

Berzonsky’s model (2004) is also strongly related to Marcia’s identity status model
(1966) which is viewed as an important elaboration of Erikson’s views on identity
formation. In the identity status model four identity statuses are described: 1)
achievement — the adolescent has finished a period of active exploration and has
subsequently made a commitment, 2) moratorium — the adolescent is in a state of
exploration but has not made significant commitments, 3) foreclosure — the
adolescent has made a commitment without much prior exploration, and 4) diffusion
— the adolescent has not yet made a commitment regarding a specific developmental
task (Meeus, 2011). Marcia (1987) stated that a person’s identity is achieved when a

commitment is made regarding who they are as a person.

Associations between Berzonsky’s social-cognitive strategies and Marcia’s identity
statuses have been consistently replicated in the identity literature and it is found that
the informational style is positively associated to identity achievement and
moratorium, the normative style is strongly related to foreclosure, and the diffuse-

avoidant style is positively related to diffusion-status (Crocetti et al., 2012). Although
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Berzonsky (2004) proposes a social-cognitive model of identity development, based
on the assumption that people actively play a role in constructing both who they think
they are and the reality within which they live, according to the literature this model
and approach also has a lot in common with Erikson’s psychodynamic approach.

1.5.1.3. Systemic approach

Carter and McGoldrick (2004) present a model of identity development, called the life
cycle, which is based on systemic ideas. The identity status paradigm of both
Erikson and Berzonsky has been criticised for focusing primarily on individual
differences in the outcome of the identity formation process (Cote & Levine, 1988;
Van Hoof, 1999) but the life cycle emphasises that identity development can only be
realised in individuals who are helped by their families and society (Carter &
McGoldrick, 2004). This model also proposes that identity development is a
continuous process of interaction between individuals and the sociocultural
environment they encounter (Meyers et al., 1991) in contrast to the models of
Erikson (1968) and Berzonsky (2004) in which a final identity is fixed at the end of

adolescence (Erikson, 1968).

Carter and McGoldrick (2004) state that identity development takes place in the
context of family relationships and that therefore individuals and families must be
seen in their cultural and historical context of past and present in order to be
understood and changed. Each system (individual or family) can be presented
schematically (see Figure 3). For the individual person the vertical axes include the
biological heritage and the person’s behaviour. The horizontal axes relates to the
individual’'s emotional, cognitive, interpersonal and physical development over the
life span within a specific historical context (Carter & McGoldrick, 2004). Over time a
person’s identity development can either be crystallised into rigid behaviours or
elaborated into broader and more flexible repertoires (Carter & McGoldrick, 2004).
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Figure 3: Flow of stress through the family (Carter & McGoldrick, 2004).

Although the family life cycle model has been built on Erikson’s ideas of
psychosocial development it also emphasises that human identity is bound up with
one’s relationship to others, as human beings cannot exist in isolation. Carter and
McGoldrick (2004) are of the opinion that Erikson’s eight stages emphasise
individual characteristics (mostly traits of autonomy) in response to the demands of
social interaction but they think it is wrong to assume that autonomy and the

formulation of identity are separate from family and societal relationships.

Carter and McGoldrick (2004) also state that Erikson’s eight stages have clearly
been equated with male development and that he tended to ignore female
development or subsume it under male development, which was taken as the
standard for human functioning. Separation and autonomy have been considered the
primary values for male development, and the values of caring and attachment,
interdependence, relationship and attention to context being primary in female
development (Carter & McGoldrick, 2004). Therefore their model/theory of individual
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development integrate race, class, gender and culture, which form a basis structure
within which individuals learn and establish a solid sense of their unique selves in the
context of others (Carter & McGoldrick, 2004).

1.5.1.4. Narrative approach

McAdams (1993) described a narrative approach to identity development. The
narrative life story approach (McAdams, 1993) emerged from Erikson’s (1968) early
theorising; however while the identity status approach grew out of Erikson’s idea of
the management of crisis and investigates identity achievement by measuring the
extent of the adolescent’s life choices and actions, the narrative approach grew out
of Erikson’s emphasis on life span development and psychobiography and defines
identity as a personal life story that helps people to understand and to give continuity

and meaning to their life experiences (Dumas et al., 2009; McLean & Pratt, 2006).

McAdams (1993, 2001) proposed that narrative identity follows a sequences of eras
in which a person first experiences life without forming a self-story, then creates a
self-story from life experiences and finally reviews the created self-story for a sense
of meaning and completeness. According to the narrative approach, a person
achieves a healthy identity as they develop a coherent life story that integrates their
various self-stories into a meaningful whole and reflects a clear understanding of
events and the self across time and situations. Research has shown that during
adolescence the continuity of identity and coherence of a person’s life story develops
(Meeus, 2011). Coherence refers to the structure, form or content of the story
(McAdams, 2006).

McAdams (2006) argued that one of the problems with narrative coherence is that
the coherence of a story relies largely on the person’s ability in relation to
reconstruction, imagination and synthesis and that people differ substantially with
respect to their abilities to tell life stories exhibiting causal and thematic coherence.
Another problem with narrative coherence is the ability of being understood in a
social context (McAdams, 2006). In all cultures, storytellers are constrained by
people’s expectations about human nature and social relationships, and different
societies hold different expectations about life course (McAdams, 2006). This might

mean that people in one culture feel that a person’s life story reflecting another
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culture is not coherent, and that therefore this person is not able to develop a healthy

identity.

1.5.1.5. Erikson’s stage model

Based on the literature review of the different approaches of identity development it
is evident that approaches, such as cognitive, systemic and narrative and their
proposed identity developmental models, have all incorporated parts of Erikson’s
ideas and views of identity development. Although Erikson’s model is widely used it
has also been critiqued from various standpoints, of which some are described under

paragraph 1.5.1.4. Narrative approach.

In addition, from a multicultural perspective, Erikson’s model fails to take into
account factors such as race, ethnicity, environment, history, sexual orientation, age,
education, religious orientation and socioeconomic status. From a postmodern
perspective, there is scepticism about truth claims of Erikson’s psychosocial life
cycle work and development sequence of human beings. Postmodern theorists, such
as Bingaman (2006) have argued that these claims might be true for some
individuals but that this is no longer the case for most people. Bingaman states that
childhood, particularly for girls, is becoming shorter and shorter, to such an extent
that we may want to consider and in-between stage of pre-adolescence. Bingaman
(2006) also notes that in this time and age, young adults take longer to settle into a
career and family life and that therefore we might want to extend adolescence
through a person’s twenties and thirties. However, adolescence is getting shorter for
working class youth who do not have the time or the financial resources to have an

extended adolescence.

Although Erikson’s model of identity can be critiqued from different perspectives, it
was felt that Erikson’s stage model was most appropriate for this piece of research,
as it gives a clear definition about what is considered to be an adolescent or young
adult and clearly defines the age range for both adolescence (13 to 19) and young
adults (20 to 40), which guided the recruitment of participants. In addition, it was
noticed that identity development models from different theoretical perspectives all
built on the foundations of Erikson and often lack a clear definition and description of

adolescence and young adulthood.
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Erikson (1959) stated that it is important for both adolescents and young adults to
participate and engage in meaningful social situations when they search for their
sense of identity and that both rely upon their peer groups for the development of
social norms and intimate relationships. For young people who sustained a brain
injury their social support system is often abruptly disrupted and they are often left
with significantly decreased social support, which leaves them in the midst of their
identity search (Morton & Wehman, 1995).

If social isolation results, then there may be further negative effects on the social
development of young people as social interactions serve a variety of important
functions. At this age group, social interaction serves not only as a medium for the
development and maintenance of identity and intimate relationships but also as a
vehicle for exchanging social knowledge and practising social skills, such as the
ability to empathise with the mental state of others (Turkstra et al., 2008). When the
person’s social support has decreased, this might influence his or her social
development and can lead to poor social performance, which can lead to rejection by
peers, a reduction in the frequency of dating and making friends, reduced
participation in social activities, difficulty with maintaining employment and fewer
opportunities to experience positive social interactions (Turkstra et al., 2008).

There is very limited research available on the psychosocial development of
adolescents and young people who have sustained a TBI. In research the
adolescent is often grouped with children, and young adults are often grouped with
adults (Colantonio et al., 1998).

As adolescence and young adulthood are considered to be significant developmental
periods, it can be argued that both groups need special consideration. It is for this
reason that this research project focuses on the age group 18 to 40 years old,
capturing both the adolescent and young adult life stages, but treating them as one
group. Because of the age range of the young people in this study, there might be a
lot of variability in their life situations. Some will be at school, some will have finished

school, some will be working and some might even be married.
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By treating both adolescents and young adults as one group the variability between
the young people socio-economic status and the influence this might have on the
young people’s perception of living with a TBI, might be difficult to detect. It is,
however, hoped that combing both developmental stages will facilitate the

recruitment of enough participants for this study.

1.5.2. Friendships and self-identification

The development and maintenance of friendships is a significant stage in the
development of young people’s identity and they rely heavily upon their peer group
for social norms and their sense of self-identification. Weddell et al. (1980) stated
that two years post-injury most close friendships have been found to be diminished
and substituted by casual acquaintances. Oddy et al. (1985) and Lefebvre et al.
(2005) reported that young people with TBI had difficulty with maintaining friendships
built over many years due to enforced withdrawal from their social networks because
of disabilities, such as chronic fatigue, headaches and confusion, and changes in
personality, such as impulsiveness and irritability. Opportunities to meet people
through engaging in leisure activities were also restricted, as they had lost some
social skills and often lacked the initiative and interest to do so (Oddy et al., 1985).
However, when they were supported to engage in leisure activities and to establish
good relationships with others, this positively affected their social competence and

improved their well-being (Mealings & Douglas, 2010).

1.5.3. Dependency and interdependency

The problems of social isolation create a renewed dependency of the young adult on
his or her family for social interaction, activities and community recreation activities
(Morton & Wehman, 1995). A study by Thornhill et al. (2000) reported that an
increased dependency was reported in 45% of survivors with a severe injury, 30%
with a moderate injury and 28% with a mild injury. Young people may, however,
resent the strong presence of their family at a time when they are trying to assert
their independence and autonomy (Colantonio et al., 1998). Mothers of young
people indicated that they strived for a balance between the safety of their child and
promotion of the young adult’s independence in daily activities (Wongvatunyu &
Porter, 2005).
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Autonomy is strongly connected with a person’s self-esteem (Cooper-Evans et al.,
2008). Self-esteem is viewed as an emotional and subjective evaluation of the self,
giving an indication of how individuals experience themselves (Cooper-Evans et al.,
2008). Self-esteem is associated with functional behaviour, life-satisfaction and
physical and mental well-being. In general, high self-esteem is linked with
occupational success, healthy social relationships and subjective well-being,
whereas low self-esteem is linked to depression, health problems and anti-social
behaviour (Cooper-Evans et al., 2008). Self-esteem is relatively stable during
adulthood but is in the process of development during adolescence and young
adulthood.

The nature and extent of the impact of a TBI on self-esteem is relatively unexplored.
A study by Oddy et al. (1985) indicated that the loss of social support contributes to
feelings of low self-esteem in young people. In a study by Cooper-Evans et al.
(2008), participants reported that their current self-esteem was lower than their
retrospective perceptions of self-esteem prior to injury. Most studies of people with
TBI found that self-esteem develops in the context of meaningful community
involvement (e.g. attending school, being employed or being involved in voluntary
and leisure activities), as it allows the person to feel useful and contribute something
to society (Lefebvre et al., 2005).

1.5.4. Return to school

During adolescence school participation is an everyday role that helps to shape the
adolescent’s direction in life and contributes to the importance of social expectations.
School is also a place where students develop a sense of who they are and what

they may want to do with their future (Mealings & Douglas, 2010).

Given that school participation is an important issue for adolescents, it is not
surprising that there is a substantial body of literature that describes the difficulties
students with a TBI face when they return to school. It is suggested that difficulties
which have the greatest impact within the academic environment include cognitive
changes (such as reduced concentration, distractibility, slowed processing, less
effective memory and learning), communication changes and behavioural changes

(such as reduced frustration tolerance, impulsivity, reduced energy and motivation),
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emotional changes (such as anxiety and depression) and reduced confidence
(Ylvisaker et al., 2001). In Australia, educators and rehabilitation staff have
developed processes and supports to assist students with returning to their studies
(Mealings & Douglas, 2010). To the researcher’s knowledge no such interventions

are available for adolescents and young people who return to school in the UK.

There have been only a few studies where students were asked to describe their
experience of returning to school following a TBI. In one Australian study, three
adolescents were asked to reflect on their experiences of what it was like going back
to school after the TBI. The participants stated that they saw school as a normal part
of life after the injury. They described socialisation as a core function of school life
and an important component to their personal identity. The importance of friends,
having a good relationship with a range of people at school, and enjoying activities,
made going back to school a success for these young people, which highlights the
importance of social competence. The participants also reported that educational
and vocational goals gave them direction and purpose towards a career and goals
for the future (Mealings & Douglas, 2010).

1.5.5. Return to work
Return to work is often one of the main goals for people with a TBI, as it provides a

sense of purpose, independence and social inclusion and reduces emotional distress
(McCrimmon & Oddy, 2006). Kersel et al. (2001) suggest that unemployment
decreases the opportunity to develop social contacts and leisure activities, thereby
leading to increased isolation and higher levels of depression.

In a five-year follow-up study, Evans et al. (2003) found that 50 out of 101 young
people reported that they were no longer in full-time education and were without a
job. Half of those unemployed said that their disability following the TBI made it
impossible for them to work, although the other half said that greater availability of

sheltered and part-time work would assist their return to employment.

Having a significant physical disability, a psychosocial impairment and/or a cognitive
impairment have been suggested to affect a person’s return to work (McCrimmon &

Oddy, 2006). Psychosocial problems such as decreased social contact, depression,
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anxiety and loneliness negatively influenced the process of return to work and

maintenance of employment following TBI (McCrimmon & Oddy, 2006).

Supported employment schemes have been advocated in the USA to help facilitate a
successful return to work (Yasuda et al., 2001). As people with TBI are often faced
with loss of friendships, loss of social support and isolation, it is not unusual for them
to look for a workplace that supports the development of a social network and an

increase of leisure activities (Yasuda et al., 2001).

The people who returned back to employment successfully found the support groups
that focused on adjustment and addressed coping strategies for cognitive difficulties,
role-playing for social situations, people skills, assertiveness and organisation

extremely effective (Parente et al., 1991).

Both the literature on return to school and return to work emphasise that educational
and vocational environments facilitate social support, friendships and leisure
activities, which are so important for young people’s process of self-development
and adjustment to their limitations. As there are only a few studies that ask about the
adolescents’ and young peoples’ experiences of going back to school or work, this
will be addressed in the current study.

1.5.6. Psychological distress

Research has shown that people with TBI experience psychological distress, such
as feelings of low mood and anxiety, and that these feelings become more prominent
as time goes on after the injury (William & Evans, 2003). A study from Williams and
Evans (2003) reported that brain injury survivors showed feelings of low mood when
they became more aware of their losses and the implications of the injuries for their
life goals and social roles. In this study it was also found that anxious feelings were
associated with the adjustment process to the brain injury and may, for example, be

focused on feeling out of control and insecure over the future and social roles.

There is extensive literature on the prevalence of feelings of low mood and anxiety in

adolescents and young adults but there are only a few studies that address feelings
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of low mood and anxiety in adolescents and young adults with a TBI, although it is

known that depressive tendencies are common in this group (Viguier et al., 2001).

When a TBI occurs in adolescents and young adults it disturbs their normal
development and often increases the risk of social isolation (Viguier et al., 2001).

It is known that the loss of social support not only makes it difficult for a young
person to adapt to their limitations but also contributes to feelings of loneliness, low
mood and anxiety (Lefebvre et al., 2005). Lezak (1988) stated that anxiety and low
mood are definite results of a decrease in friendships, while Ranseen (1990) links
anxiety and low mood to a natural course of recovery following disruptions in

interpersonal relationships.

Although several studies have assessed anxiety and low mood from the survivor’s
perspective there are only a few studies that looked specifically at adolescents and
young adults. A study from Viguier et al. (2001) used self-reports from adolescent
and young adult inpatients with and without TBI to compare the frequency of
psychological difficulties such as low mood and anxiety between the two groups. The
conclusion of this study was that depressive tendencies were common for
adolescents and young adults who sustained a TBI. They scored higher for items
related to depressive mood, such as feeling depressed, feeling despair about the
future, feeling down, not in fine spirits, compared to the group without the TBI.
However, the group with TBI did not score higher for items related to anxiety, such

as having anxiety attacks and feeling nervous (Viguier et al., 2001).

A study by Oddy et al. (1985), in which a group of 44 young people were followed up
seven years after their brain injury, found that 25% of the group had reported
symptoms of anxiety and low mood. In line with the idea that social isolation and
loneliness might contribute to emotional difficulties, none of these young people were
in employment (Oddy et al., 1985).

Given the predominance of psychological distress, such as feelings of low mood and
anxiety following TBI, it is surprising that emotional adjustment has been the focus of
so little intervention outcome research (Godfrey et al., 1996). This will therefore be

addressed in this study.
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1.6 Pathways of rehabilitation

1.6.1. Severity of brain injury and visible impairments

As discussed in Sections1.3 and 1.4, the consequences of a TBI during adolescence
and young adulthood intensify with increasing injury severity (Sherwin & O’Shanick,
2000). However, even a mild TBI sustained during this period can represent a break
in an already complex developmental period (Gagnon et al., 2008). There is
evidence that people with a mild brain injury and no physical disabilities experience
more difficulties compared with those with severe brain injury and physical
disabilities (Lefebvre et al., 2005). This may be because the brain injury-related
disabilities of the person with intact physical appearances are not immediately
apparent to others, who then form expectations that the person cannot live up to.
This can lead to people with TBI becoming ‘walking wounded’ because others are
unaware of their invisible problems and interact with them as if they were ‘normal’
and attribute any behavioural or cognitive deficits to other conditions (Lefebvre et al.,
2005). Many people, even health professionals, simply underestimate the broad
impact of TBI-related injuries on the physical, psychological, emotional, behavioural,
social and economic realms of a person’s life (Swift & Wilson, 2001; Hooper &
Callahan, 2001). This can lead to psychological suffering which might manifest itself
in attitudes of anger and discontent of the adolescent and young adult (Lefebvre et
al., 2005).

In addition, our social environment supported by Western society’s values about
autonomy and independence, tends to denigrate and stigmatise people with less
visible disabilities by disapproving of their unproductiveness (Lefebvre et al., 2005).
Such responses by society could also lead to psychological and social suffering of
the young adults, as the social environment plays such an important part in this
developmental period (Lefebvre et al., 2005).

Young adults reported that their problems were often ignored when they returned to
activities (school, work and leisure) because there was no visible sign that they had
an injury (Gagnon et al., 2008). Dropping out of regular work or school can put young
adults at risk for social isolation at a time when association with peers is critical for

self-esteem and development of independence (Colantonio, 1998). This study will
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look at the impact of TBI on a young person’s life when no visible difficulties are

present.

1.6.2. Rehabilitation

Following the acute phase of a TBI, most young people without physical disabilities

are likely to be discharged from hospital to their home and family, with often little
understanding of the possible impact of TBI on daily life (McMillan, 2003). Young
people and their families are not routinely offered follow-up, support, education or
rehabilitation if needed. It is estimated that in the UK only 5% of the 15,600 young
adults who are admitted to hospital each year following TBI receive rehabilitation
(Beecham at al., 2009).

The term rehabilitation is used for a range of interventions and programmes,
including vocational and recreational activities. The overall aim of rehabilitation is to
improve a person’s quality of life and to maximise their participation in social settings
(Wade & de Jong, 2000). Rehabilitation is likely to be delivered by at least two
professional disciplines and can take place in 24-hour care settings, such as a
hospital or specialist rehabilitation unit, as a day treatment or in the person’s home
(Turner-Stokes et al., 2005).

In the UK efforts are made to develop appropriate inpatient and outpatient services
for brain injury survivors. However, the effects of rehabilitation for individuals in the
long term rest on adequate development of community-based resources. The work
that is undertaken in rehabilitative units may not materialise unless there is

community support (William & Evans, 2003).

Although much has been written about how community-based services should be
provided for people with brain injury, it is well known that there is an absence of
comprehensive and well-organised rehabilitation services for people with brain injury
in the UK (McMillan, 2003). A study by Beecham et al. (2009) reported that under-
provision of rehabilitation services in the community for young adults is the norm in
the UK and that the services which are available are felt to be inadequate by 39% of

service users; who reported that their needs were not met.
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There is, however, a need for young people and their families to be supported and
guided by professional services on how to cope with and adjust to the consequences
of TBI (Leith et al., 2003). Several studies have indicated that young people and their
families need support and guidance after the individual with TBI returned home and
that they also continued to need this several years post-injury (Oddy et al., 1985,
Leith et al., 2003, Gagnon et al., 2008). Some even say that a young adult continues

to need support five years after the injury (Evans et al., 2003).

Without appropriate rehabilitation, individuals with a TBI and their families may find
themselves in a situation of social isolation and seclusion, partly resulting from the
disabilities that the trauma may have caused, partly because of the shortage of
organised support services for reintegrating into the community (Lefebvre et al.,
2005) and partly because many become lost to health and social care services
(Wade et al., 1998).

Therefore, in this study participants will be asked what their experiences are of
receiving input from services, as they may have particular social, emotional and
clinical needs that may not be adequately met by routine service provision (Evans et
al., 2003). It is felt important to get this understanding, as this might inform health
care services and professionals about the difficulties these young people face in life
and the support they need; especially as health care professionals often hold a
central role in making treatment decisions for people with brain injury and referring

them to appropriate statutory and voluntary organisations (Leith et al., 2004).

1.7. Research related to young adults and adolescents

Despite the high incidence of TBI faced by young people, little is known about the
long-term consequences of TBI for young survivors. Most studies have looked into
the psychosocial consequences for adults with a TBI, but there are only a few and
dated studies in the UK that look at how young people manage and adjust to the

TBIl-related psychosocial consequences long term.

Both adolescence and young adulthood are usually considered a time of health and
well-being and as a time of transitions, of finding out who you are and where you fit

in. It is also a time of transition from childhood to independent adulthood, when

34



dreams for the future, aspirations for life and career start to take place (Mealings &
Douglas, 2010). Therefore, a TBI sustained in this period of life can alter the ongoing
process of normal development and may have a major impact on the life of young
TBI survivors (Gagnon et al., 2008).

1.7.1. Young adults and adolescents

To get an understanding of young people’s experiences, qualitative studies are
recommended, as they are able to reflect an individual’'s views and opinions (Willig,
2001). It is also acknowledged that there is a need for studies in which the impact of
the brain injury from the injured person’s perspective is considered (Shotton et al.,
2003). In the UK, three qualitative studies were identified which looked at the
psychosocial experiences of young adults and adolescents who suffered a TBI
(Oddy et al., 1975; Oddy et al., 1985; Shotton et al., 2007). In the 1980s, Oddy et al.
(1985, 1975) interviewed young people and assessed their social integration and
adjustment seven and ten years post-injury; they found that individuals with TBI

experienced a more restricted social life.

One can, however, question whether results from the 1980s will be representative for
our current society. Since then, the information technology in our society has
developed at a very quick pace. Access through social media networks to establish
and maintain social relationships and as a way of communication is prevalent. All
sorts of technical gadgets such as an iPhone are a ‘must have’ among adolescents
and young adults. This might mean that adolescents and young adults growing up in
the 215t century have different experiences than those who grew up at the end of the

20" century.

A recent study by Shotton et al. (2007) looked specifically at the coping and adaptive
psychosocial adjustment of adults with TBI. They found that understanding and
accepting the TBI-related consequences positively influenced a person’s way of
coping with their psychosocial disabilities. Although their study does interview young
adults, the focus is on adults and it is unknown if the participants had any visible

impairments.
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1.8. Research project

Based on the literature review, it is felt that there is a gap in the UK literature with
regards to the long-term psychosocial experiences of adolescents and young adults
who have suffered a TBI and who do not have visible impairments. Understanding
young people’s psychosocial experiences is very important, as they are in a
developmental period in which one’s social environment significantly influences the
development of personal identity and psychological well-being (Morton & Wehman,
1995). The mental health of individuals with TBI is of greatest concern but little is
known about this regarding young people (Colantonio et al., 1998). Understanding
the psychological and social consequences for young people living with a TBI might
help health care services and professionals to be responsive to the needs of
adolescents and young adults (Leith et al., 2004).

The specific research aims for this study are:

e To explore young people’s perceptions of how their brain injury affected their
psychosocial functioning when they do not have visible difficulties.

e To explore the strategies young people use to manage the psychosocial
consequences which are directly or indirectly caused by the brain injury.

e To explore young people’s perceptions of the support systems in place and
how they make use of them.
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2. Methodology

2.1. Qualitative research

Qualitative researchers are interested in how people make sense of the world and
how they experience events. They aim to understand what it is like to experience
particular conditions, such as TBI, and how people manage in daily life (Willig, 2008).
Qualitative research facilitates the generation of new insights and understanding and
pays attention to exceptional cases, unlike quantitative research which tends to
discard ‘outliners’ (Willig, 2008).

As qualitative researchers are concerned with experience, it was felt that qualitative
research was needed to get an understanding of the psychosocial consequences
experienced by young adults with TBI. There is a need for this understanding, as
these experiences are not well understood and might significantly affect a young
person’s mental well-being. In the absence of extensive knowledge about young
people’s experiences of living with the consequences of a TBI, an exploratory
qualitative approach is indicated to get an understanding of the difficulties these
young people face in day-to-day life.

2.2. Epistemological position

The model of Carter and Little (2007; see Figure 4) provided the researcher with a
framework to think, plan and implement the three fundamental facets (e.g.
epistemology, methodology and method) to ensure the quality of this qualitative

study.
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Figure 4: The simple relationship between epistemology, methodology and method (Carter & Little,

2007).

This model describes that the starting point in qualitative research is to choose an
epistemological position to answer the research question of the study (Carter & Little,
2007). Epistemology is defined as “the study of nature of knowledge and justification”
(Schwandt, 2001 p 71). As a researcher it is necessary to adopt an epistemological
position as it addresses questions about how we can know what we know and
whether this knowledge is reliable (Harper, 2012; Willig, 2008). To choose an
epistemological position is important as it influences choice of methodology and
method, which clarifies how the findings of the study will make sense in relation to
the research question (Harper, 2012; Carter & Little, 2007).

To answer the research questions of this study it was felt that a critical realist
position would be the most appropriate epistemological position for the researcher.
This position is between a realist and relativist position and combines the realist
ambition to gain a better understanding of what is going on in the world, with the
relativist view that the data the researcher gathers may not provide direct access to
this reality. This position views personal experiences as the product of interpretation
and that they are constructed (flexible) instead of being determined (fixed).
Nevertheless, it acknowledges that these experiences are ‘real’ to the person who is

having the experience (Willig, 2008).
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Taking this position as a researcher might give me the possibility of
obtaining/developing an understanding of the psychosocial consequences young
people face in day-to-day life by asking them about their experiences of living with a
TBI.

2.3. Methodology and method

Although it is important to label the epistemological position the researcher takes to
answer the research question, Willig (2008) also notes that it is important that the
researcher identifies clearly and correctly what type of knowledge is aimed for and
that a research method is selected that is designed to generate that type of

knowledge.

In the literature, the term methodology is often used loosely and different definitions
are used (Carter & Little, 2007). One definition is from Kaplan (1964), who defined
methodology as “the study, the description, the explanation, and the justification of
methods and not the methods themselves” (p. 18). Following this definition, the
methodology that is chosen to answer the research questions of this study is
determined partly by the critical realist position of the researcher and partly by the
profession of psychology, as the researcher is a clinical psychologist in training
(Carter & Little, 2007).

Psychologists are trained to collect data and make sense of people’s complex and
rich personal histories and experiences, which fits well with the critical realist
assumption that people can tell us about their experiences (their reality) but that they
may not be fully aware of all the factors that influence their experiences (Thompson
& Harper, 2012).

Guided by the researcher’s epistemological and professional position, it was felt that
research methods such as Interpretative Phenomenological Analysis (IPA), Narrative
analysis, the realist form of Grounded theory or Thematic analysis (TA) might be

appropriate ways of approaching the research questions (Harper, 2012).
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IPA is an approach to qualitative analysis that has a particular interest in how people
make sense of their experiences. It also tries to understand how people relate to the
world through the meaning they make and therefore requires a verbatim transcript of
a first person’s account in the form of a semi-structured one-to-one interview. During
the interview, the researcher has to collect detailed, reflective and first person
accounts from the research participant. An IPA interview is not about collecting facts,
it is about exploring meanings. The focus in an IPA interview is on how things are
understood rather than on what happened (Larkin & Thompson, 2012).

Narrative analysis is derived from hermeneutic phenomenology which is concerned
with how we interpret the world around us. Narrative psychology is interested in the
stories people tell themselves and others about their everyday experiences. For
example: the stories that people tell about their experiences of having particular
health problems, such as a TBI. The aim of the researcher is to explore the character
of these different types of narratives and how they connect with everyday social life.
Researchers who use narrative analysis are interested in the character of the stories,
the language people use, how the stories connect with the person’s experiences,
how stories can change and how they are shared with others (Murray & Sargeant,
2012).

The Grounded theory method aims to produce an inductively driven theory of social
or psychological processes grounded in the material from which it was derived. This
method makes use of a broad range of open-ended research questions to
understand patterns and meaning of a person’s experience and views (Tweed &
Charmaz, 2012). In a realist version of Grounded theory it is assumed that during the
research process categories are identified from the data, which capture the person’s
experiences. This method enables the researcher to identify categories, to make
links between categories and to establish relationships between them (Willig, 2008).
Grounded theory can be employed where existing theories or areas of research are
under-defined or patchy and it has the flexibility and sensitivity to be responsive to
changing contexts and conditions (Henwood & Pidgeon, 2003).Grounded theorists
also use a series of analytical and reflective strategies to aid the process of
developing theory. These strategies are: comparative method, memo-writing and

theoretical sampling (Tweed & Charmaz, 2012).
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TA is a method for identifying and analysing patterns of meaning in a data set (Braun
& Clarke, 2006). It illustrates which themes are important in the description of the
phenomenon under study (Joffe, 2012). The end result of a TA should highlight the
most salient constellations of meanings present in the data set. TA is not tied to a
particular theoretical outlook and so can be applied when using a range of theories
and epistemological approaches. This method is best suited to get to know the
specific nature of a specific group’s ideas and views of the phenomenon under study
(Joffe, 2012).

As the current study is an exploratory study, it was deemed important to get an
understanding of the psychosocial experiences young people with TBI face. As the
emphasis in this piece of research is more on hearing the facts about what
happened to the person with TBI rather than obtaining a detailed account of the
person’s reflections about the impact of TBI on their daily life, it was felt that IPA was
not the most suitable method for this piece of research. Although, this piece of
research is very much interested in the stories of people with TBI, it is not
necessarily interested in the character of the stories and the language that is used by
the person with TBI. In addition, a TBI might cause language and cognitive
difficulties, which would potentially make it very hard for people with TBI to give a
detailed and chronological account of their experiences. This could make it difficult
for the researcher to analyse the stories that are told by people with TBI and to
understand how these stories connect with everyday life. This means that Narrative
analysis is not the most appropriate method for this piece of research. Although
Grounded theory tries to understand patterns and meaning of a person’s experience
and views, this method is also about developing a theory inductively. As this study is
about getting an understanding of a person’s ideas and views of living with TBI
without being tied to a particular theory or developing one, TA was chosen as the
most appropriate method to analyse the data set.

2.3.1. Thematic analysis

Although TA has been widely used within psychology, it has been recognised as a
method in its own right only recently. Braun and Clarke (2006) stated that TA is a
foundational method for any qualitative analysis and that it provides the researcher

with core skills that will be useful for conducting many other forms of qualitative
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analysis, as many of them are essentially thematic. TA is not wedded to any pre-
existing theoretical framework but this method can provide the necessary
groundwork for establishing valid models of a person’s thinking, feeling and
behaviour (Braun & Clarke, 2006; Joffe, 2012). TA is described as the most
systematic and transparent form of qualitative analysis, because it holds the
prevalence of themes to be important without sacrificing the depth of analysis (Joffe,
2012).

Because TA refers to themes, the description of a theme will be discussed in more
detail. A theme captures something important about the data in relation to the
research question and refers to a specific pattern of meaning found in the data
(Joffe, 2012; Braun & Clarke, 2006). It can contain manifest content or a latent
content. Manifest content indicates something that is directly identifiable, such as
mentions of stigma across a series of interview transcripts. Latent content is
described as references in transcripts to which reference is implicit. For example
stigma, when participants talk about maintaining a social distance from a particular
group (Joffe, 2012). The researcher drew on both types of content during the

analysis of the data set in this study.

Although three studies in the UK have aimed to explore the psychosocial
consequences experienced by young adults with TBI, there are key differences
between those studies and this current study. The study by Shotton et al. (2007)
drew on a stress-coping framework in order to explore appraisal, coping and
adjustment of young adults with TBI. They made use of IPA to analyse the data set.
In the two studies by Oddy et al. (1978, 1985), participants were asked to fill in
questionnaires measuring subjective impairment, social recovery and social
adjustment. In the 1978 study relatives of the participants were also interviewed. In
both the 1978 and 1985 studies it is unclear if a quantitative or qualitative

methodology was used because this was not described.

2.3.1.1. Interviews
As the aim of this study is to understand the psychosocial consequences
experienced by young people with TBI, the challenge for the researcher was to find a

data collection method that encouraged young people to express themselves as
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freely and openly as possible so that the researcher would get an understanding of
their feelings and experiences. Verbal interviews, focus groups or email interviews
would all fit within the epistemological position of the researcher and the
methodology of this study.

Verbal interview data are widely used in thematic research and usually collected via
semi-structured interviews containing five to seven topics that the respondent is
prompted to talk about (Wilkinson et al., 2004). The topics then prompt participants
to think about the meaning of the topic to them and to share this with the researcher
who then might be able to understand the participants’ experience. This method
allows for each participant to share their experiences in a one-to-one conversation
(Wilkinson et al., 2004).

Focus groups are often praised as providing an opportunity for participants to share
their experiences and difficulties within a potentially supportive environment of
others. Finding a time and place to meet everyone’s needs can be challenging and it