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Summary of the Major Research Project

Part A: consists of a literature review of the experience of hope during recovery from
acquired brain injuries for both individuals and their families. Thirteen studies were identified
using a systematic literature search for inclusion in the review. The results of the studies were
synthesised, and a methodological critique was provided. Findings suggested that hope was
experienced as a future-orientated life force that served as a coping mechanism to manage
distress and uncertainty, and as a driver for action to obtain hoped for recovery outcomes.
The implications for research and clinical practice were considered.

Part B: consists of an empirical study that investigated the experience of service user
involvement (SUI) in the context of personal recovery from acquired brain injuries (ABI).
Semi-structured interviews were conducted with ten participants. The results were analysed
using Interpretative Phenomenological Analysis. Three main influences were identified. SUI
provided participants with a sense of connection to their life before ABI. It increased their
sense of agency in recovery by empowering them. It also provided vital opportunities for
social connection with others. These findings were discussed in relation to extant literature,
and implications for future research and clinical practice were considered.
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Abstract

Background: The impact of acquired brain injuries is complex, and recovery is often lengthy
and uncertain for both the individual and their family members. Hope may be an important
experience that leads to better adjustment and improved recovery outcomes.

Aim: This literature review aimed to understand the experience of hope in recovery from
acquired brain injuries for the individual and their families.

Method: A systematic literature search of four databases identified thirteen studies (n=9
qualitative studies, n= 4 cross-sectional studies) that met specific inclusion criteria for this
review. Studies were assessed for quality and results were synthesised.

Results: Hope was experienced as a future-orientated life force that served as a coping
mechanism to manage distress and uncertainty, and as a driver for action to obtain hoped for
recovery outcomes. Individuals fluidly moved between experiencing general hope, specific
hopes, and at times, loss of hope. Several influencing factors were identified. However,
difficulties with measurement of hope and recovery, and gaps in the literature meant it was
not clear if these results were generalisable.

Conclusions: Further research is needed to determine if the results of this review apply to the
acquired brain injuries population as a whole.

Key words: acquired brain injuries, family members, hope, recovery.



1. Introduction

1.1 What is hope

“There is no medicine like hope, no incentive so great, and no tonic so powerful as

expectation of something tomorrow.” - Orison Swett Marden

Hope is recognised as a central part of the experience of chronic illness and disability,
as it enables individuals to cope with the losses and changes to their life circumstances,
particularly when the outcome is uncertain (Korner, 1970). It is said to support individuals to
feel more positive, behave more adaptively, and have more fulfilling relationships (Fromm,
1968), and leads to better physical outcomes and psychological adjustment (Snyder, 2009).
But what is hope? For decades, theorists and researchers have grappled with this question,
and a consensus has not yet been reached (Snyder, 2000). Currently, hope is widely regarded
to be a dynamic and multi-dimensional concept, which evolves and changes as life progresses
and with important life events (Duggleby et al., 2012). Dufault and Martocchio (1985: p 380)
defined hope as “a multidimensional life force characterized by a confident yet uncertain
expectation of achieving a future good which, to the hoping person, is realistically possible

and personally significant.”

Two conceptualisations of hope are presently used. Farran, Herth and Popovich’s
(1995) hope process framework positioned hope as a multi-dimensional experience that
encompassed ways of thinking, feeling, behaving and relating to oneself and others’ worlds.
This experience is described as fluid and could also still be present even if the desired
outcome did not occur. They described four key attributes of hope that co-occurred; hope as
an experiential process, as a spiritual/transcendent process, as a rational thought process and
as a relational process. They suggested hope may be present throughout life in a superficial

way, but that difficult life experiences such as a life-threatening illness may awaken a deeper



superordinate hope representative of an individual’s highest hopes for life. Snyder’s (2000)
theory of the concept of hope positioned this as a goal-oriented cognitive thought process that
was based on pathways thoughts and agency thoughts. Pathways thoughts were the routes
that individuals conjured to achieve their goal. Agency thoughts were the motivational and
willpower related thoughts that enabled individuals to take steps to achieving their goal.
Emotions were considered a consequence of this cognitive thought process. Those who could
imagine multiple pathways to achieving their goals were more likely to be able to overcome

barriers, as they had alternate routes to goal achievement available.

1.2 ABI, impact, and recovery process

People with acquired brain injuries (ABI) have repeatedly expressed that hope is an
important part of their recovery (Levack, Kayes & Fadil, 2010, Pearce et al., 2008; Salter,
Hellings, Foley & Teasell, 2008). Acquired brain injury (ABI) is an umbrella term for
sudden-onset injuries to the brain that are non-progressive and occurred after birth and the
neonatal period (Royal College of Physicians, 2003). ABI’s are a major health concern for
the NHS in the UK, as they are one of the leading causes of death and long-term disability
(Headway, 2015; Public Health England, 2017). There are many types of ABI, including
traumatic brain injury, stroke, infections, injuries due to lack of oxygen (anoxia), and injuries
due to other toxic or metabolic insults (Royal College of Physicians, 2003). Traumatic brain

injuries and strokes are the most common types of ABI (Headway, 2015).

There are several factors unique to the experience of an ABI that means that hope in
recovery may be of particular importance. The sudden onset and wide-ranging impacts of
ABI can disrupt people’s lives to the core (Yeates, Gracey & McGrath, 2008). The biological
consequences of ABI alone are brain damage that can affect any range of physical, cognitive,

emotional and behavioural domains (Turner-Stokes, Nair, Sedki, Disler & Wade, 2005).



However, the impact of ABI stretches even further to psychological and social consequences
in addition to the biological consequences (Ellis-Hill, Payne & Ward, 2008; Williams &
Evans, 2003). Bury’s (1982) theory of biographical disruption suggested that a sudden onset
of chronic illness drastically disrupts an individual’s life, as it creates new and qualitatively
different conditions that ruptures an individual’s sense of continuity over time. This
disruption challenges everyday physical, emotional and social lives, and leaves a person in a
state of uncertainty. Meta-syntheses of the experience of traumatic brain injury (Levack et al,
2010) and stroke (Pearce et al., 2008; Salter et al., 2008) provide support for the relevance of
this theory. All three reviews found that individuals commonly reported experiencing a
sudden sense of catastrophe and loss that endures for many months and sometimes even years
after the injury. Participants reported not recognising the person they were now compared to
their pre-injury life. Their bodies had become unpredictable, leading to loss of sense of
control and independence. They reported changes in relationships and roles, leading to social
isolation and withdrawal. Participants reported suffering because of these impacts; they
experienced these changes as intensely distressing, reporting uncertainty and fears about the
future, grief and loss, depression, anger and helplessness. This suffering and uncertainty
could form the grounds for deeper hopes essential to life to come to the forefront of an

individual’s life and mind (Farran et al., 1995).

The complexity of the consequences of ABI means that recovery is also not without
its challenges. Surprisingly, there is no clear definition of recovery in the context of long-
term and chronic illness. Therefore, for the purpose of this review, recovery is defined as the
process by which individuals come to lead a personally satisfying life in the context of the
biological, social and psychological sequalae of illness. In ABI, this process involves several
tasks. Individuals may need to complete functional rehabilitation to regain skills or learn to

compensate for lost skills (Robertson & Murre, 1999). They may need to re-think their life



story and self-concept to incorporate the ABI, and re-integrate into a social world (Levack et
al., 2010; Pearce et al., 2008; Salter et al., 2008). This process is often described as lengthy,
slow and stalled, and filled with uncertainties because of difficulties in predicting outcomes
due to the complex nature of brain injuries (Creutzfelt & Holloway, 2012; Kirkevold, 2002;
Maas, Stocchetti & Bullock, 2008). Individuals may experience several transitions, for
example, from acute care to neuro-rehabilitation, and from neuro-rehabilitation to home, and
at each point new losses may emerge, or existing losses may be re-enforced (Chamberlain,
2006). Therefore, the recovery process towards achieving a satisfying life can stretch over
many years and may involve ongoing professional input. Hope may be a crucial factor in
developing understanding about how individuals are able to cope with this lengthy process
and sustain efforts to work towards recovery despite significant uncertainty about what might

be achieved.

1.3 Family members of individuals who experience ABI

Family members play an important role in the recovery from ABI for the individual.
Their involvement in supporting the person with ABI has been shown to improve recovery
outcomes (Sander et al., 2002), yet family members experience their own needs that may
impact their ability to provide support. They may experience shock, anxiety and despair upon
learning the individual has experienced an ABI (Cecil, Thompson, Parahoo & McCaughan,
2012; Verhaeghe, Defloor & Grypdonck, 2005). They may need to adjust to becoming the
primary caregiver for the person with ABI, which can be physically demanding (Bakas,
Austin, Okonkwo, Lewis & Chadwick, 2002), and due to the nature of ABI was perceived to
require constant adaptation (Brereton & Nolan, 2000). The role changes associated with this
may impact on their relationship with the person with ABI, other important social
relationships, and work commitments (Lynch et al., 2008; Verhaeghe et al., 2005). This

means that stress, depression, anxiety and burden are not uncommon experiences that can



impact on the family members’ own wellbeing and their ability to support the individual with
ABI (Berg, Palomaki, Lonnqvist, Lehtihalme & Kaste, 2005; Han & Haley, 1999; Marsh,
Kersel, Havill & Sleigh, 2002). Yet some family members seem more able to cope with these
challenges and report higher wellbeing than others, which they attributed to their ability to
have hope (Verhaeghe et al., 2005). Thus, understanding the experience and function of hope
in family members seems equally pertinent due to their important role in promoting improved

recovery outcomes for the individual with ABI.

1.4 Hope in recovery from ABI

Despite the potential importance of hope in the recovery process for individuals who
experience ABI and their family members, most research to date has focussed on the
consequences of the absence of hope, or hopelessness, of which the core clinical
manifestation is depression (Kim et al., 2007; Taylor, Todman & Broomfield, 2011).
Hopelessness is defined as a separate but related concept to hope, which “functions as a
feeling of despair and discouragement, a thought process that expects nothing, and a
behavioural process in which the person attempts little or takes inappropriate actions” (Farran
et al., 1995; p 25). Hopelessness impedes recovery, as individuals report it prevents them
from taking actions conductive to healing and recovery (Jones, Mandy & Partridge, 2007).
However, if hope and hopelessness are seen as dynamic concepts which evolves over time,
individuals may experience different levels of hope and hopelessness throughout their
recovery (Farran et al., 1995; Snyder, 2000). Out of the two concepts, it is hope that has the
potential to be the precursor for engaging in recovery-related activities that help individuals
to adjust to and overcome physical, psychological and social consequences of ABI (Collins &
Kuehn, 2004; Rochette et al., 2007; Jones et al., 2009; Ylvesaker et al., 2008). This means it

is important to understand hope, as well as hopelessness, in recovery from ABI.



Despite the potential important role of hope in recovery from ABI, a very limited
amount of research exists on this topic. One review of hope exists in the ABI literature;
Bright, Kayes, McCann and McPherson (2011) conducted a construct analysis of hope after
stroke. They found preliminary evidence that hope was an inner state, an active process, and
as an outcome-oriented process. These three attributes interacted and led to increased
participation levels in rehabilitation, increased adjustment and coping, and an overall
perception of better quality of life. However, they acknowledged their construct had not
reached maturity, due to the dearth of research directly conducted on hope which meant their
literature review was predominantly based on research that was not directly intended to

investigate hope.

It is possible that due to the incredibly heterogeneous population of people who
experience ABI, it has been difficult to conceptualise hope in a unified way. There may be a
wide range of experiences that individuals understand as hope, and a wide range of factors
that influence why some individuals appear to be able to hold more hope than others.
Therefore, it seems important to understand the experience of hope in this population at this
stage of the existent literature. This may prove particularly useful for staff working with these
populations, as research with clinicians supporting individuals and families with ABI found
that they may report different ideas about the role of hope in recovery than the individuals
they are supporting (Schutz, Coates, Engelberg, Curtis & Creutzfeltd, 2017; Tutton, Seers,
Langstaff & Westwood, 2011). Hope is also currently not included in any clinical guidelines
on recovery from ABI (NICE, 2013; SIGN, 2013). A review of this topic may therefore assist
clinicians in understanding the contribution of hope to recovery, and offer information about
how to support hope in this population, potentially leading improved recovery (Bright et al.,

2011).



1.5 Aim of this review

This literature review aims to answer the question: “what is the experience of hope in
recovery from ABI for adults who experience an ABI and their families?” The purpose is to
integrate all existing knowledge on this topic to create new perspectives that may be
particularly pertinent to staff working with these populations. Given that the population of
those who experience ABI is very heterogeneous, attention will be paid to any differences
between populations, and gaps in knowledge, to accurately review what is known at this point

in time.

2. Methodology

2.1 Inclusion and exclusion criteria

This review included both qualitative and quantitative studies published in peer
reviewed journals about hope in adults who experienced ABI or their family members.

Research studies needed to meet the inclusion and exclusion criteria as displayed in Table 1.

Table 1: Inclusion and exclusion criteria

Research inclusion criteria Research exclusion criteria

e Studies must be published in a peer- e Studies that used paediatric
reviewed journal populations (under the age of

e Studies must be written in English 18)
language e Studies that did not

e Studies must have aimed specifically to specifically investigate hope
investigate hope e Studies that did not focus on

e Studies must have been completed with the role of acquired brain
either individuals who experienced an injury in recovery (e.g. studies
acquired brain injury or their family investigating questionnaire
members validity)

e Participants must have been adults (age 18
or above)

e Studies must have met the minimum data
quality deemed acceptable by the quality
appraisal tools used.
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2.2 Literature search method

A systematic literature search was conducted to identify appropriate research studies

according to the inclusion and exclusion criteria. The search process is illustrated in Figure 1.

Records identified through Additional records identified
database searching through other sources
S (n=535) (n=14)
=
©
e
&
-
= v A 4
=
Records after duplicates removed
(n=527)
—
)
Records excluded
o Records screened (n=498)
'S (n=527) .
o Records excluded following
E title review ( n = 388)
Records excluded following
abstract review ( n = 110)
—
) A\ 4
Full-text articles assessed Full-text articles excluded,
for eligibility with reasons
(n=29) ' (n=16)
>
= Not ABI (n=5)
fe} -
B Not hope (n=5)
o Not research (n=1)
Children (n=2)
Intervention (n=1)
Review (n=1)
—
—
\
2
o Studies included for
] review
= (n=13)
—

Figure 1: Flowchart with an overview of the literature search process (PRISMA, 2009).
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In November 2017, an electronic search was conducted of four research databases;
Psychinfo, Medline, Web of Science and the Applied Social Sciences Index and Abstracts
(ASSIA). The following search terms were used: Acquired brain injury OR traumatic brain
injury OR head injury OR stroke OR cerebro-vascular accident OR cerebral ischaemia OR
cerebral haemorrhage OR brain damage OR hypoxia OR anoxia OR brain tumour OR
meningitis OR hypoglycaemia AND hope (see Table 2). All terms were auto-expanded to
include any other spellings or historical names for these terms. Results were limited to
research published in peer-reviewed journals in English language. The time frame was
restricted to results from the year 1991 to present, as a preliminary search revealed this was

the earliest that relevant research articles began to emerge.

Table 2: Literature Search Terms

Literature Search Terms

Terms for Acquired Brain Injuries Terms for hope

Acquired brain injur* OR AND  Hope
Traumatic brain injur* OR
Head injur* OR

Stroke* OR

Cerebr* vascular accident* OR
Cerebral ischaemia OR
Cerebral haemorrhag* OR
Brain damage OR

Hypox* OR

Anox* OR

Brain tumour OR

Meningitis OR

Hypoglycaem*
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Initially, all search results were screened by reviewing the information in the title and
abstract against the review inclusion and exclusion criteria. Following this, all search results
that appeared to meet the criteria and those from which it remained unclear were subjected to
a full text review. The reference lists of all these studies were reviewed to identify further
results that could meet the inclusion criteria, of which the results were also subjected to

abstract reviews and full text reviews as described above.

Thirteen studies were identified that met the inclusion and exclusion criteria for this
review. Nine studies were conducted with individuals who experienced an ABI (stroke n=8;
traumatic brain injury n=1). Three studies were completed with family members of those who
experienced an ABI (mixed stroke and traumatic brain injury n=2; traumatic brain injury
n=1). One study was completed with both individuals and their family members (stroke n= 1)
but reported the results for the two groups of participants separately. Most studies were of

qualitative design (n=9), and some used cross-sectional designs (n=4).

Studies were next subjected to a quality appraisal for methodological rigour, assisted
by quality appraisal tools. Qualitative studies were assessed using the Critical Appraisal
Skills Programme (CASP) Qualitative Research Checklist (CASP, 2017). Cross-sectional
studies were assessed using the “Strengthening the Reporting of Observational Studies in

Epidemiology” (STROBE) checklist for cross-sectional studies (STROBE, 2007).

3 Literature Review

This review is structured in four main sections. Firstly, a summary of the thirteen studies
reviewed is presented in Table 3. Then, a methodological critique is given. This was
presented in this order, as the critical appraisal revealed a significant overlap in the
methodological issues across the thirteen studies which impacted on the synthesis of the

findings pertaining to the review question. Following this, a synthesis of the available
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literature was provided in light of the methodological limitations. This was structured in three
sections; the experience of hope for individuals who experienced a stroke, traumatic brain
injury, and family members. Finally, the implications for practice and future research were

considered.
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Table 3: Study summary table

Study Authors Population Aim Design Participants Stage of Key findings
recovery
Traumatic To understand Qualitative design: ~ N= 7 participants whose Acute phase — e Hope was present before arriving at ICU. Participants
Gelling (1999) brain injury the experience of  semi-structured relative had been in ICU in ICU. hoped their family member was alive, and that they
hope for relatives  interviews, for 48+ hours. would get information about what was happening.
United Kingdom  Family of people who analysed using Mean time e Hopes were formulated, achieved and maintained through
members were in an phenomenological Gender: n=4 female, n=3  since TBI: relationships with others, information and positive
intensive care analysis. male. 100 hours progress. Families reported needing to reassess hopes
unit (ICU) Age: Mean age 42 (range:  (range: 64- with new information.
following severe 28-50). 145 hours) o  Hopes were set in the present (e.g. Hope for person to
traumatic brain Ethnicity: not reported. open eyes) and on the ultimate goal of recovery, but not
injury. Relationship: n= 2 mother, in between.
n= 2 wife, n=3 father). e Uncertainty developed in absence of information, and this

lead to fear, which made it difficult to form hopes.

Stroke (age To explore Qualitative design: ~ N= 9 participants recruited  Living in the e Hope is a life sustaining positive inner strength actively
Bays (2001) 60+) patterns of hope  semi-structured from a stroke survivors community. moving the stroke survivor forward toward anticipated
and factors interviews, support group. future possibilities.
United States of associated with analysed using Gender: n= 6 male, n=3 Mean time e The continuous process of hoping is guided by
America these in older descriptive analysis. female. since stroke: formulation of personal goals, reflection on previous
adults who Age: mean age =68 (range 2.5 years personal abilities, comparison of current abilities with
experienced not reported). (range: 4 other stroke survivors, and strong family and spiritual
stroke Ethnicity: n= 8 Caucasian, — months to 4.5 relationships.
n=1 African American. years). e Perceptions of progress, supportive family, and spiritual
Type of stroke: n= 7 right connectedness provided a sense of encouragement,
hemisphere, n= 2 left support and belonging
hemisphere. e Participants struggled to identify factors that weakened
Severity: not reported. hope.

e No one definition of hope fully encompassed the
phenomenon of hope as found in this study.
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Stroke (age To describe the Cross-sectional N= 50 participants Location Self-reported level of hope did not show statistically
Popovich, Fox 50+) influence of hope  design: quantitative  recruited from 3 hospitals ~ during study significant change from time 1 to time 2. However, 46%
and Burns in the recovery data. Two time in Midwest USA. not explicitly described less hopefulness at time 2, and 42% described
(2003) process points — time 1 =10 reported. more hopefulness. Those who expressed less hope were
(functional and days post-stroke, Gender: n= 26 male, n=24 male, and described very active pre-stroke lifestyles that
United States of social recovery) time 2 = 3 months female. Mean time became more difficult to achieve after stroke.
America from stroke. post-stroke. Age: mean age= 68 (range: since stroke: Level of hope was not found to be significantly related to
51-89). time 1=10 functional recovery or social recovery.
Ethnicity: n=34 African  days, time 2 Authors wondered whether perhaps not enough time had
American, n=16 = 3-4 months elapsed to see if those with higher levels of hope
Caucasian. post-stroke. experience improved functional and social recovery.
Type of stroke: not
reported.
Severity: not reported.
Stroke (age To examine the Cross-sectional N= 40 individuals who Living in the A moderate positive correlation was found for between
Bluvol and 18+) relationship design: quantitative  experienced stroke. community. level of hope and health work (the active process through
Ford-Gilboe among hope, data. Gender: n=29 male, n=11 which families learn ways of coping that are conductive
(2004) family health female. Mean time to healthy living). This finding was at a moderate level
work and quality Age: Mean age = 69.5 since stroke for participants who experienced a stroke, and minor for
Canada of life in adult (range: 46-89). 2.5 years Spouses.
couples after one Ethnicity: not reported. (range: 6 A moderate positive correlation was found for
experienced a Type of stroke: n= 25 months to 5 participants who experienced a stroke between health
stroke. ischaemic, n= 13 years). work and quality of life. This was not found for spouses.

haemorrhagic.

Severity: not reported, but
most (n= 36) required
support at discharge and
ongoing support (n= 31).

N= 40 family members.
Gender: n=11 male, n= 29
female.

Age: mean age = 66.2
(range: 42-89).

Ethnicity: not reported.
Relationship: n=40
spouse.

A positive correlation was found between hope and
quality of life. This was at a moderate level for
participants who experienced the stroke, and minor for
Spouses.

The most important predictor of quality of life in stroke
survivors was degree of functional independence,
followed by level of hope. For spouses, quality of life
was most predicted by support available to them,
functional independence of their partner, and their
employment status.
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Arnaert, Filteau

Stroke (age
18+)

To explore
perceptions of

Qualitative design:
semi-structured

N=8 participants recruited
from an acute care stroke

Acute care —
stroke ward.

Participants appeared to identify hope as a life
sustaining, positive inner and spiritual strength, which

and Sourial hope during the interviews analysed  ward. could be influenced by friends and family, and actively
(2006) acute care phase  using comparative Mean time influenced progression during the acute care phase.
method. Gender: n=4 male,n=4  since stroke: Their vision of hope was influenced by their appraisal of
Canada female. 7 days (range: physical consequences of stroke.
Age: mean not reported, 2 days — 13 Two types of hope were identified: active and passive.
age range= 19-90. days. One Passive hope was described as a process where
Ethnicity: not reported. outlier — 50 participants had visions of hope but were unable to use
Type of stroke: n=7 days). that vision as a force for moving forward. They appeared
ischaemic, n=1 unable to see the future, and were caught up in the
haemorrhagic. present and its associated fears, frustrations and
Severity: n=5 mild, n=1 anxieties.
moderate, n= 3 severe. Active hope was described as a process where
participants had visions of hope and were able to act
upon this hope. They showed acceptance and awareness
of their current predicament and, believed adaptation
could occur, and started the work of self-healing to
achieve new goals.
Stroke (50+) To examine Cross sectional N= 110 participants Living in the Level of hopeful thinking was the strongest predictor of
hopeful thinking,  design: quantitative  recruited from Kansas City community. depressive symptoms — as hopeful thinking decreased,
Gum, Snyder depressive data. Stroke Registry. depressive symptoms increased. Demographic variables
and Duncan symptoms and Time since and activities did not.
(2006) participation in Gender: n= 46 men, n=64  stroke 3-4 Agency in hopeful thinking was more correlated with
meaningful women. months. depressive symptoms than pathways hopeful thinking
United States of activities and Age: mean age = 72, range (how a person finds ways to pursue their goal).
America roles three not reported. Participation in meaningful activities was not correlated

months after a
stroke.

Ethnicity: 90.1%
Caucasian, 9% African
American, 0.9% Hispanic.
Type of stroke: 91.9%
ischaemic, 7.2%
haemorrhagic, 0.9%
uncertain.

Severity: minor 47.3%,
moderate 45.5%, severe
7.3%.

with depressive symptoms, but physical functioning was.
For the most disabled participants, as hopeful thinking
increased, participation in meaningful activity decreased,
meaning that this population may strive for unreachable
goals, and neglecting more achievable goals.
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Stroke and To understand Qualitative design: ~ N= 22 participants Acute phase — e Hope and information provision were intertwined.
*Verhaeghe, traumatic the relationship semi-structured recruited from 2 hospitals.  in ICU. e All family members reported a need for hope
van Zuuren, brain injury between hope interviews analysed e Hope could be defined as keeping a possible positive
Defloor, and information using grounded Gender: n=7 male, n=15 outcome in mind in an uncertain situation, even if one
Duijnstee & Family provision by theory female. knows this outcome is unlikely to happen
Grypdonck members health care methodology. Age: mean age = 39 e Ingeneral, family members hope for the best for the
(2007a) professionals for (range: 19-71). patient.
_ family members Ethnicity: not reported, but e  Concrete hopes evolved with information and events.
Belgium of traumatic all native Dutch speaking. Family members wanted honest and clear information
coma patients in Relationship: n= 6 parents, about their family member’s condition, to enable them to
intensive care n=>5 partners, n= 9 adult build realistic hopes.

(ICV). children, n= 2 siblings. e Hope helped family members to cope, and enabled them
to make sure the best care and prospects were maintained
for the patient.

e Family members did not want to entertain false hope. The
consequent negative emotions attached to false hope were
perceived as worse than those attached to receiving bad
news.

Stroke and To examine the Qualitative design: ~ N= 22 participants Acute phase — e The need for hope was expressed by every participant

*Verhaeghe, traumatic process of hope semi-structured recruited from 2 hospitals.  in ICU. e Hope was described as being constantly present, but what
van Zuuren, brain injury that family interviews analysed is hoped for changed over time depending on events,
Defloor, members using grounded Gender: n=7 male, n= 15 information, and how the patient’s condition evolves.
Diujnstee & Family experience when  theory female. o Hope was described as gradually becoming a goal and
Grypdonck members their relative isin  methodology. Age: mean age = 39 something that can be aimed for. This gave participants a
(2007b) intensive care (range: 19-71). reason to carry on.

_ due to a traumatic Ethnicity: not reported, but o  Families where multiple members had the same hopes
Belgium coma. all native Dutch speaking. had a balance that was supporting, understanding and

Relationship: n= 6 parents,
n= 5 partners, n= 9 adult
children, n= 2 siblings..

trusting. Families where different hopes were present felt
more responsibilities, such as protecting each other.

The loss of hope occurred temporarily, leading to panic
and despair in those moments.
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Traumatic To investigate the  Cross- sectional N= 65 participants During Those with moderate/severe depression had a moderate
Peleg, Barak, Brain Injury extent to which design: quantitative  recruited from a neuro- neuro- negative correlation between depressive symptoms and
Harel, Rochberg (age 18 to 60)  two coping data. rehabilitation centre. rehabilitation level of hope (both agency and pathways) and
and Hoofien variables — hope (not clear if dispositional optimism.
(2009) and dispositional Gender: n=47 male, n= inpatient or Within this group, there was a moderate positive
optimism — are female. outpatient). correlation between hope and dispositional optimism.
Israel related to Age: mean age: 28.8 Those with minimal/mild depression (n= 36) had a
depression (range: 18-55). Mean time moderate correlation with hope (pathways), no correlation
severity at least 6 Typg of T!BI: n= 49 road since TBI: with hope (agency) or dispositional optimism.
months post- traffic accident, n=8 war 2.9 years Hope and optimism contribute distinctly to a person’s
injury. accident, n= 8 fall (range 0.5 coping following TBI. Hope was more dominant in
accident. _ years t0 9.7 predicting depression severity.
Severity: =20 mild, =5 years). The differences in results may mean that for those with
moderate, n= 40 severe. minimal/mild depression the main concern is envisioning
ways to cope with the trauma (pathways), but for those
with moderate/mild depression the concerns are about
loss of internal locus of control and positive outlook on
life.
Stroke (age To explore the Mixed methods: N= 10 participants Living in the No discrepancies were found between hope as reported
Cross and 60+) perceived Qualitative: semi- recruited from a medical community on the two questionnaires and in interviews.
Schneider influence of hope  structured clinic and a convent. after Hope was described as a multi-dimensional concept,
(2010) Women on stroke interviews analysed receiving which was an unspoken necessity for life, and was the
recovery in using interpretative ~ Gender: n= 10 female. neuro- backbone for ultimate recovery. It was a silent motivator
Canada women who were  phenomenological Age: mean age = 81 (range  rehabilitation. that kept individuals fighting and maintained their spirits.

at least 6 months
post-stroke.

analysis.
Quantitative: two
questionnaires and
data was compared
to interviews to
assess consistency
in reporting.

71-100).

Ethnicity: not reported.
Type of stroke: not
reported.

Severity: not reported.

Mean time
since stroke =
5 years
(range: 1 year
— 13 years).

Individuals up to four years post-stroke reported ongoing
hope for improvements both generally and in specific
domains.

After hope for improvements diminished, participants
reported a time of depression, followed by acceptance of
their lost abilities and an appreciation of the abilities they
had retained.

Hope was influenced by internal, external and personal
factors.
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Stroke To explore the Qualitative design:  Interviews: N=10 Acute care Participants noticed changes in the way their body
Tutton, Seers, experience of ethnographic participants recruited from  phase functioned, leading to suffering, which was described as
Langstaff, and hope for patients ~ methodology using  a stroke unit. emotional and physical distress.
Westwood and staff at a unstructured Length of In some participants this lead to descriptions of no hope
(2011) British stroke interviews and Gender: n=7 male, n=3 hospital stay and despair, which focussed on the closeness of death,
unit. participant female. ranged from 4 leading to low mood (and at times depression), low
United Kingdom observation. Age: mean age not to 19 days. motivation, and flat affect. Participants wanted to feel
reported, age range 37-72. hopeful but felt trapped in despair.
Ethnicity: not reported. For other participants, hope came easily. These
Type of stroke: not participants described believing that life still held much
reported. for them if they chose to work at their recovery, even
Severity: not reported with a heightened awareness of closeness to death. Some
hoped to get back to the way things were prior to stroke,
Observations: three shifts and others hoped to find new ways of living or being.
of seven hours were Hopes could be general or specific. Participants
observed. Three nurses acknowledged they needed a balanced approach of taking
and their six patients were time to recover and striving for hoped for outcomes.
observed on each shift. The authors concluded that there was a balance between
focus on suffering, no hope and despair, and hope for
recovery, mediated through realistic hopefulness.
Stroke To explore how Qualitative design: ~ N=5 participants recruited  Post-acute Participants experienced hope in two ways; simply
Bright, Kayes, hope is semi-structured from two rehabilitation (during having hope and actively hoping.
McCann and Aphasia experienced by interviews were services. neuro- Simply having hope was a passive state where
McPherson people with completed, and rehabilitation) participants reported a presence or sense of hope that was
(2013) aphasia following  analysed using an Gender: n=3 male, n=2 reported to be essential for life and recovery. For some
stroke during the  “interpretative female. Time since this was present constantly since before stroke, for others
New Zealand post-acute period  description” Age: mean not reported, stroke ranged this was absent.

of rehabilitation,
and to identify
factors that
influenced the
experience of
hope.

methodology.

Sample: 5
individuals (3 men
and 2 women) who
experienced left-
hemisphere strokes
which resulted in
aphasia. Mean age
=50 (range= 41-62),
mean time since

age range 41-62.
Ethnicity: n= 3 non-
indigenous New
Zealander, n=1 English,
n=1 Samoan.

Type of stroke: n=5 left
hemisphere

Severity: not reported

from 2
months to 5
months.

Actively hoping was described as working toward future
hopes. Participants identified hopes for the future that
were broad and specific. They took three steps towards
achieving hopes; developing a plan, putting in the effort,
and taking action.

Hope was influenced by several factors. In times of
uncertainty, simply having hope was predominant state.
At times of more certainty in the future, active hopes
were present. Those who reported increased disruption to
identity and engagement in meaningful activities had
more difficulty actively engaging with hope.
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stroke = 3.6 months
(range = 2-5
months).

Hope could be double sided — if hopes were unfulfilled,
participants felt disappointment, failure, and emotional

distress, leading to retreat from actively engaging with

hopes.

Stroke (age
Alazewski, and 21-60)
Wilkinson
(2015)

United Kingdom

To understand
the experience of
hope by working
age adults
recovering from
stroke over a time
period of 18
months post-
stroke.

Qualitative design:
Longitudal study —
semi-structured
interviews at four
time points (within
3 months post-
stroke, and three
further interviews
up to 18 months
post-stroke).
Thematic analysis.

N= 43 participants
recruited from three NHS
stroke services.

Gender: n= 28 male, n=15
female.

Age: mean not reported,
age range 30-59.

Ethnicity: not reported.
Type of stroke: not
reported.

Severity: not reported.

In hospital, participants reeled under shock of
experiencing a stroke. Those who were healthy prior
experienced more shock and distress than those who were
already chronically ill prior to stroke, who experienced
this more as an inconvenience due to disruption of
routines. No participants reported any positive thought of
hope at this stage.

From discharge home to 18 months post-stroke,
participants were consumed with negotiating impairments
and ongoing difficulties.

Participants described thinking about the future as
threatening and best to be avoided. No positive
relationships with hope were described. Particularly those
who experienced many setbacks and complications felt
any thought of future hope was damaging as it risked too
much upset and disappointment. This may have been
because this evoked ideal aspirations of their lives before
stroke which may no longer have been possible.
Commitment to “realistic hopes” during rehabilitation
(short and medium term post-stroke) aggravated
existential tensions about what might be hoped for in the
long-term.




1 Running head: EXPERIENCES OF SERVICE USER INVOLVEMENT

3.1 Methodological Critique

The methodological rigour of the studies included in this review was assessed
using two critical appraisal tools (CASP, 2017; STROBE, 2007). Scoring of the
studies is not included in this review, as both tools did not possess this function. The
critical appraisal revealed that all studies clearly stated their aims, and clearly reported
appropriate recruitment strategies, data analysis strategies and results in relation to
their aim. However, several issues were present across the thirteen studies regarding
the definition and measurement of hope, and the measurement of recovery, that
impacted on the interpretation of the findings in light of the review question.
Additionally, several limitations were evident with regards to the representativeness
of the participants used across the studies to the population of individuals who
experienced ABI and their family members. These issues are explored in more detail

next.

3.1.1 The measurement of hope

3.1.1.1 Exploring the concept of hope in qualitative studies

As might be expected in the context of a lack of consensus on the concept of
hope (Snyder, 2000), there were issues in the literature that resulted from difficulty in
consistently defining hope. Within the qualitative studies, only Bays (2001) provided
a working definition of hope, and all other studies gave multiple definitions of hope
and acknowledged the difficulties defining this concept. It is acknowledged that the
purpose of the qualitative studies was to subjectively explore hope, which meant a
clear definition of a construct was not essential prior to reporting results (Cho &
Trent, 2006). However, for results to be considered valid, transparency is required
about the questions asked and any potential researcher biases in interpreting results

(Whittlemore, Chase & Mandle, 2001). Of the nine qualitative studies, only five gave



clear descriptions of the questions asked to participants, which appeared broad and
unbiased towards any model (Arnaert, Filteau & Sourial, 2006; Bays, 2001; Bright,
Kayes, McCann & McPherson, 2011; Cross & Schneider, 2010; Tutton et al, 2011).
In the context of multiple definitions, none of the studies provided a clear account of
how the researchers’ understanding of the concept of hope potentially influenced the
analysis of results. This is a limitation, as significant dimensions of hope may
potentially have been unintentionally omitted or interpreted in different ways
depending on the researchers’ pre-existing understanding. This loss of transparency in
the studies affected the degree of certainty in the validity and relevance of the results.
Considering this, there was a significant overlap in the results of these studies that
may have meant this was not a large issue, but nonetheless it was not clear whether
some of the variance in results happened due to researchers differing concepts of

hope.

3.1.1.2 Measurement of hope in cross-sectional studies

Although all four cross-sectional studies (Bluvol & Ford-Gilboe, 2004; Gum,
Snyder & Duncan, 2006; Peleg, Barak, Harel, Rochberg & Hoofien, 2009; Popovich,
Fox & Burns, 2003) provided clear working definitions of hope, each used a different
working definition, and therefore different measures designed specifically to measure
those working definitions (see Appendix A). Although the measures used were
appropriate to each study aim, only one measure used in one study (Popovich et al.,
2003) was validated for use with the ABI population, and therefore the validity of
results was not clear. This was impeded further by the use of a different measure in
each study, as this meant the results were difficult to compare, making it more

challenging to assess the reliability of the results.



3.1.1.3 Capturing the dynamic nature of hope

One further issue was present across both the qualitative and cross-sectional
studies related to the measurement of hope. Only four studies used more than one
time-point to investigate hope (Bright et al., 2011; Tutton et al., 2011; Verhaeghe, van
Zuuren, Defloor, Duijnstee & Grypdonck, 2007a; Verhaeghe, van Zuuren, Defloor,
Duijnstee & Grypdonck, 2007b). As hope is considered a dynamic concept (Farran et
al., 1995), the predominant use of only one time point may have meant that the
evolving nature of hope was not captured. Only one study (Alazewski & Wilkinson,
2015) used a longitudal design over 18 months. Participants could have given
different responses at different time points in their recovery, as evidenced by
differences in results of studies completed at different time points. Therefore,
saturation about the full experience and function of hope may not yet have been
reached in the data presented, as results were most frequently collected at one time

point or over a short period of time.

3.1.2 Measurement of recovery

Recovery from ABI is a similarly ill-defined concept, with no regular
definition of recovery in use. This may be due to the unique experience of potential
biological, psychological and social impacts (Levack et al., 2010; Pearce et al., 2008).
Each individual may have different priorities that encompass recovery for them and
may have different markers and time frames for when they perceive recovery to have
been achieved. This was not an issue for the qualitative studies, as they provided rich
data about the experience of hope in the context of individual’s unique experience
recovery. However, these were not designed to provide objective information about
how hope might lead to improved outcomes for the individual and for the population

as a whole (for example, whether it improved recovery outcomes). Reliable and valid



psychometric measures have the potential to provide such evidence, but as of yet there
is no psychometric measure that captures the full range of impacts of ABI as
described by Bury (1982), and therefore recovery, in this population. This was
problematic within the cross-sectional studies, as each study used a unique
combination of questionnaires designed to measure specific aspects of recovery, but
none collected data on all aspects of recovery for this population (see Appendix B).
These studies did also not allow for any inferences about causation, and therefore it
was unclear whether any differences in the measured recovery outcomes were
experienced due to hope. This limited the review’s ability to make conclusions about
how the experience of hope may have contributed to recovery outcomes for

individuals who experience ABI and their family members.

3.1.3 Gaps in the literature

It was promising that across the studies on individuals with ABI, a wide range
of participants of differing ages, genders, ethnicities, type of stroke/traumatic brain
injury and severity were used, as this reflected the heterogeneous population of
individuals who experience ABI. Particularly it was promising that Bright et al.
(2011) used participants who experienced aphasia, as these are more often excluded
from research (Dalemans, Wade, van den Heuvel & de Witte, 2009). However, core
sub-groups of individuals who experienced ABI were not fully represented in the
research available, as most studies were completed with individuals who experienced
a stroke (Alazewski & Wilkinson, 2015; Arnaert et al., 2006; Bays, 2001; Bluvol &
Ford-Gilboe, 2004; Bright et al., 2011; Cross & Schneider, 2010; Popovich et al.,
2003; Tutton et al., 2011). Only one study was completed with individuals who
experienced a traumatic brain injury (Peleg et al., 2009). This study was conducted in

Israel, which is culturally different to the UK, and therefore the applicability of these



results was questionable. No studies were available that used participants who
experienced less frequently occurring types of ABI such as those caused by

infections, lack of oxygen, or other toxic/metabolic insults. These absences limited the
generalisability of the findings, as core sub-groups of individuals with ABI were not

represented in the available literature.

In addition to the omitted populations, further issues were present with the
way demographics were reported in the studies available. Across all studies, key
demographics were omitted or reported these in ways that did not support comparison
(for example, some reported stroke severity, and some reported the location of stroke,
some reported neither), which impeded the ability to assess the representativeness of
the sample as a whole. This also meant that is was difficult to ascertain whether

demographic factors influenced the experience of hope in recovery from ABI.

With regards to family members of individuals who experienced ABI, the
representativeness of the samples was unclear. This was due to the small sample sizes
and small number of studies available (Bluvol & Ford-Gilboe, 2004; Gelling, 1999;
Verhaeghe et al., 2007a; Verhaeghe et al., 2007b), compounded further by the fact
that both studies by Verhaeghe et al. (2007) used the same participants. This meant
the results were potentially not generalisable to the entire population of family
members. Furthermore, due to this limitation, not enough evidence was available
about the influences of being of different types of relations to the person with ABI on
the experience of hope. Neither was it clear how the experience of hope might have

interacted with the individual with ABI’s experience of hope.

3.2 Synthesis of the literature



Despite the methodological limitations, there was overlap in the results of the
studies related to the experience of hope. Therefore, a synthesis of the literature is

provided for each population on which research evidence was available.

3.2.1 Hope in recovery for individuals who experienced stroke

Six qualitative studies (Alazewski & Wilkinson, 2015; Arnaert et al., 2005;
Bays, 2001; Bright et al., 2011; Cross & Schneider, 2010; Tutton et al., 2011) and
three cross-sectional studies (Bluvol & Ford —-Gilboe, 2004; Gum et al., 2006;
Popovich et al., 2003) investigated hope in recovery for individuals who experienced
a stroke. The studies collected data at differing time points in recovery, spanning from
the acute care phase (Arnaert et al., 2006; Tutton et al., 2011), to post-acute care
(Alazewski et al., 2015; Bright et al., 2011; Gum et al., 2006; Popovich et al., 2003) to
long-term recovery (Alazewski & Wilkinson, 2015; Bays, 2001l Bluvol & Ford-

Gilboe, 2004; Cross & Schneider, 2010).

3.2.1.1 The experience of hope for individuals who experienced a stroke

All nine studies found that participants reported experiencing hope throughout
the recovery period, with one study (Cross & Schneider, 2010) commenting that hope
appeared important to individuals up to around four years post-stroke. Three studies
reported that hope arose out of suffering (Alazewski & Wilkinson, 2015; Arnaert et
al., 2006; Tutton et al., 2011). Individuals reported feeling intensely shocked and
distressed about experiencing a stroke. Arnaert et al. (2006) and Tutton et al. (2011)
found this was perceived to be associated with the physical, emotional and social

consequences of stroke. Alazewski & Wilkinson (2015) added that the stroke had

been experienced as a “traumatic assault on personhood” (p. 179), in which thoughts

of hope were absent. However, most other studies provided evidence that hope was



experienced in the context of this suffering, but that the degree of hope reported
varied between individuals (Bays, 2001; Popovich et al., 2003; Bluvol & Ford-Gilboe,
2004; Arnaert et al., 2006; Gum et al., 2006; Cross & Schneider, 2010; Tutton et al.,

2011; Bright, Kayes & McPherson, 2011).

Hope was most often perceived to be a positive future-oriented, life-sustaining
inner strength (Arnaert et al., 2006; Bays, 2001; Bright et al., 2011; Cross &
Schneider, 2010; Tutton et al., 2011). Different experiences of hope were perceived to
be present, and the degree of hope varied between individuals and fluctuated over
time. What was hoped for also varied. Broadly, three differing experiences of hope

were discussed; general hope, specific hopes, and loss of hope.

General hope was described as a sense that life still held many things for the
individual, and that their lives would get better (Bays, 2011; Bright et al., 2011). For
some, this was a hope to return to their pre-stroke life, and for others the aim was to
adapt to a new set of conditions for life. This type of hope was sometimes also
described as passive; it was just present and did not appear to require engagement or
action. This type of hope was present throughout recovery, but appeared particularly
important during the acute and post-acute phases (Arnaert et al., 2006; Bright et al.,
2011; Tutton et al., 2011). General hope was perceived to enable individuals to
manage and tolerate uncertainty and allowed them to picture a future where they
survived stroke and adapted or returned to previous life (Arnaert et al., 2006; Bays,
2001; Bright et al., 2011; Tutton et al., 2011) even when these outcomes were still
uncertain. Perhaps this occurred because the future-oriented nature of hope offered
relief from the distressing circumstances in the present, as well as provided the

potential that present suffering was time limited.



Specific hopes were often reported to pertain to individual aspects of the
sequalae of stroke that the individual desired to improve, for example, the hope to sip
a cup of tea, or dress oneself (Arnaert et al., 2006; Bays, 2001; Bright et al., 2011,
Cross & Schneider, 2010). These specific hopes often emerged after the individual
had become aware of deficits or received information about their condition (Bays,
2011; Bright et al., 2011; Cross & Schneider, 2010). Hope was experienced as a
driver for action to attain the desired improvement, and specific hopes could become
goals for recovery. Individuals made plans to action these specific hopes/ goals and
monitored their progress (Arnaert et al., 2006; Bays, 2001; Bluvol & Ford-Gilboe,
2004; Cross & Schneider, 2010). Although no evidence was found that this indeed
increased recovery outcomes (functional and social) during the acute and post-acute
phase (Popovich et al., 2003), there was some evidence that specific hopes did
improve recovery in the long-term (Arnaert et al., 2006; Bays, 2001; Bluvol & Ford-
Gilboe, 2004; Cross & Schneider, 2010). Bluvol & Ford-Gilboe (2004) reported that
in the long-term, hope was associated with increased ability to develop adaptive ways
of coping with the consequences of stroke, and increased quality of life. It is possible
that hope drives action in the long-term, as individuals have gained more distance
from the immediate distressing consequences of stroke and have begun to experience
progress in their recovery as a result of support in the acute and post-acute phases. It
is also possible that returning hope made the consequences of stroke more apparent,

perhaps for some leading to increased motivation to action specific hopes.

Some individuals reported periods of hopelessness, which were experienced as
periods of loss of hope, or no hope at all stages of recovery. This was often
experienced alongside low mood, increased depressive symptoms, low motivation and

reduced participation in meaningful activities (Cross & Schneider, 2010; Gum et al.,



2006; Tutton et al., 2011). It is possible that in these moments, the present distress
associated with experiencing a stroke became overwhelming or inescapable
(Alazewski & Wilkinson, 2015), and therefore individuals potentially were inhibited
from envisioning any kind of more positive future or taking any actions towards
changing their current circumstances. Interestingly, individuals who were of working
age more frequently reported this as their predominant experience of hope (Alazewski
& Wilkinson, 2015; Bright et al., 2011). As a result, they reported preferring to focus
on the present, and having hope was experienced as distressing, as they predicted they
would go unfulfilled. It is possible that stroke is experienced as more disruptive and
threatening to younger individuals, as illness is less expected and they often live
longer with the consequences of stroke (Alazewski & Wilkinson, 2015). Therefore,
although all individuals potentially experienced times of loss of hope or no hope,
younger individuals were likely to report this more frequently. There was some
evidence that this led to decreased participation in activities (Gum et al., 2006),
however it was not clear whether this lead to reduced recovery outcomes for all
individuals, as younger individuals who focussed on the present could have still been

engaging with behaviours that increased recovery without hoping for the future.

Several factors appeared to influence the degree and type of hope experienced
(Arnaert et al., 2006; Bays, 2001; Bright et al., 2011; Cross & Schneider, 2010).
These could broadly be grouped into internal and external influences. With regards to
external influences, social connectedness with family, friends and staff was most
consistently identified by participants as an important positive influence in sustaining
hope during recovery. This was particularly important at times when individuals
reported loss of hope, as support from others enabled them to develop or regain

general and specific hopes (Arnaert et al., 2006; Bays, 2001; Cross & Schneider,
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2010). In addition, other stroke survivors were identified as a major positive influence
on hope, as they were seen as role-models of the recovery that was possible (Cross &
Schneider, 2010). Another important external factor was information provision about
the individual’s current predicament and future. This helped individuals to set specific
hopes which could become goals to work towards, and any progress towards this hope
then increased hope further (Bays, 2001; Bright et al., 2011; Cross & Schneider,
2010). Hope could be diminished with lack of progress, which meant some
individuals withdrew from specific hopes at these times but retained general hope
(Bright et al., 2011). With regards to internal factors, spirituality was experienced as
an influencing factor on general and specific hopes, and supported individuals to
sustain hope over time (Bays, 2001; Cross & Schneider, 2010). Pre-existing internal
traits also influenced the degree of hope individuals reported, such as optimism (Cross
& Schneider, 2010; Gum et al., 2006) and determination (Cross & Schneider, 2010).
Therefore, although the exact mechanics of influencing factors on hope remain
somewhat unclear, it seemed that a range of internal and external factors connected to
the individual’s pre-existing personality and life, and current environment, were

perceived to influence the experience of hope.

3.2.2 Hope in recovery for individuals who experienced traumatic brain injury

Only one study was available (Peleg et al., 2009) that investigated hope in
recovery from traumatic brain injury, meaning that a full understanding of the
experience of hope could not be established for this population. Although the

applicability of the results of this study to UK populations was unclear, the evidence
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available seemed to provide initial indications that hope is experienced in different
degrees and different ways in this population. Differences were present in the degree
to which individuals reported experiencing the ability to form plans to achieve goal
directed hopes (pathways hopes) and the inner resources they had to pursue the plans
(agency hopes). Individuals who had minimal or mild levels of depression reported
higher ability to form plans to achieve goal directed hopes compared to individuals
with moderate to severe levels of depression. Individuals who experienced moderate
to severe levels of depression reported lower levels of optimism and agency hope.
Therefore it is possible that the experience of hope in this population is influenced by
internal factors such as optimism and internal resources to pursue plans. Those who
experience lower levels of these factors may experience lower levels of hope, which
could potentially reduce recovery outcomes as they were more likely to experience
depression and therefore perhaps less likely to engage in helpful behaviours

associated with improved recovery outcomes.

3.2.3 Hope in recovery for family members of individuals with ABI

Only four studies were conducted with family members of individuals with
ABI (Bluvol & Ford-Gilboe, 2004; Gelling, 1999; Verhaeghe et al., 2007a;
Verhaeghe et al., 2007b). Three studies were completed with family members
(parents, spouses and siblings) of individuals who experienced either a traumatic brain
injury or stroke and were receiving acute care in intensive care (Gelling, 1999;
Verhaeghe et al., 2007a; Verhaeghe et al., 2007b). No studies were found that were
completed during neuro-rehabilitation. One study (Bluvol & Ford-Gilboe, 2004) was
completed with family members (spouses only) of individuals in long-term recovery
from stroke. No studies were available at this stage with family members of

individuals who experienced other types of ABI.
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3.2.3.1 The experience of hope in family members

Similar to individuals who experienced a stroke, family members reported
experiencing hope as an important part of recovery (Gelling, 1999; Verhaeghe et al.,
2007a; Verhaeghe et al., 2007b). One difference was that for this population, hope
was reported to arise out of uncertainty, rather than suffering (Gelling, 1999;
Verhaeghe et al., 2007a). Hope was predominantly experienced as a continuously
present positive driving force for their own wellbeing and recovery of their loved one.
Again, the degree of hope and what was hoped for evolved over time and differed
between individuals (Gelling, 1999; Verhaeghe et al., 2007a; Verhaeghe et al.,
2007b). Four different experiences of hope were described during the acute care
phase; general hope, specific hopes, false hope and loss of hope (Gelling, 1999;
Verhaeghe et al., 2007a; Verhaeghe et al., 2007b). The experience of hope at other
stages of recovery was not clear, but Bluvol and Ford- Gilboe (2004) provided
evidence that hope was reported to be present at varying levels for spouses of

individuals who experienced a stroke in long-term recovery.

In the acute phase of recovery, general hope was frequently perceived to be
constantly present, but what was hoped for varied significantly. Upon arrival to the
hospital, some family members hoped the patient was not already dead, and some
hoped they only had minor injuries like broken bones (Gelling, 1999; Verhaeghe et
al., 2007a). Gelling (1999) suggested this difference might arise out of the family
members’ past experiences (for example with intensive care). As time passed, this
general hope was most often described as a hope for the best for the individual with
ABI in the long-term future. Specific hopes were often described in the context of the
immediate future during acute care, such as the hope for the patient to wake up or

open their eyes (Gelling, 1999; Verhaeghe et al., 2007a). Both of these types of hope
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were reportedly experienced as positive by most family members, as it allowed them
to function in distressing circumstances (Gelling, 1999; Verhaeghe et al., 2007a;
Verhaeghe et al., 2007b). This was because hope was perceived as providing them
with a sense of control over a very uncertain situation. This sense of control meant
they could take actions to ensure the patient received the best care possible and to
support other family members (Gelling, 1999; Verhaeghe et al., 2007a). Hope may
therefore have been experienced as a coping strategy that enabled family members to
manage their own emotions, as well as drive action to further the recovery of their
loved one. Interestingly, both of these types of hopes were orientated to the individual

who experienced the ABI, and not hopes for the family members’ future.

General and specific hopes were perceived to be influenced by three factors;
information provision, social connections with others, and progress of the patient
(Gelling, 1999; Verhaeghe et al., 2007a; Verhaeghe et al., 2007b). Family members
reported actively seeking and assimilating information in the present and using their
relationship with the information provider to assess the value of the information
(Verhaeghe et al., 2007b). They talked about using this, in addition with their
knowledge of the patient, to set specific hopes for the short-term future and general
hopes for the long-term (Gelling, 1999; Verhaeghe et al., 2007b). Milestones in the
progress of the patient were used to re-assess and modify hopes regardless of whether
it was a positive or a negative milestone, but positive milestones were often seen as
significant steps towards achieving hopes and therefore were perceived to increasee

hope (Gelling, 1999; Verhaeghe et al., 2007a).

Hope was not always perceived as positive. Some family members reported
times where they realised that their general or specific hope could never have been

attained (Gelling, 1999; Verhaeghe et al., 2007a). They deemed this “false hope”.
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Realising their hope had been “false” was experienced as intensely distressing, and
more distressing than receiving bad news. Family members did not wish to experience
false hope. Inaccurate and incomplete information provision by professionals was

identified as a cause of developing false hopes.

Family members reported times where they lost hope, which was
accompanied by panic, despair and loss of rationality (Gelling, 1999; Verhaeghe et
al., 2007a; Verhaeghe et al., 2007b). This was reported to occur when they received
medical information that disconfirmed progress (Gelling, 1999; Verhaeghe et al.,
2007b). Family members often sought to regain hope in these circumstances through
social support from others (such as staff, other family members or friends) who could
offer comfort from the distress and encourage adjustment of hope (Gelling, 1999;

Verhaeghe et al., 2007a).

No studies were available about the experience of hope for family members
whilst the individual with ABI is undertaking neuro-rehabilitation. Only one study
investigated the experience of hope during long-term recovery after the individual
with ABI had returned to living in the community (Bluvol & Ford-Gilboe, 2004). This
study was conducted with spouses of stroke survivors living in the community. They
found that hope was reported in varying levels for these individuals, and that as hope
increased, reports of behaviours conducive to coping also increased. Hope may
therefore continue to be experienced as a driver for action (in this case, adaptive
behaviour) in family members during long-term recovery. This suggested that hope
may have a role in supporting a family member to adjust to ABI, but it was not yet
known if this improved recovery for the individual who experienced the ABI.

However, it was equally possible that those who were more able to adapt to the
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consequences of stroke had more hope for recovery of their loved one as a result, and

that therefore hope was not a causal factor of improved recovery, but a consequence.

4 Discussion

The aim of this review was to develop an understanding of what the
experience of hope is for individuals who experienced the ABI and their family
members. The thirteen papers included in this review highlighted the complexity of

the experience of hope and its consequent influence on recovery.

Similar to other acquired illnesses and injuries (Duggleby et al., 2012; Korner,
1970), hope was reported to be an important part of the recovery experience in ABI.
Hope was complex, as it appeared that the specific experience of hope was unique to
each individual, but that some broad patterns were evident from the research with
individuals who experienced a stroke, and family members of individuals who
experienced traumatic brain injury or stroke. As suggested by Dufault and Martocchio
(1985) and Farran et al. (1995), hope was perceived to be a future orientated life force
that could be present in different degrees and different ways across the full recovery
period. Individuals reported moving fluidly and dynamically between these different
experiences of hope, with some reporting more fluctuations in the experience of hope
and others reporting one more predominant experience of hope. Neither Farran et al.’s
(1995) or Snyder’s (2000) models of hope were singularly or fully represented in the
studies reviewed. Rather, aspects of both these models appeared to be experienced.
The descriptions of general hope represented elements of Farran et al’s (1995) model
of hope as an experiential process and a spiritual/transcendent process. The
descriptions of specific hope potentially overlapped with Farran et al’s (1995) rational
thought process, and Snyder’s (2000) pathways thoughts (plans to achieve the hope).

Neither model captured reported experiences of false hope or loss of hope. No
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evidence was yet found for the relational process of hope (Farran et al., 1995) or
Snyder’s (2000) concept of agency thoughts (motivation and willpower that enabled
individuals to take action), but this may have been because studies were not designed

to capture these elements.

The experience of hope was perceived to be heavily influenced by factors
related to the individual’s past and present, which could be summarised as internal
and external factors. Internal factors included traits such as optimism and
determination, as well as spirituality. External factors included previous life
experiences, social connectedness with family, friends, staff, and other service users,

information about the ABI, and progress in recovery.

Hope appeared to enable individuals to tolerate distress and uncertainty in the
present, as it allowed them to envision a future where things were better. This was
perceived as “coping”. It also seemed to be a precursor to action; participants reported
that it enabled them to make plans to attain their hoped-for outcome, regardless of
whether this was to obtain improvements related to biological, psychological or social
difficulties associated with ABI. It was not yet clear whether this indeed led to
improved recovery outcomes, but some individuals reported improved quality of life.
These findings were consistent with previous research (Bright et al., 2011; Snyder,

2009).

There were however significant limitations across the reviewed studies that
meant the above description of hope was unlikely to be fully comprehensive, and
neither representative of the entire population of individuals who experience ABI and
their family members. In the context of lack of conceptual clarity of hope (Snyder,

2000), the qualitative studies were not always transparent in the influences of the



17

different concepts. The cross-sectional studies each used differing measures of hope
and recovery. This meant that it was possible that important aspects of the experience
of hope could have been omitted, as well as limiting the comparison of results to each
other. Hope was also most frequently measured at one time point, which meant that it
could not be fully understood how the experience of hope evolved and changed over

time, particularly at transition points in recovery.

Recovery was also measured in different ways, and whilst the qualitative
studies allowed exploration of this complex experience, the cross-sectional studies
used measures which did not capture the full range of outcomes that may be important
to individuals with ABI and their family members. This may have meant that
important influences of hope on recovery were omitted. The lack of quantitative
studies also meant that no objective evidence was available about whether hope lead

to improved recovery outcomes.

Significant gaps in the literature were present; only one study had been
completed with individuals who experienced traumatic brain injuries, and no studies
had been completed with individuals who experienced less frequently occurring types
of ABI due to infections, lack of oxygen, or other toxic/metabolic insults. Family
members were also underrepresented. Of the studies that were available, some core
demographics such as type and severity of stroke were omitted. The cumulative effect
of this limitations was that individual variances across the recovery period in the
experience of hope could not yet be explained or fully explored, and there is no
evidence that the presented findings are generalisable to the entire population of

individuals who experienced ABI and their family members.

4.1 Clinical implications
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Despite the fact that the full experience of hope may not yet be understood for all
individuals with ABI and their family members, given that hope is not considered in
any clinical guidelines (NICE, 2013; SIGN, 2013), it seems important based on the
evidence available to at least advise that clinicians consider offering individuals the
opportunity to talk about hopes during recovery in a supportive and empathic way.
This was because it was consistently raised as an important part of the recovery. As
part of these conversations, clear and accurate information about the person’s
condition is important, as this was reported to shape specific hopes which may

become goals for recovery.

It may also be helpful to offer emotional support at times when individuals report
experiencing loss of hope, or when they have learnt that a hoped-for outcome is
unattainable for them or their family member. This is because these times often were
reported to provoke emotional distress, which can lead to withdrawal from
participating in meaningful activities. Allowing individuals the space to explore these
losses may enable them to feel supported and cared for, and may lead to inspiration

for new hopes that can be strived for.

4.2 Research implications

Overall, much further research is needed to fully understand the experience of
hope in recovery from acquired brain injuries for the individual and their family
members. Firstly, more exploratory qualitative studies are needed, particularly with
individuals who experienced traumatic brain injuries, infections, lack of oxygen, other
toxic/metabolic insults, and family members. These could be conducted at specific
stages of recovery, across transitions, and longitudally, to inform understanding about

the dynamic and evolving nature of hope. It may also be beneficial to conduct such
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studies with dyads of individuals who experience ABI and their family members, to

increase understanding about how hope is influenced and shaped by others.

Secondly, research is needed to assess the validity of existing hope
questionnaires for this population. If these cannot be used to validly assess hope, or if
further exploratory research reveals they do not fully capture the experience of hope
for this population, it may be beneficial to consider development of hope
questionnaires. The development of a questionnaire that captures the full experience
of recovery as consistently shown in the ABI literature (Levack et al., 2010; Pearce et
al., 2008; Salter et al., 2008) is recommended also. In the meantime, further cross-
sectional studies may be useful if they use multiple measures of hope to cover the
different concepts of hope, and measures that assess as much as possible the full
experience of recovery. These could be repeated at different time points in recovery
and in different countries to allow for comparison of results. It would also be useful to
conduct quasi-experimental studies with individuals who report different levels of
hope, to assess whether differing levels of hope are associated with improved or

decreased recovery over time.

Finally, more research is needed to assess the influence of other factors on the
experience of hope, particularly factors that increase hope. For example, given that
other individuals who experienced ABI were reported to have a positive influence on
hope, it may be useful to explore whether involvement in support groups or service

user involvement groups impacts hope in recovery from ABI.

5 Conclusion
Hope was reported to be experienced as a future orientated life force that was

perceived to be present in varying forms and in varying degrees over the course of



20

recovery from ABI for both the individual and their family members. They reported
moving fluidly and dynamically between these different experiences, and this
movement appeared to be influenced by a range of internal and external factors. The
presence of hope increased their perceived ability to cope with distress and
uncertainty, and was reported to be a precursor to engaging with action that,
depending on the aimed for outcome, had the potential to lead to improved recovery
outcomes across any biological, psychological and social impacts of ABI. However,
significant limitations in the measurement of hope and recovery, and the absence of
research with important sub-populations of individuals who experienced ABI and
their family members meant that the described experience of hope may neither fully

represent this experience nor be generalisable to the full population.
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2 EXPERIENCES OF SERVICE USER INVOLVEMENT

Abstract

Service user involvement is under-developed with people who experience acquired brain
injuries (ABI). Systemic barriers and prejudices may have contributed to this. This study
explored the experiences of ten individuals who experienced an ABI and attended a service
user involvement group aimed at improving organisational design and governance. Their
experiences were explored in the context of their personal recovery from ABI. Semi-
structured interviews were conducted and analysed using Interpretative Phenomenological
Analysis. The results suggested that service user involvement was predominantly a positive
experience. SUI enabled participants to re-connect with pre-ABI life. It enhanced their
agency in their recovery via empowerment. It also provided opportunities for developing
valued peer relationships. However, not all participants experienced each of these effects,
which highlighted barriers to meaningful involvement. Increased awareness of these
experiences could support health care professionals to initiate opportunities for meaningful

SUI that may enhance services delivered.

Key words: Acquired brain injury, service user involvement, recovery, personal recovery,

neurorehabilitation
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Introduction

Service user involvement (SUI) is recognised as essential to ensure health services are
shaped to the needs of those accessing them, and therefore forms a central component of UK
national policy (Department of Health, 2012; NHS England, 2012). SUI is defined as
“involvement in decision making and active participation in a range of activities (e.g. service
planning, service evaluation, delivery of care, research, training, recruitment) starting from
the expertise by experience of the person, in collaboration with and as equal partners of
professionals” (Tambuyzer, Pieters & Van Audenhove, 2011). SUI is said to occur at three
levels; individual care, organisational design and governance, and policy making (Carman et
al., 2013). It may take the form of consultation, involvement or partnership, with the latter
representing the highest level of shared power and responsibility (Carman et al., 2013). This
research pertains to SUI in the form of involvement at the level of organisational design and

governance and is here forth referred to as SUI.

Despite limited evidence about the impact of SUI (Mockford, Staniszewska, Griffiths
& Herron-Marx, 2012), the extant literature suggested that SUI underpinned by mutual
respect and value can lead to benefits for services, health care professionals and involved
service users themselves (Doyle, Lennox & Bell, 2013; Omeni, Barnes, MacDonald,
Crawford & Rose, 2014). Yet many groups of individuals are still under-represented or
excluded from participation (Ocloo & Matthews, 2016). One of these groups is people with
acquired brain injuries (ABI) (Clare & Cox, 2003). To contextualise the present study, the
nature of ABI and the recovery process are summarised, followed by a review of evidence

regarding SUI for this population.
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The nature of ABI and the recovery process

ABI is an umbrella term for non-progressive sudden-onset injuries to the brain that
occurred after birth and the neo-natal period (Royal College of Physicians, 2003). The main
causes of ABI include stroke, traumatic brain injury, and brain injuries due to infection, lack
of oxygen and other toxic/metabolic insults (Royal College of Physicians, 2003). Individuals
may experience any range of physical, cognitive, emotional and behavioural changes
(Turner-Stokes, Nair, Sedki, Disler & Wade, 2005) as a direct consequence of the ABI. These
require extensive multi-disciplinary input from health services aimed at regaining
functioning, usually including acute care, in-patient neurorehabilitation, and ongoing support
in the community (NICE, 2013; SIGN, 2013). Despite this support, individuals commonly
experience long-term impairments. Therefore, ABI is recognised as one of the leading causes

of disability in the UK (Headway, 2015; Public Health England, 2017).

The consequences of ABI are not limited to the direct biological impairments, but also
include a wide range of psychological and social impacts (Ellis-Hill, Payne & Ward, 2008;
Williams & Evans, 2003). Bury’s (1982) theory of biographical disruption is the most widely
accepted biopsychosocial theory of the impact of ABI (Levack et al., 2008; Pearce et al.,
2015; Salter, Hellings, Foley & Teasell, 2008). Bury (1982) suggested that the sudden onset
of long-term illness drastically disrupts an individual’s life as it creates new and qualitatively
different conditions. This disruption challenges everyday physical, emotional and social lives,
and leaves a person in a state of uncertainty about the future. Recovery, therefore, becomes
more than regaining functioning. Individuals must reconstruct their identity, personhood, and
place in the world to either reconciliate with pre-ABI life or adapt to the qualitatively new
conditions (Levack et al., 2008; Salter et al., 2008). Internal factors such as hope and
determination are important influences on this process, as well as external factors such as

support and guidance from health care professionals and family members (Levack et al.,
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2008; Salter et al., 2008). Interestingly, there is no definition of recovery in health
populations that reflects the psychosocial aspects of this process, and therefore Anthony’s
definition of personal recovery is adopted. Anthony (1993) defined personal recovery as the
unique process of developing meaning and purpose through which one comes to lead a

satisfying and contributing life, even with limitations caused by the illness.

The need for SUI with people who experience ABI

The development of SUI initiatives with people with ABI has been incredibly limited
despite a need for such involvement at service level. Research showed that people with ABI
have different priorities for their recovery from health care professionals; they were mostly
concerned with resuming previous personal roles and social activities (personal recovery). In
contrast, professionals were often focussed only on the regaining physical functioning
(Burton, 2001; Salter et al. 2008). This variance may mean that current services do not meet
the full needs of people with ABI. Indeed, approximately half of people with ABI report
experiencing ongoing unmet needs in relation to the care they received (McKevitt et al.,
2011; Pickelsimer, Selassi, Sample, Heinemann & Veldheer, 2007). At the level of individual
care, SUI via sharing experiential knowledge to inform decision making about care was
associated with an increase in the individual’s health care needs being met (Kristensen,
Tistad, von Koch & Ytterberg, 2016). Providing a platform for increased narratives of
experiential knowledge at the service level could therefore potentially support the

development of increasingly responsive services to the needs of the populations they serve.

Current barriers to SUI with people with ABI

There are several barriers that have potentially contributed to the scarcity of SUI for
people who experience ABI. Firstly, implementation of meaningful SUI is often described as

complex, with little clarity on how to achieve and measure change (Brett et al., 2012). The
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only study in this area for the population of ABI was conducted in two stroke services, and
found that impact of SUI on services was difficult to measure due to different understandings
of SUI between professionals and service users (Fudge, Wolffe & McKevitt, 2008). In the
absence of clear evidence of the benefits of SUI, there are concerns from professionals that
SUI may actually lead to adverse impacts on the individuals, such as further disesmpowerment
and burden (Slomic, Christianssen, Soberg & Sveen, 2016). This may be further compounded
by a commonly held assumption by health care professionals that individuals who experience
cognitive and communicative impairments are unlikely to be able to engage in SUI in a
meaningful way (Clare & Cox, 2003). In this context, professionals perceived facilitating
meaningful SUI as a labour-intensive and time-consuming process (Ocloo & Matthews,
2016), which could be perceived to be a waste of ever increasingly limited resources without

clear evidence of effectiveness in improving services delivered.

The present study

Differences have been identified in how people with ABI perceive their experience of
recovery and SUI from health care professionals. To facilitate the development of meaningful
SUI for this population, it appears necessary to investigate experiences of SUI within the
context in which they are experienced (recovery). This may highlight benefits and barriers to
taking part. Fudge et al. (2008) identified that people with stroke reported their experiences
of SUI in terms of their personal gains related to their recovery (eg. feeling heard and
increased social opportunity via peer relationships). Therefore, the concept of personal
recovery was selected from which to explore the experiences of SUI involvement. This
research thus aims to address the question: How do people with ABI experience SUI in the

context of their process of personal recovery?
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Method

Design

This qualitative study uses an interpretative phenomenological design (IPA) using
Smith, Flowers and Larkin’s (2009) methodology. This design was selected to enable an in-
depth exploration of how one type of experience (in this case, SUI) was experienced in the
wider context of personal recovery from ABI. A critical realist stance was adopted in all
stages of the research, as IPA posits that objects and phenomena exist in relation to the
person’s current position, but that the way in which these become measurable is through the
relationship with the researcher (Larkin, Watts & Clifton, 2006). To acknowledge the

researcher’s lens, a statement of position is provided in section 2.5.

Data were collected using one-off semi-structured interviews. Participants were
recruited using purposive sampling from one SUI group, and interviewed retrospectively
about their participation in SUI in the context of ongoing personal recovery. The interview
schedule (Appendix 1) was developed under supervision from the research supervisors. The
schedule consisted of broad open-ended questions to allow participants maximum
opportunity to express their experiences in their terms (Smith et al., 2009). Topics covered
included the impact of ABI, recovery process, experience of SUI, and perceived interaction

with the recovery process.

Ethical approval
Ethical approval was obtained from the Bromley NHS Research Ethics Committee
(see Appendix C) and the NHS trust Research and Development Department (see Appendix

E). The British Psychological Society Code of Conduct (BPS, 2009) was adhered to.
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Participants

Context.

Participants were recruited from one trans-diagnostic SUI group embedded within a
secondary care inpatient neurorehabilitation ward in South East England. Inpatients were
invited to attend the open, user led group meetings occurring once every 3-4 weeks. The
group was facilitated by a clinical psychologist and an occupational therapist. Topics of
discussion included issues related to the practical experience of the ward environment, and
wider service organisational issues. Action plans were developed collaboratively and were
implemented by the multi-disciplinary neurorehabilitation team. Progress was fed back to the

SUlI group.

Inclusion and exclusion criteria.
Potential participants were identified according to the inclusion and exclusion criteria

displayed in Table 1.

Table 1: Summary of inclusion and exclusion criteria

Inclusion criteria Exclusion criteria

e Participants must be age 18+ (adult) e Participants must not have any

e Participants must have experienced a physical, cognitive or psychological
first episode of ABI difficulties that would prevent them

e Participants must have attended at from participating in an interview
least 2 SUI meetings without causing high levels of

e Participants must be able to provide distress
informed consent e Participants who did not have

capacity to provide informed
consent
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Sampling strategy.
A purpose sampling strategy was used to recruit participants who reflected the
population of individuals who experience ABI (differing types and ages). Homogeneity of the

sample was according to SUI experience.

Participant characteristics.

Eleven individuals were eligible for participation in this study. Ten provided written
informed consent and participated (n = 10). One could not be contacted. Participant
demographics are displayed in Table 2. Most participants were male (n = 7). Participants
ranged in age from 19 to 80 (median = 58 years). ABI related demographics are displayed in
Table 3. Participants experienced differing types of ABI, including stroke (n = 5), traumatic
brain injury (n = 3), meningitis (n = 1) and hypoxic brain injury (n = 1). The length of stay in
neurorehabilitation was on average 3.3 months (range: 2 months to 4.5 months), with
participants attending on average 2.8 SUI group meetings (range: 2 to 6). All participants’
SUI had ended upon discharge from neurorehabilitation. Two participants were interviewed
as inpatients within one week of discharge. Eight participants were interviewed post-

discharge from neurorehabilitation (average: 4.6 months, range: 1 month to 12 months).
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Table 2: Participant demographics

Gender Age Ethnicity
Male n=7 18-24 n=2 White n=10
Female n=3 25-44 n=1 British
45-64 n=2 First
65-84 n=>5 language
English n=10
Marital Highest level Employment
status qualification pre-ABI
Single n=4 None n=2 Full-time n=3
Married n=3 GCSE n=4 Retired n=>5
Divorced n=3 A-level n=1 Student n=1
Undergraduate n=2 Carer n=1
degree
Table 3: Demographics related to ABI and neurorehabilitation
Type of ABI Time in neurorehabilitation Number of SUI group
meetings attended
Stroke n=>5 0-2 months n=1 2 n==6
(Ischaemic) (n=1) 2-4 months n=7 3 n=2
(Haemorrhagic) (n=4) 4-6 months n=2 4 n=1
Traumatic Brain n=3 5 n=0
Injury 6 n=1
Meningitis n=1
Hypoxic Brain n=1
Injury
Total time since Total time since discharge
ABI to interview from neurorehabilitation to
interview
0-6 months n=3 Inpatient at n=2
7-12 months n=3 interview
13-18 months n=2 0-3 months n=3
18-24 months n=2 4-6 months n=3
7-9 months n=1
9-12months n=1
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Procedure

Participant recruitment.

Eligible participants were identified from a list of SUI group attendees who had
consented to being contacted about research. Initial contact was made by a member of their
care team, and with consent the potential participants were contacted by the lead researcher to
inform them of the study. Participants were provided with the Participant Information Sheet
(Appendix F), and copies of the Consent Form (Appendix G). Participants indicated their
intent to take part by returning a signed consent form by post. A £10 voucher reward was

offered to each participant.

Data collection.

Prior to commencing interviews, participants were reminded of the study information
(Appendix F & G) and were invited to ask questions. Given that all participants had some
degree of cognitive impairment, the lead researcher informally assessed capacity to consent
to participation in the study and participants provided written informed consent before the
interview was conducted. Participants completed the Participant Demographic Questionnaire
(Appendix H). An audio-recorded semi-structured interview (Appendix I) was then
completed. Interviews lasted on average 54 minutes (range: 18 to 100 minutes), and 9.5 hours

of data were recorded.

Given the potential sensitive nature of the interview topics, and the potential
vulnerability of individuals who experience ABI, measures were in place to protect
participants from undue distress during the interview, such as opportunity for breaks and
early termination of interviews without any reason. Participants were verbally debriefed at
the end of the interview, and their wellbeing was checked. None reported experiencing

distress as a result of the interview or need for support.
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Data analysis.

Interviews were transcribed verbatim. The data analysis was completed according to
Smith et al.’s (2009) methodology. This was selected for its provision of a clear analytic
framework with flexibility to present results in a way that fitted the data collected. The
framework consisted of six stages. First, individual transcripts were read multiple times for
immersion, followed by initial noting of descriptive, linguistic and conceptual comments.
Emergent themes were developed next by mapping connections, relationships and patterns
between initial notes. Then the emergent themes were grouped into themes (Appendix L).
Each of these steps were repeated per participant. The themes of each individual participant
were collated at group level to reflect patterns of themes across participants via subsumption,
abstraction and polarisation (Smith et al., 2009). These sub-themes were then organised into

superordinate themes (see Appendix M).

Statement of position

I am a white British female who identifies as heterosexual. | have previous experience
of working in an Older Adult Mental Health and Memory Assessment Service where there
was a culture that valued SUI. | am training to be a clinical psychologist where SUI
perspectives are shared through lectures. | believe that experiential knowledge enriches my
practice, and my beliefs lead to me wondering whether SUI had any effect on service users

themselves.

Quality assurance

The guidelines for qualitative research by Elliot, Fisher and Rennie (1999) were
utilised to ensure quality. “Owning one’s perspective” was achieved in three ways. Firstly,
the researcher provided a statement of position. A bracketing interview was completed prior

to commencing data collection, and a reflective diary was kept throughout the process of the
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research (Appendix O). “Providing a credibility check” was achieved by including a
verification step within the data analysis by continuously comparing developing ideas against
quotes and excerpts and discussing theme development with research supervisors. To support
transparency of the analysis, appendices illustrating theme development have been included
(see Appendices J, K, L & M). “Grounding in examples” was evidenced by including
multiple quotations for each theme within the results section and providing an extended list of

quotations (Appendix N).

Results

This study aimed to explore the experience of SUI in the context of the process of
personal recovery from ABI. Consistent with the concept of personal recovery, each
participant’s experiences were unique. However, three superordinate themes of the influence
of SUI on this process were identified. The first theme described the perceived mediating
effect of SUI on biographical disruption whilst in neurorehabilitation. The second theme
described the sense of belonging SUI was reported to provide at a time when participants felt
socially isolated. Participants reported that this occurred via the development of peer
relationships. Thirdly, the perceived empowering effect of SUI is described. Participants felt
this supported their ability to take an active role in their recovery both during
neurorehabilitation and in the present. The subthemes of each of these themes and an
overview of illustrative quotations can be viewed in Table 4. Pseudonyms have been given to

each participant to protect their anonymity.
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Table 4: Superordinate themes and subthemes

Superordinate Theme

Subtheme

SUI as a mediator for
biographical disruption
during neuro-
rehabilitation

ABI as a cause of biographical disruption

Engaging in an ongoing meaning-making process

SUI as a provider of temporary biographical continuity

Peer relationships
developed via SUI as a
source of belonging in
neuro-rehabilitation

Social isolation during neuro-rehabilitation

SUlI as a provider of valuable peer relationships

SUI as a source of
empowerment in recovery

Agency as vital to recovering from impairments
associated with ABI

SUI as a source of personal empowerment in recovery

The shared voice as a source of empowerment

SUI as a mediator for biographical disruption during neurorehabilitation

This theme summarises the perceived effect of SUI as a provider of a sense of

biographical continuity in the context of reports of total loss of pre-ABI life. It consists of

three subthemes; ABI as a cause of biographical disruption, engaging in an on-going

meaning-making process, and SUI as a provider of temporary biographical continuity.

ABI as a cause of biographical disruption.

This theme summarises the devastating losses participants reported experiencing as a

consequence of ABI. The eight participants living in the community described both physical

and cognitive impairments that had impacted on their ability to engage in all activities, from

basic self-care to enjoyed work and hobbies. They had experienced this as a total disruption

of life as they knew it.

“But that’s my, my life is, completely upheaveled. Pretty topsy turvy. I’ve gone from

doing everything, to nothing.” (David)

The impact of these losses was that participants felt they were no longer the same

person, particularly in the early stages of recovery during neuro-rehabilitation.
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“It’s really weird, like it kind of makes you think like that can’t have been me. | must
be looking back on someone else. But then it’s like, I’m not at all, I’m not looking
back at someone else, I’m looking back at myself. So it’s just really, it’s really

bizarre.” (Richard)

The two participants who were still inpatients at the time of interview reported a
partial disruption of their lives at present that was associated with anticipation of the losses

they would experience upon discharge.

“I should be able to go to (supported living)... It’s a good thing, | mean it gets me out

of here. So yeah, yeah. | mean, I’d rather go back to my mum’s.” (Florence)

Five participants reflected on neurorehabilitation as a time where their “being” was
obscured from others as a result of the consequences of ABI. They found health care staff
related to them as they appeared at that time, which led to a sense that they had lost their

personhood in addition to losing their sense of life coherence.

“They can’t be perfect, can they? Nobody can. Some are a lot better than others, the
girls are more cheerful, more happy. But I’ve seen ones where you could be, haha,
smile, and then the next, without you, not really looking. You’ve got to look actually

at me, but they are looking like they’re talking to a moron again, you know.” (Robert)

In the context of these wide-ranging losses and changes, participants reported feeling
significantly distressed. They reported feeling intensely shocked, despairing, depressed, and
angry. Some also experienced fear as a result of becoming aware of their mortality, and what

ABI might mean for their future.

“Yeah it is like upsetting, because it’s just like, it was just like a moment’s blip, that

my whole life was changed. (Richard)



16 EXPERIENCES OF SERVICE USER INVOLVEMENT

“It was very scary, because I’m a nurse and | know about strokes. And he said | was
lucky to get to hospital, because they said, she will, if she makes it to hospital, but |

probably wouldn’t make it there.” (Stephanie)
Engaging in an ongoing meaning-making process.

As a consequence of biographical disruption, nine participants appeared actively
engaged in an ongoing process of meaning making. The purpose of this process seemed to be
to integrate their pre-ABI life and current experience to regain a coherent life narrative. This
supported participants to reduce their experience of distress and begin to orient themselves to

achieving their desired future recovery. Participants reported an initial absence of meaning.

“My sister was there at one point, and a doctor came through to say to her that um,
after the scan 1’d had, because | seemed to have scans all the time, um, it 