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Executive Summary

This thesis reports the findings of a doctoral study which sought to explore the everyday lives of
survivors of stroke and their caregivers, who live in Wales, UK. Through an exploratory multimethod approach to research, data collected from survivors of stroke, their caregivers, and
Stroke Club observations provided in-depth insight into the participants' lives, and the
contribution of Stroke Clubs to the personal support networks of the study participants. The
findings of this study provide an insight into post-stroke life in Wales. The findings also
highlight the value of social enterprise (Stroke Clubs) in the context of supporting survivors of
stroke and their caregivers, in the months and years after stroke. The key conclusions of this
study are that survivors and caregivers benefit from life-long support. Furthermore, the social
enterprise sector provides an avenue of informal support and has the potential to meet the aims
of policy makers, by filling the gaps in existing service provision. This thesis contributes to the
fields of sociology, social policy, social enterprise, and research methods for research involving
vulnerable adults. Recommendations for practitioners, policy makers, and social entrepreneurs
are underpinned by the study findings and include suggestions for effective collaboration
between the sectors. The limitations of this study are that the sample consisted of eight (of nine)
participants who engaged with Stroke Clubs. Therefore, a contrast between those who attended
Stroke Club and those who did not could not be established. However, this thesis does form the
basis of such study in the future as it highlights what the participants perceive to be benefits of
Stroke Club.
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1.0

Introduction

This thesis reports the findings of a qualitative study funded by Bangor University under the
125th Anniversary Scholarship Scheme. The study explored the everyday lives of survivors of
stroke and their caregivers in Wales, and the ways in which social enterprise initatives contribute
to post-stroke life.

Everyday life is a broad phrase which is used by academics in the existing knowledge base to
explore various aspects of sociology. Everyday life is considered by Heller (2016) to be a social
contract and made up of social interaction in society. This includes the behaviour of individuals,
and situations that occur in daily life, which Karp et al. (2016) feel individuals may take for
granted. For the purpose of this thesis, the author defines everyday life as the behaviours of, and
situations experienced by the study participants. This included situations which occur regularly,
perhaps on a daily basis and experiences which have been significant for the participants and
may have impacted on their daily lives in some way. By doing so, this thesis explores the
participants’ post-stroke lives; that is, their feelings towards life situations, their behaviours
towards life situations, their levels of social participation, and the support they receive.

To explore the phenomenon of interest in its entirety, data collected from Stroke Clubs through
observational research informed how social enterprise initiatives provided support to the
participants, while interviews using the Biographic Narrative Interpretive Method (BNIM)
allowed the author to consider the participants' perspectives on such support. To fully ascertain
the support that the participants received and their feelings about it, the thesis reports on health
and social care policy initiatives and whether they are deemed effective in providing a
contribution to the participants’ lives.

The findings of this study contribute to academic literature within the Social Sciences, and
Business Studies disciplines, and have implications for health and social care practitioners,
policy makers, service providers and social enterprise organisations. Through in-depth insights
into the everyday lives and experiences of individuals who have experienced a stroke and their
caregivers, service responses and policy development, this thesis informs a greater understanding
of how to provide effective support to people who are living with stroke in their everyday lives.

1

1.1

A Note on Terminology Adopted within this Thesis

Throughout this thesis, the participants who have experienced stroke are referred to as
‘survivors’. This phrase is not only prevalent in the existing literature; it is the term that the
individuals who had experienced stroke used to describe themselves. Furthermore, in this study,
the term ‘caregiver’ is used to refer to those people who provide care for the survivors of stroke,
who are adult children of the survivors, their spouse, or partner.

1.2

Development of the Research Questions and the area of interest

The research questions were:
•

What is everyday life like for people living with stroke in Wales?

•

What is everyday life like for caregivers of survivors of stroke?

•

How are survivors of stroke and their caregivers supported in their everyday lives?

These questions prompted the development and exploration of substantive areas of interest
presented in Figures 1 and 2, underpinning the review of the existing literature in Chapters 2 and
3. By having two separate elements to the model presented in Figure 1, the author highlights the
dyadic nature of the study of carers and the cared-for which allowed consideration of multiple
perspectives. This approach ensured the findings of this study provided as full a picture as
possible, making the findings robust and reliable.

The review of the literature helped the author further develop the research questions. To draw
valid research conclusions, the author then defined the research aims and objectives. There were
three research aims to this study which are outlined overleaf, along with the research objectives
set to meet each aim.
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The research aims and objectives were as follows:
Aim 1:

To explore the everyday lives and experiences of survivors of stroke and their
caregivers by:


Gaining an insight into everyday life with stroke;



Identifying key aspects of everyday life, such as challenges faced and changes
experienced.

Aim 2:

To identify the key avenues of support for survivors of stroke and their caregivers by:


Identifying the key actors who provide help and support to survivors and their
caregivers;



Exploring the role of the (identified) key actors and their contribution to the
everyday lives of survivors and caregivers.

Aim 3:

To explore how the social enterprise sector supports survivors of stroke and their
caregivers by:


Defining social enterprise in this context;



Exploring how the social enterprise sector can support policy initiative and
statutory sector provision (from the participants perspective);



Exploring the contribution of social enterprise (Stroke Clubs) to the everyday
lives of survivors of caregivers.

These aims and objectives along with the review of the existing literature influenced the
exploratory research design and the inductive, qualitative methodology of the study.

3

1.3

Research Rationale

There are over 1.2 million survivors of stroke in the UK (The Stroke Association 2016), 66,000
of which are said to reside in Wales (Welsh Governent 2017). Stroke is recognised as the largest
cause of adult disability and the third most common cause of death after heart disease and all
cancers in the UK (Kumar et al. 2015; The Stroke Association 2016; Welsh Government 2016a;
Williams et al. 2008). Stroke remains a key area for Welsh health and social care policy. There
are approximately 7,600 strokes in Wales each year (Welsh Government 2017), 6,000 of which
are new stroke incidences (Welsh Government 2016a). Much previous academic research and
health and social care policy have had a strong focus on prevention strategies, as healthcare
professionals and policy makers are increasingly aware of the risks of stroke. Advances in
medical research have led to more people surviving stroke. With the rate of stroke incidence
staying the same, more people are living with the impact of stroke in their everyday lives
(Ashton et al. 2010; Glasby 2017; Kim et al. 2015; Lee et al. 2011). This trend also suggests that
there is an increase in the number of family members becoming caregivers of stroke survivors.
This assumption is justified by the research of Bäckström and Sundin (2009), Cameron et al.
(2013), McPherson et al. (2011), and The Stroke Association (2016) who state that when
survivors return home from hospital, they are (typically) cared for by family members. As there
are more survivors of stroke, there is a stronger need to support survivors and caregivers in their
everyday lives.

To do this effectively, academic researchers and policy makers need to

understand the lived experiences of both the survivors and their caregivers. The findings of this
study contribute to the existing literature by discussing these perspectives, through a
methodology which will allow for reflection and the consideration of any change over time.
This research is particularly important, as there is a gap in the existing literature which focuses
on survivors and their caregivers (experience combined) in the months and years after stroke.
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1.4

Reviewing the Existing Body of Knowledge

Chapters 2, 3, and 4 report the existing research in the fields of sociology, health and social care,
policy, and practice. The focus of this study meant that this review of the existing literature
considered predominantly qualitative and narrative research. However, quantitative data streams
were also considered, as no specific data stream or approach was excluded from the search
criteria.

When deciding keywords used, the author referred to terminologies used by other authors and a
thesaurus to consider alternative terminologies; beginning each search area with an initial
keyword or phrase. To narrow the search results down, the author refined the search parameters
by considering further limiters such as the year of publication and descriptors. The author
broadened the parameters again when the search became too narrow. Further possible linkages
were also explored with use of Boolean operators such as ‘AND’ and ‘OR’ within the search
parameters, allowing exploration of the core topic and the interrelationships which surround it
(Finfgeld-Connett and Johnson 2013).

The search was conducted using online public bibliographic databases such as Web of
Knowledge, PsycINFO, and Medline (CSA), as well as private bibliographic databases such as
the Applied Social Sciences Index and Abstracts (ASSIA); and, the Cumulative Index to Nursing
and Allied Health Literature (ACINAL). The search also utilised specialised bibliographic
databases consisting of government reports, Census Data websites, and online search engines.
Academic research papers, books, and journals consulted throughout the review, as well as a ‘by
hand’ search, allowed backward tracking where the author referred to reference lists used by
other authors.

Figure 1 overleaf presents the conceptual framework which underpins the review of the existing
literature discussed in Chapter 2 and 3.
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Figure 1:

Areas of Exploration: Chapters 2 and 3

A Priori Themes
Everyday life: Survivor
Living with the outcomes of
stroke
Survivor need
Coping with post-stroke life
Emotional and psychological
wellbeing
Personal support network
Social participation
Quality of life

The
Survivor –
Caregiver
Relationshi
p

Relationship
between
themes

A Priori Themes
Everyday life:Caregiver
Defining the caregiver
Preparing for the caregiving
role
Caregiver need
Coping with post-stroke life
Personal support networks
Social participation
Quality of life
Emotional and psychological
wellbeing

Emerging Themes
Positive perspectives
Perception of the self
Identity
Stigma and
discrimination
Specific coping
strategies
Participation in
activities
Intellectual fulfilment
The literature reported in Chapters
2 and 3 was revisited as themes
emerged from the primary data
collection.
Emerging Themes
Positives of caregiving
Perception of the self
Identity
Specific coping
strategies
Participation in
activities
Intellectual fulfilment
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As Figure 1 illustrates, the review of the existing knowledge base on everyday life and stroke
was inclusive of the following key themes:
•

Stroke - to gain an understanding of the causes of, prevention of, results of, and
rehabilitation;

•

Living with Neurology, cerebrovascular disease, and vascular conditions - to gain a
deeper understanding of stroke and related conditions;

•

Everyday lives (of survivors and caregivers) – with a focus on chronic disease;

•

Quality of Life – to learn of those key elements of everyday life referred to by
professional practitioners, and academics; and,

•

Social Participation, with a focus on living with physical disability and neuro-disability.

Figure 1 presents, in blue, the a priori themes. These themes formed the basis of the literature
review and the basis of this study. As the primary data was analysed, new themes began to
emerge from the data. These themes are presented in green. As Figure 1 shows, the author
revisited the literature and conducted a futher review of the existing knowledge base as themes
emerged from the research. This ensured that the literature reported in Chapters 2 and 3 of this
study is current, and that all key themes from the study were thoroughly explored. Therefore,
figure 1 not only informs the development of Chapters 2 and 3, it also shows key themes which
surround the everyday life and lived experience concept, in the context of survivors of stroke and
their caregivers. Finally, Figure 1 also presents to the reader, the themes which impacted on the
participants’ everyday lives as found in this study.

Figure 2 overleaf presents the areas of interest explored within Chapter 4: Supporting Survivors
and Caregivers. The overlap of the circles represents the focus of the literature search. Similarly
to Figure 1, the a priori themes are presented in the colour blue, and those themes which emerged
from the data analysis are presented in green.
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Figure 2:

Areas of Exploration: Chapter 4

A Priori Themes
Shown in Blue

Welsh Statutory
Sector

Health and
Social Care
Stroke Policy
Policy/
caregiving
policy

Social
Enterprise
Sector Support

Survivors of Stroke and
their Caregivers

Third Sector
Support

Emerging Themes
Support from employers
Perspectives on the
effectiveness of the
support delivered

The literature reported in Chapter 4
was revisited as themes emerged
from the primary data collection

As Figure 2 illustrates, the author explored the literature surrounding supporting survivors and
their caregivers, focusing on the following themes.
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While reviewing the existing knowledge base the author drew on advice by McGivern (2013),
Gray (2013) and Silvernman (2013), and considered the appropriateness of each resource by:
•

Its validity – were the methods robust? Was the sample adequate?

•

Its credibility – where was the source from? Which journal is it in? Is it cited? Has it been
critiqued by another author?

•

Its reliability – were the methods reliable? Is the data reliable? Are there any supporting
or conflicting articles?

The author stored each citation reviewed into an online RefWorks database. This strategy
ensured that all references were stored and readily retrievable, when appropriate, adding
efficiency and rigorousness to the reviewing process. This phase was on-going throughout the
whole study. The search parameters were revisited towards the end of the study, to ensure that
all findings, discussion, and literature searched was up to date, current and relevant.

1.5

Thesis Structure

Here the thesis structure is presented. Chapters 2, 3, and 4 provide a review of the existing
literature. Then, Chapter 5 presents the research design and methodology, Chapter 6 introduces
the study participants and Chapters 7, 8, and 9 present the research findings. Chapter 10 closes
the thesis, through its conclusion and recommendations.

Chapter 2: The Impact of Stroke, first explores the existing body of knowledge of the impact
which stroke can have on a survivor's post-stroke life. This discussion includes topics such as
living with physical and neurological disability, emotional and psychological wellbeing, the
transition into the caregiving role, and identified survivor and caregiver need.

Chapter 3: Post-Stroke Life, continues the discussion from Chapter 2, with a focus on the
survivor and caregiver relationship, personal identity, stigma, and discrimination, coping, social
participation and perceptions of quality of life.

Chapter 4: Supporting Survivors and Caregivers, explores the existing literature on the ways in
which survivors and caregivers receive support from the statutory, third, and social enterprise
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sectors. The chapter describes health and social care policy and practice in Wales and discusses
the development of Welsh stroke-specific policy.

Chapter 5: Research Design and Methodology, describes and provides a rationale for the
research approach, design, and methods chosen in order to collect, analyse, and interpret primary
data, and meet the research aims and objectives.

Chapter 6: Setting the Scene: An Introduction to the Study Participants, provides a context to the
research findings by giving an overview of the study participants and the details of their stroke,
case by case.

Chapter 7: Findings: Living with Stroke, reports the experiences of living with stroke as reported
by the study participants, both survivors and caregivers, with a focus on various elements of their
everyday lives as highlighted in the existing literature and the narratives told.

Chapter 8: Findings: Intellectual Fulfilment, Hobbies, Interests and Social Participation,
continues from Chapter 7 and discusses the participants' perspectives of intellectual fulfillment in
their post-stroke lives, and discussion on hobbies, interests and social participation since the
participants experienced stroke, or became caregivers.

Chapter 9: Findings: Supporting Survivors and their Caregivers, reports of the ways in which
caregivers and survivors are supported by the statutory, third, and social enterprise sectors.

Chapter 10: Conclusions, Recommendations, Implications, and Reflections, synthesises the
research findings, presenting the author’s concluding thoughts, reflecting on the research
process, providing recommendations for Welsh policy makers and practitioners, and highlighting
the implications for future health and social care policy development and avenues for future
research.
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1.6

Chapter Summary

This chapter has introduced the thesis and has detailed the thesis title, the research questions and
the aims and objectives of the study. With the methodology deployed explained and justified,
and the reader provided with a summary of each chapter contained within the thesis, the next
chapter, Chapter 2 discusses the existing literature on living with stroke, considering both the
survivor and caregiver perspective.
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2.0

The Impact of Stroke

Chapter 2 is the first of three chapters which report a review of the existing knowledge base.
Chapter 2 reports the existing knowledge of living with stroke; highlighting the emotional and
physical impact of stroke. Chapter 3 reports of post-stroke life inclusive of social participation
and coping, and Chapter 4 reports of supporting survivors and caregivers of stroke, and discusses
support avenues and personal support networks. The research questions required a broad range
of literature to be considered. The author acknowledges that there is a depth of literature in each
area discussed in the literature review. However, for the purpose of this study the author reports
a wide range of interconnected literature which explores the breadth of inconnection in this
context. This provides an overview of key aspects and provides a context for the study and
shows the breadth of existing knowledge which the findings of this study contribute to and build
upon. The findings of the review are reported across the literature review chapters (Chapters 2,
3, and 4).

This chapter provides an overview of the extisting knowledge of the everyday lives and
experiences of survivors of stroke and their caregivers. First, this chapter reports of the existing
knowledge of living with stroke and the caregiving experience. This discussion includes living
with and caring for people with physical and/or neuro-disability. In doing so, this chapter
provides an insight into the lives of those who are living with stroke in their everyday lives. The
author then highlights the identified needs of survivors of stroke and caregivers as reported in the
literature, followed by the caregiver perspective on their transition into the caregiving role and
the caregiving experience, as reported by the existing knowledge base.

Conducting a review of the literature provides the reader with background context to this study
by giving insight into the lives of survivors and their caregivers, as reported in the existing
knowledge base. In doing so, this chapter provided a platform for this study, which allowed the
author to explore the concepts reported in the existing knowledge base, in the context of the
participants of this study.

12

2.1

Living with Stroke

Stroke is a life-changing complex condition, and those who survive it often do so with physical
and/or neurological challenge as well as an impact on brain functionality. Neurological damage
to the brain caused by a stroke can result in a variety of bodily changes. These changes can have
a psychological impact on the survivor. Stroke can also lead to a wide range of neurological and
physical disabilities and impairments which can affect survivor and caregiver emotional and
psychological wellbeing (Nelson et al. 2016; Starosciak et al. 2016). This section discusses the
literature on living with a physical and/or neurological disability, followed by emotional and
psychological wellbeing.

2.1.1 Neurological and Physical Disability

As acknowledged in Chapter 1, stroke is the leading cause of adult disability in the UK (Kumar
et al. 2015; The Stroke Association 2016; Welsh Government 2016a; Williams et al. 2011).
Nelson et al. (2016) assert that 80 percent of survivors across the UK live with an average of five
other health conditions (such as those discussed below) and a wide range of psychological issues
as a result of their stroke. The World Health Organisation (WHO) (2016) describes disability as
an umbrella term which refers to a person’s impairments, activity limitations, and/or
participation restrictions. Rather than being defined as a health condition, the WHO (2016)
considers disability to be reflective of interactions between a person’s body and features of the
society in which they live. Therefore, it is important to consider the context of the person’s
everyday life when researching participants living with a disability.

Post-stroke physical disability may present itself as paralysis of one side of, or across the whole
body (The National Institute of Neurological Disorders and Stroke 2008).

In some cases,

sensory deficits and central pain syndrome may be experienced, which may result in an inability
to feel touch, or experience pain, numbness and/or tingling in the paralysed limb (The National
Institute of Neurological Disorders and Stroke 2008).

Post-stroke neurological disability may

present itself as cognitive impairment, visual impairment, post-stroke fatigue, incontinence, or
epilepsy (also considered a physical disability). These conditions can lead to limitations to a
person’s post-stroke physical ability (Cumming et al. 2013; Sarre et al. 2014; WHO 2016).
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Those who live with a disability in their everyday lives may need more time to complete, and in
some cases, require assistance with, everyday tasks compared to those without (Lawrence et al.
2016; Thompson and Ryan 2009). Such assistance may be required when completing physical
tasks such as housework, getting dressed, personal grooming, preparing and eating meals,
washing clothes, driving, food shopping, and transport, inclusive of transportation to health
services. Those survivors who are living with a physical disability may also require assistance
toileting, getting out of and into bed, as well as help with food and drink consumption (Brogan et
al. 2015; Camron et al. 2013; Thompson and Ryan 2009).

Furthermore, survivors may find themselves needing to make changes to their everyday lives
such as finding alternative transport such as a taxi or a bus, to driving a car. It is possible for
some survivors to have an adapted car. However, some disabilities such as epilepsy may prevent
them from obtaining a driver's licence.

Such changes may impact on a person’s social

participation, which is defined by Stiers et al. (2012) as a person’s involvement or participation
in their home (internal) environment, and/or wider society (external environment). The concept
of social participation is discussed later in Chapter 3, Section 3.5. The remainder of Section
2.1.1 continues to discuss cognitive impairment and considers other outcomes of stroke such as
communication and expression difficulties, incontinence, epilepsy, and post-stroke fatigue.

2.1.1.1

Cognitive impairment

Cognitive impairment is a common outcome of stroke and often impacts upon a person’s quality
of life and independence. Quality of life is defined and discussed in more detail in Chapter 3,
Section 3.6. Cumming et al. (2013) define cognitive impairment as an umbrella term which
refers to a person’s inability to hold attention or focus, execute, plan, organise or visualise a task.
A person with cognitive impairment as a result of stroke may be unaware of their level of
impairment, and the impact their stroke has had on them which can lead to a distorted
perspective of the self post-stroke. Survivors may experience memory difficulties (Cumming et
al. 2013; Hilari 2011; Kalaria et al. 2016; Pasi et al. 2012; The National Institute of Neurological
Disorders and Stroke 2008). The nature of post-stroke memory deficits has led to cognitive
impairment being linked to post-stroke dementia (Kalaria et al. 2016; Pasi et al. 2012).
However, Pasi et al. (2012) exert caution with this phrase as despite being widely used, the
terminology merely describes dementia which has occurred after stroke. Therefore the phrase
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post-stroke dementia does not isolate dementia as a result of stroke from dementia as a condition
in its own right.

Post-stroke cognitive impairment may mean that survivors struggle to express and understand
language in both written and oral form which can affect a survivor’s ability to learn something
new, or relearn a skill they had pre-stroke (Cumming et al. 2013; Hilari 2011; The National
Institute of Neurological Disorders and Stroke 2016). An example of this is that a survivor may
be able to form grammatically correct sentences, but with no meaning. More commonly the
ability to conduct thought processes may be lost.

Furthermore, survivors with cognitive

impairment may also experience difficulties in expressing and identifying appropriate emotions
which can result in a lack of confidence when communicating with people (The National
Institute of Neurological Disorders and Stroke 2008). Because of the way in which cognitive
impairment presents itself, post-stroke cognitive impairment has been linked to a negative impact
on rehabilitation as it can affect the ability to understand, remember, and be aware of deficits
(Barman et al. 2016; Pasi et al. 2012). Cumming et al. (2013) and Wei et al. (2016) assert that
some of these aspects overlap into one another and can be affected by ‘mood’; expressed by
post-stroke fatigue, emotional, and psychological wellbeing.

Communication and expression difficulties affect at least 25 percent of all people who survive
stroke (The Stroke Association 2012a). In their studies, McKevitt et al. (2010) report that 23
percent of respondents reported difficulties reading. Furthermore, survivors diagnosed with
speech disorders such as aphasia (inability to speak, or be understood), dysarthria (difficulties in
forming the right words due to muscle weakness in the mouth), apraxia (where signals from the
brain to muscles required to perform a specific task are affected), or dyspraxia (the ability to
control and co-ordinate the movements that are needed to talk are affected) (Dyspraxia
Foundation 2017). Arntzen and Elstad (2013) and Eriksson et al. (2012) found that stroke not
only impacts on daily functioning, but also on social participation which includes a person’s
employment, socialising, and family life.

This change can also have an impact on self-

perception, and how survivors view their post-stroke lives; impacting on their perceived quality
of life. Arntzen and Elstafd (2013) also assert that identifying the traits and diagnosing survivors
with conditions such as apraxia early on may assist professionals in implementing therapies and
rehabilitation to focus on improving communication with and identifying the needs of aparatic
patients and improving their everyday life. Furthermore, Forsberg-Warleby et al. (2007) report
that those caregivers who care for survivors with aphasia often express lower levels of life
satisfaction and wellbeing, than those who did not, even though overall relationship satisfaction
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itself had not changed.

Perhaps this is due to the communication challenges that aphasia

presents.

2.1.1.2

Visual impairment

Visual impairment may be experienced post-stroke (Rowe 2013; Wolter and Preda 2015). Rowe
(2013) asserts that vision impairment affects between 37 percent and 66 percent of survivors in
the UK each year. Having an impact on survivors' everyday lives, vision impairment affects
their ability to drive, read, write, and participate in a social activity, and also brings many
emotional challenges. With the impact that visual impairment has on a person’s everyday live,
Ribeiro et al. (2015) identified that those who experience visual impairment are more likely to
report feelings of isolation, loneliness, a poor quality of life, and depression than those without.

2.1.1.3

Incontinence

Incontinence is also reported as a common outcome of stroke (Mani et al. 2015; Pizzi et al.
2009). A reversible yet common effect of stroke, incontinence may occur when sensory controls
in the bladder are affected, or the bladder and/or bowel muscles are weak.

Incontinence

increases the risk of a fall and results in feelings of depression (Mani et al. 2015). Brogan et al.
(2015) and Cai et al. (2015) explain this link, stating that incontinence leads to an increased risk
of urinary tract infection which can leave survivors with reduced body balance.
Pizzi et al.’s (2009) study of survivors of stroke found that 76 percent of their sample of 106
participants experienced incontinence.

They concluded that those survivors who were

incontinent reported a more negative impact on their functional ability post-stroke than those
who were not. Olsson and Berterö (2015) further assert that people who experience incontinence
more often report feeling a sense of guilt and shame, as well as feeling that incontinence has a
negative impact on their quality of life due to the lack of control of their bodily functions.
Incontinence itself, as well as an increase in falls, can lead to anxiety and reluctance to socialise;
resulting in self-built barriers to social participation (Brogan et al. 2015; Cai et al. 2015).
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2.1.1.4

Epilepsy

Epilepsy is said to impact on the surivior’s confidence and self-esteem and inhibit the ability to
drive which affects a survivor’s level of independence in their everyday lives (The Stroke
Association 2012b). Jungehulsing et al. (2013) report stroke to be the leading cause of seizure
and epilepsy in older populations. Epilepsy can have a negative impact on a person’s quality of
life and yet there are limited treatment options (Tanaka and Ihara 2017). Furthemore, Chang et
al. (2014) report that stroke type was a risk factor, as they found that the participants of their
study who had experienced a hemorrhagic stroke were at significant higher risk of epilepsy than
those whose stroke was ischemic. However, Chang et al. (2014) also found that epilepsy also
increased the risk of further (recurrent) stroke.

2.1.1.5

Fatigue

Emery (2015), Larson et al. (2008) and Thompson and Ryan (2009) report that post-stroke
fatigue is under-researched and underestimated in clinical practice. Presenting itself as a lack of
energy, lack of motivation, boredom, lack of strength, or physical and/or psychological
weariness (Ikemoto et al. 2015), post-stroke fatigue often contributes to depressive states in
survivors (Emery 2015; Jaracz et al. 2015; Larson et al. 2008; Thompson and Ryan 2009; Wei et
al. 2016).

Highlighting the value of post-stroke fatigue research, White et al. (2014) go so far as to claim
that post-stroke fatigue in itself is ‘disabling'. They rationalise this by explaining that in their
research, they found that those who experienced post-stroke fatigue were easily exhausted and
felt physically and mentally drained. White et al. (2014) found that this contributed to feelings
of hopelessness, which resulted in reduced motivation and participation in rehabilitation and
social activity. Supporting this, Larsson and Mattsson (2016) assert that post-stroke fatigue
impacts on a person’s social participation inclusive of their engagement in society and
employment. Survivors living with post-stroke fatigue may also have to find ways of adapting in
their daily lives. They may change activities they participate in or give up activities completely.
Larsson and Mattsson (2016) also assert that those living with post-stroke fatigue may feel as
though they are more dependent on support from other people than they were pre-stroke. This
feeling of increased dependency can lead to decreased confidence and may evoke feelings of
guilt for being dependent.
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2.1.2 Emotional and Psychological Wellbeing

Living with stroke can be challenging for survivors and caregivers alike. The physical and
neurological effects of stroke as discussed earlier in this chapter (Section 2.1.1) can impact upon
survivor and caregiver emotional and psychological wellbeing. The existing literature reports of
survivor and caregiver depression and anxiety (Alajbegovic et al. 2014; National Institute of
Neurological Disorders and Stroke 2008; Thomson and Ryan 2009), fear and uncertainty
(Gosman-Hedström and Dahlin-Ivanoff 2012; Lawrence 2010; Schmid et al. 2011; White et al.
2014), frustration and anger (Barskova and Wilz 2007; Jaracz et al. 2015), and of caregiver
burden and strain (Boosman et al. 2011; Denno et al. 2013; Gosman-Hedström and DahlinIvanoff 2012; Kumar et al. 2015; Yoong and Koritsas 2012) being common post-stroke.
Notably, Bastawrous (2012) asserts that caregiver burden is a multi-dimensional concept which
(for that reason) hosts no single definition. Linked with stress and strain, caregiver burden as a
term relates to the challenging elements of the caregiving role. More specifically, the literature
describes caregiver burden as an umbrella term which encompasses the physical, psychological,
emotional, social and financial stresses that individuals experience due to providing care and the
caregiving circumstance and impacts upon caregiver quality of life (Jeong et al. 2015).

In it not uncommon for caregivers to experience similar psychological and emotional challenges
to those of the people they care for (Kumar et al. 2015). Caregivers need to be supported in their
everyday lives as the caregiving role can have an adverse impact on the psychological health and
wellbeing of the caregiver which may lead to a decline in the caregiver’s physical health.
Furthermore, where there is emotional and psychological distress placed on the caregiver,
caregiving can result in adverse outcomes such as stress and anxiety, for both caregivers and
their survivors (Davies and Honeyman 2013; Snyder and Keefe 1985; Forsberg-Warleby et al.
2007).

Also, Dahlberg et al. (2007) identified a correlation between the number of hours a person
provides care and caregiver ill health. They found that the more hours a person spent caregiving,
the more likely they were to experience either physical or psychological ill health. Therefore,
the time commitment to caregiving can impact on caregiver self-perceived quality of life which
further highlights the importance of caregiver time out from the caregiving role. Also, the
challenges resulting from the caregiving role can lead to further challenges, in maintaining a
good life balance and overall wellbeing (Rochette et al. 2007).
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2.1.2.1

Depression and Anxiety

Depression is the most common outcome of stroke for survivors (Godwin et al. 2013; Hackett et
al. 2005; Hayhow et al. 2014; The National Institute of Neurological Disorders and Stroke 2008;
Wilson et al. 2007) and is linked to increased risk of experiencing another stroke, death from
stroke and is related to poor post-stroke outcomes (Starosciak et al. 2016).

One-third of

survivors are diagnosed with a form of depression (Alajbegovic et al. 2014; The National
Institute of Neurological Disorders and Stroke 2008). Post-stroke depression impacts upon a
survivor’s social life and can take the form of a generalised anxiety disorder, major depression,
and post-traumatic stress disorder in survivors of stroke, which can have a negative impact on
social participation (Kitzmuller et al. 2012; McKevitt et al. 2011).

In their research, Alajbegovic et al. (2014) report depression to be more common in female
survivors and younger survivors. They, along with Hayhow et al. (2014), highlight a link
between the level of depression and post-stroke disability. Depression is more prevalent when
there is increased dependency, and there has been a long-term hospital stay (Hayhow et al.
2014). Furthermore, Wei et al. (2016) report that post-stroke depression was more common
among their study participants when there was low social participation.

Anxiety, frustration, anger, sadness and a sense of grief for the change to their physical and
mental capabilities post-stroke can contribute to feelings of angst (National Stroke Association
2017). Such feelings can also lead to symptoms of depression such as feelings of hopelessness,
self-loathing and anger or irritability (Ayerby et al. 2013; Lewin-Richer et al. 2015; Wei et al.
2016). Those survivors who are living with depression may also experience disturbed sleep
patterns, fatigue, a change in eating patterns or sudden change in weight, feeling lethargic,
feeling irritable and desire to isolate themselves (Lewin-Richter et al. 2015; Wei et al. 2016). As
well as impacting negatively upon levels of social participation, depression can also lead to
survivors feeling discouraged, which may lead to reduced motivation to participate in
rehabilitative activities, reducing the overall speed and effectiveness of recovery (Ayerby et al.
2013; Wei et al. 2016). These feelings can also contribute to an unwillingness to accept
rehabilitative treatment, perhaps preventing recovery completely (Wei et al. 2016). Although
these emotions are responses to psychological trauma, some emotions are a result of brain
damage caused by stroke (Wei et al. 2016). Impacting on the survivor's perception of their poststroke life, such feelings are associated with an increased desire to commit suicide, requests for
euthanasia, poorer outcomes of stroke overall, and lower reported perceptions of quality of life
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(Harmandayan et al. 2012; Pompili et al. 2015). However, despite these outcomes and the posed
risk of harm, depression is often undetected and is not treated adequately by professionals
(Flyckt et al. 2014).
There are also some links between the survivor’s personal circumstance (such as their home
environment, whether they are in a committed relationship, whether they have children and/or
whether they have a wide circle of friends) and depression. Therefore, it is important to consider
the personal circumstances of the participant survivors and caregivers when conducting research
for this study. Grav et al. (2012) discovered a link between social support (inclusive of financial
contributions) and depression. They found that where social support was low, feelings of
depression and negativity were high and participant health and wellbeing was low. Supporting
this, Yoong and Koritsas (2012) also found that reduced financial support resulted in poorer
health.

It is not uncommon for caregivers to also experience similar emotional difficulties as the person
they care for, such as depression and anxiety (Barskova and Wilz 2007; Jaracz et al. 2015). As
previously stated, Forsberg-Warleby et al. (2007) identify lower feelings of wellbeing for those
caregivers of survivors who had communication difficulties. They report that one-third of
caregivers experience depression when caring for someone with complex communication
challenges. In their research, Bäckström and Sundin (2009) found that caregivers felt depressed
that they were dependent on other people for time away from the caregiving role, stating that
they felt selfish for doing so. Such feelings can lead to caregivers isolating themselves within
the caregiving role and prevent them from seeking opportunities for respite, or ‘time out’,
leading to feelings of isolation, depression, and loneliness.

Therefore, caregivers may

unintentionally create their own barriers to respite by not engaging in support and opportunities
offered and actively avoid seeking support from others (Bäckström and Sundin 2009; Johnson
and DeSouza 2008). However, admittedly engaging in such opportunities and seeking support
may present a psychological challenge for caregivers, leading them to be considered ‘hard to
reach’ in the eyes of social policy and statutory sector support provisions. The participants of
Bäckström and Sundin’s (2009) study do identify that support in the home from paid caregivers
can allow for time away from the caregiving role. Therefore, caregivers feel less guilt from
obtaining support from professional paid services and are more likely to ask for respite from
such services.
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2.1.2.2

Fear and Uncertainty

Wren (2013) defines fear as a heuristic device and states that it is not socially constructed, but
instead, it is a self-contained response to trauma and a developmental result of activity. Poststroke fear can be felt by both survivors and caregivers. One fear is that the survivor may
experience a physical fall. The fear of falling is said to reduce over time as confidence increases
(Schmid et al. 2011; White et al. 2014). A fear of reoccurring stroke can also be expressed
(Girgis et al. 2013; Lawrence 2010; White et al. 2014), or a fear of confinement within the home
(Gosman-Hedström and Dahlin-Ivanoff 2012; White et al. 2014). Although it is reported by
Gosman-Hedström and Dahlin-Ivanoff (2012) and White et al. (2014) that survivors and their
caregivers may fear being confined to the home, Sklenarova et al. (2015) report that fear can
result in anxiety, and/or a reluctance to engage with the external environment, that is, the
environment outside of the home, inclusive of community, due to feelings of perceived public
stigma (stigma is discussed further in Chapter 3, Section 3.3). Therefore, although survivors and
their caregivers may not wish to feel confined, their anxiety and fear may create barriers to them
engaging outside of their home. Caregivers also report feelings of fear, of what the future may
be for themselves or the survivor they care for (Bäckström and Sundin 2009; Sklenarova et al.
2015) as well as financial insecurity, and future health and wellbeing (Gosman-Hedström and
Dahlin-Ivanoff 2012; White et al. 2014). These feelings can stem from the perceived pressures
(by the caregiver) of the caregiving role (Gosman-Hedström and Dahlin-Ivanoff 2012).

Yoong and Koritsas (2012) report that caregivers often feel restricted in their caregiving role due
to a lack of alone time and reportedly value and look forward to time outside of the home to
pursue their interests (Boosman et al. 2011). These feelings can impact on the caregiver’s social
life, the ability to plan ahead for activities such as holidays, and is a challenging aspect of the
caregiving experience (Bäckström and Sudin 2009). This also lead to caregiver participants
from Bäckström and Sundin’s (2010) study feeling that their life lacked spontaneity.

An explanation for the reported lack of spontaneity in the lives of the caregiver is that of
uncertainty. The levels of uncertainty vary from the acute stage of stroke, into the longer term.
While at a hospital there are uncertainties in the outcome for the survivor and the demands of the
caregiving role, as well as thoughts about the survivor and caregiver’s perceived life. This
uncertainty also relates to changes which could be experienced by both the survivors and
caregivers in their post-stroke lives. Therefore, the anticipated outcome and what might happen
contributes to feelings of uncertainty. After being discharged from the hospital, uncertainty
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continued to present itself as the caregivers developed concerns and fears that the survivor may
fall, experience further stroke, experience an epileptic fit, or that the survivor’s post-stroke health
may deteriorate further. These concerns highlight that caregivers’ fear and anxiety are not
dissimilar to the survivors’ themselves. Furthermore, Girgis (2013) highlights that uncertainty
was present in the months and years after survivors were discharged from hospital. Participants
of Girgis’s (2013) study (both survivors and caregivers) reported that feelings of uncertainty
related to the stroke itself and how to prevent a further stroke. Furthermore, Gosman-Hedström
and Dahlin-Ivanoff (2012) and Thompson and Ryan (2009) report of caregivers feeling uncertain
about the effectiveness of healthcare interventions and therapies which can increase feelings of
worry and concern - contributing to overall caregiver strain. This suggests that there needs to be
better provision for reassuring survivors and caregivers, improving communication with them
and keeping them informed of their progress.

2.1.2.3

Caregiver Burden, Stress, and Strain

Caregiver burden impacts on the psychological and emotional wellbeing of caregivers (Kumar et
al. 2015). Godwin et al. (2013), Jeong et al. (2015), and Ostwald et al. (2015) observe that
spousal caregivers often feel they have a strong sense of burden depending on their personal
circumstances such as their financial situation, employment status and level of health. Kumar et
al. (2012) define caregiver burden as negative thought and strain experienced by a person who is
caring for someone who is chronically ill.

Denno et al. (2013) observe that high levels of caregiver burden and heightened feelings of
anxiety and depression are connected. Kumar et al. (2015) assert that there is a link between
self-reported caregiver burden and support received in the caregiving role. They claim that
where caregivers receive support from friends, family, or professional services, they typically
report lower levels of burden than those without. However, regardless of any third party support
received, caregivers often still felt constrained as to when they were able to leave home
themselves, and report feelings of entrapment; always having to be ready to help (GosmanHedström and Dahlin-Ivanoff 2012; Thompson and Ryan 2009).

Gosman-Hedström and

Dahlin-Ivanoff (2012) report that these feelings contribute to fatigue, exhaustion, and stress, as a
result of feeling as though the survivor needed them nearby all of the time. Furthermore, those
caregivers with dependent children expressed concern that their children were turning away from
them.

They explained that their dependent children felt that their parent (the survivor’s
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caregiver) could not spend as much quality time with them as they could pre-stroke, that they
were now less important than the survivor who required care (Gosman-Hedström and DahlinIvanoff 2012). This notion demonstrates how the caregiver role can impact upon other family
members and the caregiver’s relationships, and could potentially lead to feelings of isolation and
loneliness in the caregiving role and contribute to feelings of guilt.

The impact of caregiving can often lead to feelings of burden, stress, and strain, which may place
a further demand on the caregiving role (Hassan et al. 2011; Jaracz et al. 2015). These feelings
were amplified when the survivor’s experienced communicative difficulties post stroke as those
feelings became harder to communicate due to a lack of expressive ability. Spousal caregivers
of survivors with communication difficulties are at highest risk of caregiver strain due to feelings
of distress and upset at witnessing their partner’s communication difficulties (Fatoye et al. 2006;
Bäckström and Sundin 2009; Barskova and Wilz 2007; Jaracz et al. 2015; Palmer and Glass
2003; Vincent et al. 2009) which, as previously mentioned, can impact on caregiver wellbeing.
However, the caregiver participants of Gosman-Hedström and Dahlin-Ivanoff’s, (2012) and
White et al.’s (2014) study informed that their stress was caused by their frustrations at the
statutory sector support system and getting the support they needed. Jones and Morris (2013)
and Haley et al. (2009) report the most stressful element of caregiving is associated with the
survivor’s behavioural mood, presented as depression, loneliness and/or anxiety. Caregiver
stress was reported to be heightened where survivors experienced memory problems and/or
physical care needs, specifically where the survivor experienced fecal incontinence. However,
Jones and Morris (2013) report that the greatest challenge for caregivers was achieving a balance
between supporting survivor dependency and encouraging survivors to try for themselves to
support and promote independent living.

Stajduhar (2013) researched caregiver experience and identified that some caregivers would
prefer to make alternative arrangements to care at home, primarily because of the associated
burdens. Those caregivers who lived with the people they provided care for often dream about
being ‘set free’ from their caregiving role while wishing for improvement in the survivor’s
health. However, they also held concerns about being alone in the instance of mortality; a
concept deemed less frightening for those spousal caregivers with offspring (Boosman et al.
2011). The desire to be set free emphasises the perception of the burden that caregivers are
under.
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2.2

Defining the Caregiver and the Notion of Kinship Obligation

Stroke not only impacts on the everyday life of the survivor; it also impacts on the everyday lives
of their family, friends, and their caregivers (who are usually also family members) (Burholt and
Dobbs 2014; Davies and Honeyman 2013; Gaugler 2010; The Stroke Association 2015a). It is
common practice for the caregiving role often becoming the responsibility of a family member
(where present) when a survivor returns home from hospital (Bäckström and Sundin 2009;
Hassan et al. 2011; McPherson et al. 2011; The Stroke Association 2015a; Toule et al. 2015).

Supporting this, The Stroke Association (2016) identify that one-third of the 1.2 million
survivors in the UK receive assistance from caregivers in their everyday lives, of which one in
five are cared for by a family member and/or friend (Toule et al. 2015). In their research,
Bäckström and Sundin (2011) found that where survivors were married or living with a partner,
they would typically be cared for by their cohabiter, while those survivor participants from their
study who lived alone received care from their adult children, siblings, friends, or neighbours.
They also found that those survivor participants who were children or young adults would tend
to be cared for by their parents, friends, or neighbours.

The notion of family members becoming caregivers is particularly common in rural geographies
where poorer access to services compared to more urban geographies mean that informal care
structures and support networks are common (Williams 2008). Johnson and DeSouza (2008)
found through their research that when there were several adult children in a family, and the
survivor was a parent, the caregiving responsibility would typically rest on the eldest child. In
turn, the eldest sibling (the now caregiver) would receive support in their caregiving role from
their younger siblings. However, those adult children who were an only child and became
caregivers for their parent(s) did so without such support, emphasising the importance of other
family members and friends in supporting single adult children in their caregiving role.

Notably, there was no age range or consideration of caregiver circumstance reported in Johnson
and DeSouza's (2008) study. This highlights a further avenue of exploration. By identifying the
adult children’s caregiving experience and exploring the circumstances which surround their
caregiving role, the author may ascertain the full impact of the caregiving role on the adult child
caregivers’ everyday lives. The author notes it cannot be assumed those eldest adult children of
survivors are willing to become a caregiver or become the primary caregiver when another
parent is not present, nor must it be assumed that they receive support from their siblings.
24

The notion of caregiver obligation is not new. In 1989, Qureshi and Walker (1989) claimed
there was a hierarchy of caregiving obligation. In order from highest to lowest: the spouse,
daughter, daughter-in-law, then members of the same household.

This trend shows that

traditionally females of the family ranked higher up the hierarchy than male family members.

Twigg and Atkin (1994) contributed to this research and referred to the concept as kinship
obligation. They described that society had opinions as to who should take on the responsibility
of the caregiving role when a family member became unwell. This view is said to be varied and
guided in part by cultural assumptions (Burholt and Dobbs 2014), gender and marital status
(Schales and Schneider 2012).

More recently Seddon and Robbinson (2015) report that

caregiver participants of their studies indicated that they felt a moral obligation to take on the
caregiving role. Reflecting on the influence of culture upon caregiving obligation, Burtholt and
Dobbs (2014) contribute to the notion by describing that in independent cultures such as those
typically found in Western populations, kinship obligation to provide care would occur where
there is a need such as ill health. Whereas in contrast, cultures, where there are typically
multigenerational households such as those typically found in Eastern populations, kinship
obligation, occurs between younger and older populations on an age qualifying basis. This
demonstrates how culturally derived assumptions continue to underpin the informal support
networks presented globally.
Demonstrating this, Katbamna’s (2004) study of South Asian families who lived in the UK
identified a fundamental cultural difference in the caregiving role compared to that of a family of
British culture. In South Asian families’ physical touch between adults who are unmarried is
prohibited.

Therefore, in South Asian families, survivors may only receive assistance in

personal care from their marital partners.

For caregivers, this means that they are more

constrained in their everyday lives as they are the only adult allowed to provide such assistance
to their partners. Therefore, unlike British families, South Asian families are not able to delegate
some of their caregiving responsibilities, regardless of another adult family member being
present and willing to take on the caregiving role (or provide support), or a paid caregiver being
available to them. This lays more reliance of the marital partner as caregiver and means that the
caregivers themselves, in this situation, cannot access support from professional services such as
that offered by the statutory sector.

This creates a challenge for policy makers and practitioners within a multi-cultural nation as they
need to ensure they understand ways in which they can offer support to families across a multi25

cultural society while respecting the cultural norms within it. Effective caregiving has been
identified by Ekstam et al. (2011) and Jones and Morris (2012) as being a key contributor to
successful rehabilitation. Therefore, it is important to understand the caregiving role fully, and
what it is which makes caregiving ‘effective’. By understanding the caregiving role in its
complexity policy makers and practitioners become better informed as to how to support
caregivers in their everyday lives. This may then have a positive impact on survivor recovery.

2.3

Preparing for the Caregiving Role

Caring for someone who has experienced stroke can be a life-changing commitment. The
existing literature informs that many caregivers feel that they have not been given sufficient
support or guidance from professional services (such as statutory sector services or third sector
organisations) for them to prepare for the caregiving role, and understand how to best support the
survivor they care for. This contributes to increased caregiver stress and can result in the
caregiver experiencing poorer health (Ostwald et al. 2015).

Glendinning et al. (2009) state that caregiver support should include a combination of practical
help and psychosocial support and be tailored to the survivor and caregiver needs, easily
accessible and low cost. However, White et al. (2014) report that caregivers do not receive
sufficient information about stroke, and what their caregiving role entails. Ostwald (2014)
asserts that caregivers of stroke survivors are often confused and uncertain about what stroke is,
and inform that caregivers seek information about stroke and what it means for them, as well as
what the outcomes of stroke may be for the survivor to be more prepared for the caregiving role.
Describing caregivers as active seekers of information, Johnson and DeSouza (2008) and White
et al. (2014) report that caregivers will often proactively search a range of sources. Such sources
include books and the internet; and observe, and listen, to see if they can gain any further
information from professional while visiting their survivor at a hospital (White et al. 2014).
However, caregivers from Carlsson et al.’s (2012) and Gallacher et al.’s (2014) studies reported
that the information they retrieved from paid professional caregiver services was unusually
inadequate as it was generic and therefore not particularly relevant to their personal
circumstance. This further supports the importance of understanding the participant’s personal
circumstances to support them in their caregiving role. However, Carllson et al. (2012) and
Gallacher et al. (2014) did acknowledge that this may be a by-product of poor communication
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between the parties involved. Their studies also highlighted that caregivers sought to learn how
best to provide care, and gain skills to support them in their caregiving roles before discharge, as
they did not feel as though they could take on the caregiving role. This can only impact
negatively on caregiver confidence and thus their self-esteem.
Furthermore, caregivers from Thomson and Ryan’s (2009) study expressed that they wanted to
be prepared for when the survivor returned home from hospital. They also wanted to have any
adaptions to the home which were required to be completed in advance of the survivor's return.
However, a lack of support from the statutory sector in preparing the home environment was felt
(Thomason and Ryan 2008). In addition, caregivers from studies in the existing literature also
report feeling as though their ability, age, physical health or willingness to care for someone else
has not been assessed appropriately by professionals (Duthie et al. 2015).

Duthie et al. (2015) and Lutz et al. (2011) report that a core challenge for caregivers transitioning
into the caregiving role was that of balancing the expectations of family members such as
dependent children and the person they were providing care for. This resonates with GosmanHedström and Dahlin-Ivanoff’s (2012) earlier claim, that caregivers could feel the strain as
dependent children may feel though they have become less important. Duthie et al. (2015) and
Lutz (2011) found this to be particularly challenging where family expectation differed from the
expectations of health professionals as those professionals in charge of organising rehabilitation
and discharge did not necessarily take into consideration the family’s expectation of the reality
of what might happen when the survivor returned home. This meant that family members were
not properly prepared for the survivor's return as they were not aware of the survivor’s full
ability which often differed from their expectation.

2.4

Positive Perspectives and Caregiving

The majority of the caregiving literature reports upon negative caregiving experiences (Kruithof
et al. 2012). Kruithof et al. (2012) consider a caregiver’s perspective of their everyday life and
their caregiving role, to be reflective of their caregiving experience. Therefore, if the caregiver
has a positive experience, they are likely to reflect on the more positive aspects of caregiving and
feel as though they find caregiving a more positive experience than those caregivers who may
struggle to cope with the caregiving role and feel more negative about the caregiving experience.
Furthermore, Quiping and Loke (2013) found that caregivers were more willing to provide care
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if they had positive perceptions or experiences of the caregiving role. Caregivers from Quiping
and Loke’s (2013) study described such positive perspectives as a result of a good relationship
with the cared for person, feeling a sense of reward or personal growth for the caregiving role
and personal satisfaction.

Such personal satisfaction could be felt if the caregiver can combat the challenges they perhaps
felt they would not manage prior to their caregiving role. This, in turn, may also result in
increased self-esteem. Then this could act as a ‘buffer’ against negative aspects, which then
become outweighed. Furthermore, Kruithof et al. (2012) consider positive caregiving
experiences to be intertwined with perceived life satisfaction, and recommend that rehabilitation;
both research and practice should focus more upon positive caregiving experiences. This would
support caregivers in feeling a sense of wellbeing in their everyday lives, and also contribute to a
positive self-perception of their quality of life. This would also support them in their caregiving
role; contributing towards improving caregiver self-esteem. Such positive perception is reported
by Quiping and Loke (2013) to be a by-product of daily enrichment events and self-efficacy.
Therefore, caregiver support should focus on encouraging caregivers to explore opportunities to
include enrichment activities into their daily lives and improve efficiency in their everyday life.

Reflecting upon positive caregiver experience, 90 percent of the caregiver participants from
Haley et al.’s (2009) study reported that they felt that caregiving enabled them to appreciate their
life more. Caregiver participants from Boosman et al.’s (2011) study indicated that caregiving
gave them a renewed confidence - in both their abilities as a caregiver, and in the reliability of
friends’, family, and/or professional paid carers who offered support and assistance. Similarly,
Yoong and Koritsas (2012) found that caregivers sometimes felt a sense of personal satisfaction
and gave a more positive appraisal of their lives.

They assert that the caregiving role has a

positive influence on a caregiver’s quality of life as the caregiving role granted caregivers with
opportunities to receive support, develop relationships, and participate in leisure activities.
Supporting this perspective, Davies and Honeyman (2013) suggest that the caregiving
experience can encourage families to gain a deeper cohesion and provides opportunities to
strengthen the family unit. They also report that some caregivers may experience an increase in
personal growth and development; increasing their knowledge, self-esteem, confidence and
greater opportunities to form new friendships through support groups. However, the author
reflects that as experience is subjective and that positive or negative feelings about the
caregiving role are influenced by many factors such as the caregiver’s circumstance, more
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specifically their stage of life, their perspectives of their pre-stroke life, as well as their life goals
and expectations.

2.5

Identified Need

Hassan et al. (2011) identify that while health-related unmet needs may be met over time, they
remain doubtful that psychological health and emotional wellbeing needs will ever be fully
addressed. Girgis et al. (2013) suggest that there is a decrease in the prevalence of unmet
caregiver need over time; however, they found that approximately one-third of caregivers who
reported an unmet need still claimed that the need had not been met 24 months later. They also
discovered that after 24 months, the unmet needs were about the wellbeing and relationships of
the caregivers themselves.

Both caregivers and survivors identified a desire for more support surrounding occupational
therapy (Duxbury et al. 2012) and a need for people to understand stroke (Bäckström and
Sundin 2009). Caregivers also report sharing the stress of the survivor, in feeling that there is a
lack of understanding from friends and other family members about their lives with stroke. They
report that other friends and family did not understand that they were committed to being
physically near the survivor. However, primary caregivers do tend to conceal the true demands
of their role in order to avoid compassion and pity from others and avoid the perception that they
are complaining (Bäckström and Sundin 2009). This supports earlier comments, which identify
a reluctance to take on support from friends and professionals.

2.5.1 Survivor Need

Here, the identified needs of survivors of stroke as highlighted in the literature are identified.
The support services which aim to meet those needs are discussed further in Chapter 4 (Section
4.3.4).

McKevitt and Fudge (2012) conducted a study of stroke survivors who had experienced a stroke
in the last five years. Participants were asked to complete the Stroke Association’s ‘Daily Lives
Survey’, and did so between September and December in 2011. The number of unmet needs
reported by the participants varied between one and 13, with the average number being three per
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person. All of the study participants reported at least one unmet need.

McKevitt and Fudge

(2012) suggest that this emphasises that meeting the needs of stroke survivors is an on-going
concern. More specifically, 54 percent of the participants reported that they felt they needed
more information about stroke, highlighting a key area for future development.

This was also identified in a previous study conducted by McKevitt et al. in 2011. In this study,
McKevitt et al. (2011) identified that more respondents from Wales and Northern Ireland
reported a lack of information about stroke than in England and Scotland. This not only
emphasises that the issue has not improved over time but also highlights an inconsistency with
health and social care policy delivery, relating to stroke, between UK regions. Therefore, there
needs to be more of a focus on information delivery in Wales and Northern Ireland, and perhaps
a comparative strategy review could be conducted in future research to highlight the key areas.
Breaking this down further, 37 percent of respondents reported that they did not receive adequate
information on their diet, 21 percent sought more information on holidays for people with a
disability, and 16 percent wanted more information about which benefits they are entitled to and
how to access them.

Furthermore, 15 percent of respondents sought information on aids and adaptions for the home,
and 12 percent reported that they required more information and advice about driving. The
survey also identified that 73 percent of those which reported emotional problems post-stroke
informed that they didn’t receive the help they needed to deal with their emotions. Also 43
percent of respondents who experienced post-stroke fatigue reported that they did not receive
support in this area (McKevitt et al. 2011).

Mckevitt et al. (2011) reflect that they were not surprised that lack of information was a key
issue emerging from the survey, but acknowledge that they found it surprising that there was no
differentiation between those who had experienced stroke one year ago, to those who
experienced stroke five years ago. Therefore, there has been no substantial improvement in this
area over the last five years. They also found that those people who had disabilities, were from
ethnic minority groups, or lived in deprived areas, reported higher levels of unmet needs.

It is also assumed that adults with chronic conditions are more likely to report an unmet need
than those without, due to their increased level of identified needs (Ronksley et al. 2012:2013).
Ronksley et al. (2012) suggest that where needs are unmet, it is due to accessibility or
availability rather than the provision being non-existent.

Therefore, service provision and
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delivery can have a significant influence on the level of unmet needs of a survivor and their
caregiver.

To further identify the unmet needs of stroke survivors, the Greater Manchester Stroke
Assessment Tool - GMSAT - has been developed. This is an evidence-based assessment tool
which covers 38 common areas of stroke, assisting with the six-month review. Using closed
questions which require yes or no answers, the assessment aims to quickly and efficiently
identify the areas in which the survivor or caregiver might have an unmet need.

These

requirements range from medicine management to general health, such as smoking and diet, to
employment, hobbies, and activities, and travel, and can be discussed at the survivor’s own home
(The National Institute for Health Research 2014). The Stroke Association collaborated with the
National Institute for Health Research (NIHR) (2014) to review of the GMSAT National Pilot
Project in 2010. This study assessed the unmet needs of 137 patients.
Supporting McKevit et al.’s (2011) findings, this review identified that the sample produced an
average of three unmet needs, with the frequency of reported unmet needs ranging from 0 to 14
across 34 different areas. The most frequent reported unmet need was fatigue, which was
reported by one-third of participants. Furthermore, approximately one-quarter of the participants
reported unmet needs in the areas of memory, concentration and attention (26 percent);
secondary prevention (non-lifestyle) (22 percent); and depression (19 percent). As a result, 464
actions were noted. 50 percent of participants were to access provisions where they would be
provided information and advice, 21 percent were advised to make an appointment with a
primary care team, 20 percent were signposted to other services, and 9 percent were referred to
other services such as social services, speech, and language therapy, continence advisory
services, and occupational therapy. To date, this assessment tool has been implemented in the
English regions of Merseyside, London, Norfolk, Greater Manchester, the North of England,
Nottingham, and Yorkshire (The National Institute for Health Research CLAHRC for Greater
Manchester 2014).
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2.5.2 Caregiver Need

Johnson and DeSouza (2008) recognise that (non-professional) caregivers do have some needs in
common with professional caregivers; they acknowledge that some of the identified needs vary
considerably due to caregiving occurring in an already existing relationship; unlike other forms
of caregiving relationships such as those between survivor and professionals.
Caregivers from Johnson and DeSouza’s (2008) study reported they felt as though they were
‘going it alone’, highlighting that there was a lack of awareness of the needs of people who
provide care across the statutory sector.

Supporting this, Tseng et al. (2015) and White et al.

(2014) highlight that there needs to be an improvement in the way information is provided
because, as identified previously, a lack of information can cause uncertainty among survivors
and caregivers. Furthermore, as previously stated in Section 2.2, there was a perceived lack of
support in preparing the home for the return of the survivor from hospital. This meant that on
occasion, adaptations were not made to the home before the survivors came home (Thompson
and Ryan 2009).

Survivor unmet need and dissatisfaction with caregiver support are said to have a negative
impact on the caregiver. Taking into account the caregiver’s perspective, Palmer and Glass
(2003) found that many family members feel that they would beneﬁt from psychosocial services;
despite them not being accessed. Reporting on the benefits of psychosocial support, supporting
caregiver mental, emotional, social and spiritual wellbeing, Cheng et al. (2014) assert that
psychosocial support provides caregivers with caregiving skills and advice which allowed them
to cope with stress more effectively than they did before they received the support. Furthermore,
caregivers who received psychosocial support reported a more positive wellbeing and had
reduced reliance (of the survivor and themselves) on statutory sector provisions.

In addition, Gaugler (2010) considers that the timing of clinical interventions could be improved
by better understanding of the psychosocial changes that family members experience. Denzl et
al. (2013) and Hassan et al. (2011) report that caregivers as well as survivors would benefit from
more information, particularly in regards to learning caregiving skills relating to the physical
aspects of caregiving and preparation for the caregiver role as well as advice of how to promote
the survivor’s functional ability and how to sustain themselves, the survivor and the family life
within this role would also be beneficial. This would help address some of the issues identified
in this chapter thus far. Furthermore, caregivers also report that they sought assistance with
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finance (Duthie et al. 2015; Greenwood et al. 2009a; Bulley et al. 2010), with participants from
Johnson and DeSouza’s (2008) study informing that they discovered they were able to claim
Attendance Allowance on the off-chance; help with dealing with feelings of anxiety and distress;
help with coping and adapting to life after stroke; and better support provisions (Denzl et al.
2013; Hassan et al. 2011). These aspects correlate with earlier comments on the psychological
aspects being more challenging than physical aspects as these reported needs express a desire to
gain more support from emotional strain. Furthermore, caregivers feel that improvement in these
areas would help improve the post-stroke experience and improve the perception of quality of
life (Denzl et al. 2013; Hassan et al. 2011).

Davies and Honeyman (2013) report that the families of those with intellectual disabilities and
challenging behaviour often do not receive the practical support, training, and information they
need. This highlights an area of weakness in support provision. Due to the complexity of the
caregiving role when caring for a survivor of stroke, there is a need for caregiver-specific
strategies to be developed to assist them in finding ways to cope and support them in their
caregiving roles, (Hassan et al.

2011; Simonič et al. 2012). This could potentially help

caregivers to experience positive associations with the caregiving role and improve their selfperception of their quality of life. Quality of life is discussed further in Chapter 3 (Section 3.6).
A correlation between unmet need and the level of interruption in the caregiver’s daily life is
shown by Girgis at al. (2013). They found that where there was a higher level of interruption the
caregiver tended to report unmet needs which related to anxiety, depression, avoidant and active
coping, and out-of-pocket expenses. In contrast, caregivers who experienced lower levels of
interruption experienced increased levels of wellbeing and also received social support and so
fewer unmet needs were reported. Supporting this, Boosman et al. (2011) report caregivers also
felt they needed more personal time. Social support contributes to reduced interference of the
caregiving role in everyday life and provides the caregiver with more personal time. This leads
to better levels of wellbeing and reduced unmet needs. Girgis et al. (2013) also acknowledge
that unmet needs such as depression and anxiety became more dominant over time highlighting
the importance of these needs being met.
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2.6

Chapter Summary

This chapter reports of the complex and unique nature of post-stroke life for both the survivors
and caregiver. The varying outcomes of stroke, survivor care needs and the impact of the carer’s
circumstance on the caregiving role are unique to each individual.

This is an important

consideration when providing support for survivors and caregivers in their everyday lives.

The existing literature reported throughout this chapter highlights how experience can contribute
to survivor and caregiver wellbeing. As identified earlier, caregiver self-esteem is a key element
of a caregiver’s perception of their quality of life. Therefore, it is important to effectively
support caregivers in their caregiving role as this may give them a better self-perception of their
everyday lives, and also impacts on the perceived quality of life for the survivor. This chapter
also highlights the importance of supporting caregivers in their caregiving role and developing
policy which focuses upon providing caregivers with positive experiences to enable them to have
a more positive perspective on their caregiving role. In turn, this could provide the survivor with
more effective care and give them a better perspective of their everyday life.
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3.0

Post-Stroke Life

This chapter provides further context to the study. Following on from Chapter 2, it continues to
explore living with stroke. First, the nature and quality of the relationship between the caregiver
and survivor is discussed. Then, the concept of a changed identity post-stroke, followed by the
literature which identifies coping strategies adopted by survivors and caregivers will be explored,
along with those aspects which make up survivor and caregiver personal support networks. This
is followed by a discussion on post-stroke social participation. Finally, post-stroke quality of life
is discussed, along with identification of the key indicators which are used by medical
professionals and researchers to evaluate a person’s quality of life.
In doing so, this chapter provides an insight into a person’s sense of post-stroke life, for both
survivors of stroke and their caregivers. It discusses changes in everyday life and coping
strategies which may be adopted. By reviewing the literature on quality of life, the author also
highlights the ways in which better perceptions of survivor and caregiver quality of life may be
achieved.

3.1

The Survivor - Caregiver Relationship

The relationship between a survivor and their caregiver cannot be defined simply as a
relationship between an ‘active’ caregiver and a ‘passive’ care recipient.

Instead, this

relationship is best described as a relationship between two social actors (Alexander and Wilz
2010). This relationship is complex and unique to the social actors and can host many changes
in the relationship itself, and the everyday lives of both parties (Morris 2011).

Stroke can lead to changes within the family unit and the relationships and roles within it
(Gosman-Hedström and Dahlin-Ivanoff 2012). Where survivors with disabling outcomes of
stroke may not be able to fulfil or respond to their partner’s wishes or unuttered expectations, a
caregiving spouse may have to learn to withdraw any expectations and desires they have for their
partner in their marriage or partnership (Alexander and Wilz 2010; Thompson and Ryan 2009).
Despite this, Boosman et al. (2011) report that spousal caregivers who loved their partners prestroke continued to do so in their post-stroke lives. This love gave the participants of Boosman
et al.’s (2011) study the will to continue in their relationship, despite them claiming that the
marital relationship had become more like that of friendship. This emphasises that caregivers
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may experience changes in their relationship with the survivor, which may also present a
psychological and/or emotional challenge (Gosman-Hedström and Dahlin-Ivanoff 2012; White
et al. 2014).
The caregiver participants of McKevitt et al.’s (2010) study expressed feelings of concern about
the change in the nature of their family relationship, and the change in roles within the family
unit. In their study, McKevitt et al. (2010) found that 26 percent of the survivor participants
reported negative changes in their family relationships in general, whilst 42 percent of caregivers
reported a negative change in their relationship with the spouse they cared for. Thompson and
Ryan (2009) reported a similar trend in their studies as they found that some of their survivor
participants became less tolerant of their caregiving spouse. Despite the participants of Satink et
al.’s (2016) study stating that survivors found their caregivers empowering, some reported
feeling contrained by their caregivers. Furthermore, the survivor participants of Thompson and
Ryan’s (2009) study expressed feelings of anger and frustration which they would take out on
their caregivers because they disliked feeling dependent on them. This irritability resulted in
increased stress and strain on the relationship between the survivor and their caregiver
participants of their study which led to frequent arguments, spousal friction, and disagreement.

Supporting this, Auton et al. (2016) and Jaracz et al. (2015) also found that the caregiver
participants of their studies expressed feelings of anger, which Auton et al. (2016) identified to
be especially relevant when the survivor had communication difficulties. Such difficulties in
communication and understanding, as discussed in Chapter 2, were found to create emotional
distance between survivors and their families and friends (Schepers et al. 2006). This led to
spousal caregivers of Schepers et al.’s (2006) study feeling as though mutuality within the
relationship had been lost. Furthermore, participants from Booseman et al.’s (2011) study
reported that they felt that they could not share their feelings with their spouse (the survivor) and
missed having someone to share everyday problems with, as well as the physical closeness of
their marital relationship pre-stroke (Boosman et al. 2011). This led some caregiver participants
of Boosman et al.’s (2011) study to report feelings of unhappiness regarding the marital
relationship, and about the marriage itself (Boosman et al. 2011). This was also found in
Visser-Meily et al.’s study in 2005, demonstrating that this is an on-going issue.

Feelings of anger from the survivors towards their caregivers were also observed by Thomson
and Ryan (2009) during their interviews. This occurred when caregivers attempted to answer the
questions on behalf of the survivor when the survivor had struggled to finish off sentences. This
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is one way in which caregivers may become overprotective. Further to this, caregivers may also
unintentionally inhibit stroke recovery and limit the effectiveness of rehabilitation by intervening
and not allowing the survivor to try and push themselves to realise their full potential. This can
be due to a fear of the survivor falling (as discussed previously in Chapter 2), and not wanting to
see them struggle, or be in discomfort (Morris et al. 2014; Oswalt et al. 2009). Perceived by
caregivers as an act of support and helping, this could reduce the survivor’s confidence in their
ability and lead them to feel discouraged from attempting the task at hand, in a sense, enabling
them to give up trying. This can contribute to conflict within their relationship, and have a
negative impact on the relationship overall (Thomson and Ryan 2009).

Adding to this, Jones and Morris (2013) identified that survivors do not always easily adjust to
being cared for, with participants from their study expressing that they sometimes felt that they
were positioned in a ‘child’s role’ within the home. This can contribute to feelings of irritability,
stress and anger. Such changes contribute to a change in personality (discussed later in Section
3.2) which may become more pronounced over time and can put pressure on the caregiversurvivor relationship, particularly as everyday conflicts may not easily be discussed between the
caregiver and survivor. Such discussions may also lead to confusion for the survivor, as well as
feelings of sadness and guilt (Boosman et al. 2011).

80 percent of the caregiver participants recruited by Long et al. (2009) reported that they felt
they maintained a good relationship with the survivor they cared for. However, the caregivers in
the study are not defined. There may be a difference between those caregivers who are friends,
adult children and spouses.

Furthermore, the outcomes of the survivor’s stroke were not

identified. As Boosman et al. (2011), Thompson and Ryan (2009) and Gosman-Hedström and
Dahlin-Ivanoff (2012) assert in Chapter 2, caregiving for someone living with cognitive
impairment is found to be more challenging than caregiving for survivors with a physical
disability. This emphasises the importance in understanding the context of the survivor and
caregiver’s circumstances when researching daily lives and relationships.

However, McPherson et al. (2011) found that there was no significant relationship between the
caregiver or survivor demographics and perceived relationship satisfaction.

Furthermore,

relationship satisfaction and the rewards gained through caregiving were found to be significant
predictors of positive perspectives of the caregiver role, such as those discussed in Chapter 2
(Section 2.4). Those caregivers whose relationships in which each party did not feel they had an
equal part were found to have significantly greater caregiver burden (McPherson et al. 2011).
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This suggests that those caregivers who feel they have a less equal role within their relationship
with their spouse (the survivor they care for) may be more likely to report feelings of caregiver
burden, and will be more perceptive to the positive rewards of caregiving. Supporting this, adult
daughters of Bastawrous et al.’s (2014) study also report feeling overloaded by the caregiving
role. This inequality in the role can be determined by who the caregiver is and role attitudes
within the home, or as a result of the outcomes of stroke. It cannot be assumed that these role
differences are purely stroke-related.

3.2

A Changed Perception of The Self and Identity

Both practice professionals and academic researchers alike consider the perception of the self as
a key aspect in ascertaining quality of life. Therefore, a person’s perception of themselves poststroke can influence their perception of their quality of life. Human beings have the ability to
consider themselves as “objects of their own thought” (Scott 2014, 589) as it is human nature to
objectify the self (Best 2005; Goffman 1967). The tendency to objectify the self post-stroke can
be a result of the survivor seeking the meanings behind the physical changes to the body that
they experience as a result of their stroke. This experience can be described as ‘living with an
altered perception of the self’, as survivors often consider their bodies to be unfamiliar ‘objects’
which are unreliable and/or fragile (Kitzmuller et al. 2012).
Best (2005) recounts Goffman’s (1967) interactionalism perspective, which considers identity to
be subjective in that it is reflective of, or reactive to, the social interaction. Therefore, a person’s
perception is made up of the combined meanings of multiple social interactions, rather than from
one reality (Best 2005). Thus combined, these interactions make up a sense of a person’s
everyday life, a life whereby people resemble actors in a theatre; only there is no script. This
perspective is supported by Meijering et al. (2016) who considers material objects, collected by a
person from their interactions and experience such as visual, tangible items, on our person or
around the home, to reflect our perception of our reality. This suggests that where a survivor's
home may need to be adapted, their home environment, which consists of our identity forming
objects, will be inclusive of our new objects which reflect a post-stroke way of life.
Furthermore, Mead (1934) informed that the self takes two forms; ‘me’, a self-concept where the
perceptions of others are considered, and ‘I’ which is subjective and refers to the inner being.
Considering identity, the perceptions of others, and the concept of the ‘real me’; true identity is
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thought to remain the same, in essence, throughout life (Best 2005; Goffman 1967). Similarly,
Cooley (1902) reports of ‘the looking glass self’, where a person considers how they are ‘seen’
by others. This can vary from person to person. For example, a parent may see their child in a
different light to say, a friend or neighbour. Cooley (1902) argues that we as humans imagine
how we seem to ‘appear’ to others, we then imagine the judgements that others make based on
our appearance. This then leads us to consider our appearance, as we may then change our
appearance to improve the perceived judgement, in a sense, developing ourselves based on the
perceived judgement of others. Therefore the ‘real me’ as coined by Mead (1934) may differ
from the ‘me’ that others see.

A lost sense of identity is a common outcome of stroke (Anderson and Whitfield 2013; Sarre et
al. 2014). This may lead to changes in a person’s sense of ‘me’ and ‘real me’. Meijering et al.
(2016) claim that there are many aspects of post-stroke life which can contribute to a change in
identity. This can even include changes to the home, which are often made to make it easier for
survivors with disabilities or limitations to be more independent around the home. Meijering et
al. (2016) explain that this is because the home is a space that many people tend to make
reflective of their identity. The home is also someone’s sanctuary, where they invite friends and
family to visit. Therefore, the home is representative of the person who resides there and so
when it has been adapted with objects which aid assistance, those objects become a key aspect in
the home for many. This can lead to a reluctance to invite people to visit and becomes a
reminder to the person who lives there that their identity has changed as they cannot escape that
reality. Anderson and Whitfield (2013) found that those survivors who experience a loss of
identity after stroke may find themselves struggling to form what they perceive to be, a valued
social identity (a person’s sense of who they are within society) without support from other
people.

Anderson and Whitfield (2013) consider this to be a key area which should be focused on when
helping survivors come to terms with post-stroke life. They consider that:
“Social relationships are the foundation upon which survivors rebuild skills to engage
with the world.”
(Anderson and Whitfield 2013, 820)
They consider that if survivors feel as though they have lost their sense of ‘self’, then they would
struggle to form social relationships and engage in the social world. Reporting some of the
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descriptors survivor participants used to describe themselves, Thompson and Ryan (2009, 1806)
report that survivors often described themselves as ‘useless’ or ‘lazy’, and refer to themselves as
a ‘nuisance’ or a ‘burden’. This was a result of them expressing fear and anger at feeling
dependent on others. Feeling as though they are a burden on their family may encourage the
survivor to decide to reside in a residential care home, rather than be cared for at home. This
suggests that these feelings and self-perceptions outweigh the survivor’s own wishes, as they aim
to reduce the burden on their families, and is damaging for the survivor's self-esteem and their
emotional and psychological wellbeing.

Also, Brewin (2003) considers the effect of trauma on self-identity and informs that the
experience of trauma and the common outcomes of feelings of guilt, powerlessness, and
emptiness can affect the foundation of a person’s self-identity. This is because negative feelings
of abandonment, shame and weakness are supported by the ‘negative self’ and tend to undermine
the ‘positive self’ (Chaplan et al. 2016). Furthermore, if the survivors are not satisfied with their
level of rehabilitation, the thought produced by the negative self may be further supported. This
can result in reduced motivation, ‘giving up’ and symptoms of depression.

Norris et al. (2012) summarise that western literature (Alaszewski et al. 2004; Becker 1998;
Dowswell et al. 2000; Ellis-Hill et al. 2000; Faircloth et al. 2004, Kaufman 1988; Wiles et al.
2004) presents stroke as a:
“Disruptive event that challenges the known self through the multiple losses of physical
capacity, role and identity.”
(Norris et al. 2012, 826)

This loss of identity often results in survivors exhibiting a change in personality. As previously
stated by Boosman et al. (2011) and Gosman-Hedström and Dahlin-Ivanoff (2012), caregivers
may consider this change in personality to be so great, that they may feel that the survivor is a
different the person due to a change in personality post-stroke, with some caregivers feeling as
though they are grieving for the person they once knew, even likening the feelings of loss to that
of bereavement.

Thompson and Ryan (2009) assert that survivors have a unique perception of the self post-stroke.
However, they report that when survivors begin to compare the pre- and post-stroke self, they
often are faced with feelings of anger, irritability, agitation and intolerance at the changes which
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stroke has brought into their everyday lives. This can also pose challenges in accepting that roles
within the family home may have changed (Briggs 2014; Thomson and Ryan 2009).

Survivors may find that their post-stroke self-perception can also be influenced by feelings and
emotions associated with changes in their family role, personal identity, self-image, sexuality,
social functioning, and feelings of fear, frustration, anger, and anxiety, as well as the physical
outcomes of stroke (Thompson and Ryan 2009). Furthermore, survivors will often test their
body’s boundaries in various ways to regain familiarity and strengthen their self-concept by
managing tasks by pushing themselves to assess their capability (Kitzmuller et al. 2012). This
suggests that motivation and a desire to try are a key aspect of coming to terms with stroke and
developing a post-stroke identity.

Garcia-Calvente et al. (2012) also considered survivors who were women to be more vulnerable
than men, expressing feelings of exhaustion, whereas the male participants were identified as
being weaker at dealing with the illness but hid behind a ‘tough guy’ stereotype. GarciaCalvente et al. (2012) compare that in relation to coping with illness women were ‘weak but
strong’ and men were ‘tough but weak’ suggesting that gender constructions influenced the
perception of the self for both genders. This study identified the preferential target groups for
health and social care interventions as ‘exhausted women’ and ‘tough men’ and considers that
gender differences are in permanent interaction which shapes an individual’s social reality
(Garcia-Calvente et al. 2012).
A person’s attitude also influences their perception of themselves and their quality of life. For
instance, if a survivor reflects Berges et al’s (2012) theory of positive attitude, they may express
that they feel ‘lucky’ regarding aspects of their lives. In contrast, if a negative attitude is
portrayed, a survivor may express feelings of loss, lowered self-esteem, and reduced selfconfidence. In addition, interventions from external actors must be considered, as should the
quality and effectiveness of support provisions from the statutory and third sectors, and the level
of positivity exhibited by said external actors.

Bulley et al. (2010) considers caregiver identity and explains that the emotional burden of stroke
can impact on their perception of the self and their identity. Adopting the caregiver role may
change a person’s identity within a family unit, and in wider society (Johnson and DeSouza
2008).

However, it cannot be assumed that the caregiver would identify themselves as

‘caregivers’. As asserted in Chapter 2, caregivers are often identified as wives and carers; sons
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and carers, and so forth. Therefore, those family members who care for survivors may also
experience a change in family dynamics and relationships, as they take on the caregiving role.
Caregiving in the ordinary sense (such as caring for a young child) is often taken for granted as
part of a traditional family role. However, when the recipient of care is someone who has
suffered a trauma (such as stroke), it is considered to be an ‘extraordinary’ caregiving
responsibility (Briggs 2014; Presho 2008) in that it can often mean role switching between being
a family member or a friend, and being a caregiver. There are also attempts to spare the
discomfort of the survivor and their relatives as well as maintain the survivor’s dignity, sense of
independence, and sense of family life (Boosman et al. 2011). Notably, a change in personality
is considered by caregivers as hard to deal with as it often led to feelings of isolation, depression
and loneliness (Gosman-Hedström and Dahlin-Ivanoff 2012).

3.3

Stigma and Discrimination

Forming a post-stroke identity based upon perceptions of how others view them may lead
survivors to experience self-stigma relating to self-identity. Van Brakel (2012) and Stevelink et
al. (2011) identify that stigma takes two forms: (1) self-stigma and (2) public stigma. The
former, self-stigma, refers to a person’s perception of how others see them. This describes an
individual’s level of self-esteem or feelings towards themselves, whereas the latter describes the
person’s perception of how they feel the general public sees them. This highlights how selfesteem may contribute to self-stigma. These forms of stigma reflect earlier works by Goffman
(1967) who highlights that both forms of stigma can impact on the way in which a person will
perceive themselves in their everyday life. Anticipated negative judgements from others can
impact on a survivor’s perception of themselves within their internal and external environments.
The potential (perceived) loss of roles and positions within the family and social society can
impact on the vulnerable self and contribute to feelings of depression, anxiety, and isolation
which can also impact on recovery (Corrigan et al. 2009; Fung et al. 2007:2008).
Public stigma is associated with discrimination and can impact on a person’s level of social
participation (Reeder and Pryor 2009; Sanuade and Agyemang 2014; Weiss 2008). Stigma in
both forms not only impacts on social participation, but can also lead to anxiety, depression,
isolation, problems in family relationships and friendships, and can impact a person’s motivation
to participate in rehabilitation activities; ultimately impacting on recovery (Corrigan et al. 2009;
Fung et al. 2008; Sanuade and Agyemang 2014).
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Survivors who experience impairments such as weakness, fatigue, disorientation and speech
difficulties comment that they feel that they only those disabilities which are visible are taken
seriously and understood by society (Lorenz 2016). Lorenz (2016) and Simplican et al. (2015)
report that disabled people view the idea of disability as a socially constructed phenomenon.
Furthermore, where survivors anticipate stigma, they feel less inclined to participate. The latter
statement tells us that perceived discrimination is a barrier to social participation. Initiatives
aimed at reducing such barriers would need to adopt interventions which aim to widen
participation, psychologically and physically, at home and in wider society.

Van Brakel et al. (2012) suggest that improving income support, participation in activities, and
addressing physical impairments as part of the rehabilitative process should be considered at
both a personal and at the societal level. This may help to reduce perceived stigma. Reduction
of stigma in the community through education, interventions, and addressing environmental
barriers could potentially help reduce stigma and discrimination in wider society. This could be
a step towards building survivor confidence both inside and outside of the home, contributing to
improved quality of life by opening up further avenues for fulfilment in life.

Being powerful in society, stigma and discrimination affect millions of people worldwide who
live with stigmatised health conditions or disability (Van Brakel et al. 2012; Weiss 2008). Such
stigmatising attitudes are related to feelings of shame (considered the most predominant),
difficulties in maintaining a marital relationship, problems in the marriage, and problems with
employability (Van Brakel et al. 2012). Suggesting that these effects were a result of selfstigma, respondents interviewed in a study by Van Brakel et al. (2012) informed that they did not
feel stigmatised by others. Their study concludes that people living with disability feel burdened
by social stigma, which promotes a cycle of poverty, caused by unemployment, social
discrimination and threats to mental health (Reeder and Pryor 2009). Furthermore, Reeder and
Pryor (2009) and Van Brakel et al. (2012) highlight that stigma reduction activities and
rehabilitation into society which compliment current strategies, are urgently needed as current
strategies tend to focus on the prevention of further physical impairment after discharge from
treatment. This recommendation should be incorporated into long-term rehabilitation strategy,
as well as community development and support structures.
Barskova and Wilz (2007) and Ekstam and Borell (2008) comment that a caregiver’s perception
of disability and its effects on everyday life can be negatively influenced by the more limiting
outcomes of stroke (such as physical disability), and suggest that caregivers tend to concern
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themselves with things that the person affected can no longer do. This has been found to
discourage caregivers from encouraging survivors to participate in daily tasks (Barskova and
Wilz 2007). This also can potentially help to reduce the effectiveness of rehabilitation and
contribute to preventing the survivor and caregiver in returning to a pre-stroke way of life;
creating a barrier to recovery.

3.4

Coping with Post-Stroke Life

McPherson et al. (2011) recommend that professionals should consider the influence of stroke on
the health and wellbeing of the caregivers, as well as survivors. This statement is supported by
Barskova and Wilz (2007). They found a correlation between recovery from stroke (both
cognitive and emotional) and caregiver acceptance of the outcome of stroke for the person they
care for, inclusive of the impact that the caregiving role has on their post-stroke life.

Both survivors and caregivers must find ways in coping with stroke (Kumar et al. 2015).
Lazarus and Folkman (2000) consider that for caregivers, coping is integral to managing an
increase in demand or stress which comes with the caregiving role. The level of demand or
stress felt by the caregivers is ‘out of the ordinary’ and therefore taking on the caregiving role
can result in changes within a person’s everyday life. The way in which a person ‘copes’ is
influenced by a cognitive and behavioural process which helps them to find ways of managing
their post-stroke lives (Lazarus and Folkman 2000).

Frankl (1963) and King and Hicks (2009) assert that when a person acquires a disability as a
result of a life event such as stroke, it is instinctive for them to attempt to rationalise their
experience in order to come to terms with the event. They do this by seeking to apply meaning
to the life event itself (to understand), and in doing so, they attempt to establish reason (to
justify) to the uncertainties they face as an outcome of the event in order to come to terms with
their new life.

The way in which people cope with life events can have a major impact on their everyday life in
both the short and longer term. For the survivors themselves, how they learn to cope with the
impact of stroke can impact on how well they have accepted the impact which stroke has had on
their everyday life, and how they perceive their post-stroke life. Cecil et al. (2011) also note that
caregivers often show angst about both their own future and that of the person they care for.
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Kumar et al. (2015) acknowledge that coping strategies are categorised in different ways for
different research purposes. However, there are three main types which can be considered
generic across the research field. They are (1) task focused, where a person may actively seek to
perform a task in order to improve the perception of the situation. An example of this may be a
change in the way a survivor carries out a daily task, or perhaps taking on a new task in order to
compensate for not being able to carry out a specific action post-stroke. The second, (type 2)
emotion focused, is where a person may attempt to manage or control their emotions, perhaps by
counteracting negative thoughts with positive ones. They may be reflective or fantasise about
positive events in their lives. Finally, (type 3) avoidance focused, describes where a person may
seek to avoid the realisation of their experience. Perhaps they are in denial or they practise
social diversion, which is a strategy whereby the individual attempts to busy themselves, in order
to distract themselves from the reality that they have experienced a stroke (Donnellan et al. 2013;
Kumar et al. 2015).

As stroke recovery is uncertain, survivors tend to develop coping strategies to help them to deal
with the uncertainty of recovery. This may include shortening time horizons whereby they focus
on the present and near future, with plans and events in the months and years after the stroke
ceasing to exist, or only being discussed in vague terms (Greenwood et al. 2009b). However, the
Stroke Association (2015a) is exploring ways in which to incorporate goal-setting into
rehabilitation and so this may be a positive step in not only improving the outcome of
rehabilitation but also allowing the survivors to gain confidence in planning ahead.

As previously mentioned in Chapter 2, research shows that caregivers found cognitive
difficulties (Boosman et al. 2011), and the emotional outcomes of stroke, along with feelings of
frustration and anger (Johnson and DeSouza 2008; Thompson and Ryan 2009) to be harder to
cope with than physical impairment. Studies in the existing literature also report of uncertainty
being hard to cope with for caregivers (Bäckström and Sundin 2009; Greenwood et al. 2009b;
White and Barrientos et al. 2014).

Caregivers, as well as other family members and friends, go so far as to express that seeing
someone they knew before their stroke now living with severe cognitive impairment makes them
feel as though the person has changed. As previously asserted in Section 3.2, this change is so
great that they are said to find themselves grieving the loss of the person they once knew; the
person before stroke (Boosman et al. 2011; Gosman-Hedström and Dahlin-Ivanoff 2012). This
emphasises how the emotional strain of seeing a change in the life of the family member who has
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experienced stroke contributes to the emotional burden of the caregiving role. Supporting this,
caregiver participants from Gosman-Hedström and Dahlin-Ivanoff’s (2012) study reported that
they felt as though they were living with someone else, describing that their mutual intellectual
fulfilment had gone, and that the survivor exhibited a different personality.
To try and reduce feelings of uncertainty, survivor and caregiver participants of Girgis et al.’s
(2013) study expressed a desire to understand stroke, to ascertain what it meant for them in their
everyday lives. The desire to understand is also exhibited in the context of other diseases such as
cancer (Girgis et al. 2013). Here, the coping strategies adopted by survivors and caregivers are
discussed as well as support networks which help survivors and caregivers in their post-stroke
lives, as reported in the existing knowledge base.

3.4.1 Coping Strategies

Academic researchers (Bäckström and Sundin 2009; Berges et al. 2012; Boosman et al. 2011;
Cecil et al. 2011; Franze´n-Dahlin et al. 2007; Godwin et al. 2013; Gosman-Hedström and
Dahlin-Ivanoff 2012; Greenwood et al. 2009b; Kumar et al. 2015; Lazarus and Folkman 2000;
Saban and Hogan 2012; White et al. 2014) discuss various coping strategies in the existing
literature. Despite them using different terminology to describe coping strategies, the coping
strategies discussed have been categorised into three categories below: adaptive, positive, and
avoidance. These categories resonate with Kumar et al.’s (2015) suggested three types of coping
(task focused, emotion focused and avoidance focused) discussed previously.

3.4.1.1

Adaptive Strategy

Lazarus and Folkman (2000) assert that the cognitive and behavioural process of coping may
lead to survivors and caregivers adapting their normal behaviour patterns and cognitive process
in order to find a way of ‘managing’ their post-stroke lives. Bäckström and Sundin (2009),
Boosman et al. (2011), Greenwood et al. (2009b), Franze´n-Dahlin, et al. (2007), and Godwin et
al. (2013) reflect upon adaptive strategy and consider that survivors and caregivers will tend to
take each day, one day at a time. This allows survivors and caregivers to adapt to post-stroke life
gradually, inclusive of any routines and support mechanisms in place, and learn to deal with the
uncertainty around stroke whilst they gain confidence (Bäckström and Sundin 2009; Cecil, et al.
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2011; Greenwood et al. 2009b; White et al. 2014). Greenwood et al. (2009b), and Saban and
Hogan (2012) consider this gradual acceptance of the reality of the caregiving role and the stroke
survivor’s functional status as an important part of the adaptive coping strategy.

Caregivers are particularly challenged when it comes to finding ways in which to adapt to the
changes posed in post-stroke life, and the changes to everyday life as experienced by the
survivor (Franzen-Dahlin et al. 2007). Because of this, as well as taking each day, one day at a
time, in some cases survivors and caregivers disregard any thoughts that they may return to their
pre-stroke way of life (Bäckström and Sundin 2009; Jones and Morris 2013).

Over time, survivors and caregivers often feel as though their knowledge about stroke has
increased (Carllson et al. 2012; Franze´n-Dahlin et al. 2007). This may result in a decrease in
uncertainty and fear, and reduced stress (Ostwald et al. 2009; Vincent et al. 2009; Visser- Meily
et al. 2008: 2009), depression (Menlove et al. 2014; Visser-Meily et al. 2009), and anxiety
(Menlove et al. 2014).

Furthermore, caregiving may become more efficient and social

participation may also increase (Parag et al. 2008). However, due to the complexity of stroke,
this cannot be assumed for all. By taking one day at a time, survivors and caregivers can be
reflective and notice such reduction of negative feelings, particularly as they are not focusing on
a short or long-term goal. This contributes to an improvment in quality of life perception
(Larson et al. 2008; Schlote et al. 2006). There is, however, the possibility that over time
conditions deteriorate and therefore strain, anxiety, depression and fear could increase, having a
negative effect on survivor and/or caregiver quality of life.

However, adopting an adaptive strategy does not mean that the survivor or caregiver is either one
extreme or another. Bäckström and Sundin (2010) recognise that despite the initial challenges
experienced taking on the new role, over time, can result in caregivers, spouses and relatives
finding equilibrium in their everyday lives, as they begin to feel a sense of relief as they come to
terms with their post-stroke lives. Furthermore, Wallengren et al. (2008) suggest that even
though burden may reduce over time, and caregivers may begin to adapt to their changed
circumstances, they would not be completely relieved of caregiver strain, even in the longer
term.

When a survivor of stroke returns home, caregivers aim to maintain former routines in an
attempt to retain a sense of normality and restore family life. However, this can host many
challenges (Bäckström and Sundin 2009).

An adaptive coping strategy also provides an
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opportunity for caregivers to schedule private time into their daily schedule, as well as support
from professional caregivers; allowing survivors and caregivers to maintain a sense of ‘normal’,
pre-stroke family life (Bäckström and Sundin 2009).

This highlights how professional

caregivers can contribute to post-stroke life, allowing relief from the psychological burden and
allowing time for the caregiver to be a family member, retaining a version of the pre-stroke
relationship and role; as exists beyond the identity granted by the new caregiving role.

A survivor or caregiver may opt to face their experience and take on board an adaptive strategy,
and learn to adapt to post-stroke life, or they may choose to avoid the realisation of the outcomes
of their stroke and the impact that their stroke has had on their everyday lives. It is thought that
the latter strategy is practised when survivors and caregivers have not fully accepted the stroke,
or have had difficulty in adapting to post-stroke life (Wallengren et al. 2008). This highlights
that it is possible for survivors and caregivers to alternate between coping strategies.

Kumar et al. (2015) assert that an adaptive coping strategy encompasses positive thought,
learning from experience, seeking social support, advice from others with the same experience,
taking action to deal with a problem, and active coping whereby the survivor or caregiver takes
purposeful action to enable them to cope with post-stroke life. This process is guided in part by
self-restraint as survivors may make a conscious decision to take their time and not rush into
taking action too soon, often deciding on a plan of action. This can be presented as acceptance
as they acknowledge the things they cannot change. Practising this, people may find alternative
ways of doing things or compensate some activities for others they are more able to do (Kumar
et al. 2015). Therefore, adaption to post-stroke life is a process which occurs over time as
survivors and caregivers learn to adjust and adapt to new challenges.

For some this may mean adapting to new roles within the family or even a change to living
arrangements. In some instances, spousal caregivers may choose to live apart from the survivor
due to feelings that they have no alternative, other than divorce (Bäckström and Sundin 2009).
This provides the caregivers the personal space they need. However, the caregiver participants
from Bäckström and Sundin’s (2009) study who chose to reside separately from the survivor
were unable to disconnect from thoughts about the survivor and their caregiving responsibilities;
emphasising the psychological and emotional burden experienced by caregivers. This then
results in feelings of fear and guilt when the caregiver is not physically with the survivor
(Boosman et al. 2011). Furthermore, those who sought divorce did so, claiming that they sought
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more to their life and a place for them to feel good, stating that life should have a value and
substance to them (Bäckström and Sundin 2009).

3.4.1.2

Positivity Strategy

Berges et al. (2012) assert that a positive attitude can have a positive effect on the individual self.
The ‘positive effect’ phenomenon is a mental health perspective which focuses on minimising
negativity in rehabilitation (Berges et al. 2012). Berges et al. (2012) discovered that a high level
of positive effect during rehabilitation correlated with a high level of social participation when
measured three months after discharge.

Furthermore, Berges et al. (2012) found positive

behaviour to be linked to better physical and psychological outcomes post-stroke. This suggests
that a positive attitude can increase the level of social participation in everyday life, and enable
survivors and caregivers to adapt to life with stroke.

Also, positive attitudes can impact

positively on confidence, self-esteem and thus on motivation, which can impact on participation
in rehabilitative activities.
In fact, caregivers typically perceived this ‘new’ post-stroke life, as a new phase, and portrayed a
constructive attitude which allowed them to remain optimistic and showing gratitude for their
situation compared to that of others who perhaps were learning to cope with more complex
outcomes of stroke (Boosman et al. 2011). This supports Berges et al.’s (2012) positive attitude
theory as the positive drive they exhibited prepared them for facing new challenges as they
emerged. This supports the work of Folkman (2013) who found that the positive emotion can
help to counteract the negative ‘distress’ emotion which helped in coping.

3.4.1.3

Avoidance Strategies

Gosman-Hedström and Dahlin-Ivanoff (2012) found in their studies that survivors and caregivers
would often seek to live their post-stroke lives avoiding the reality of their experience. Their
participants would also use this strategy by avoiding situations they were unsure of and cope
with uncertainty by avoiding planning for the future or making long-term plans. Kumar et al.
(2015) extend on this by asserting that avoidance strategy is sometimes coined as the distraction
strategy which is linked to mental avoidance behaviours. Such behaviours are present where
survivors or caregivers are disengaged in rehabilitative activity and try to take their minds off
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their current situation by focusing on other things. As a result of seeking to distract, this coping
strategy is often linked to an increase in alcohol consumption and/or alcohol and drug abuse
(Kumar et al. 2015).

Smith et al. (2009a) and Cecil et al. (2011) interviewed caregivers who cared for family
members who had experienced a stroke; Smith et al. (2009a) one year post-stroke, and Cecil et
al. (2011) eight years post-stroke. The avoidance strategy was adopted by both of the studies’
samples. This could mean one of two things. One argument could be that the avoidance strategy
is adopted regardless of whether the caregiver has come to terms with the new reality, and that
fear and uncertainty prohibit the caregiver from planning ahead. Alternatively, this could mean
that it can take many years to adapt to life with stroke before the caregiver considers the future
(Bäckström and Sundin, 2009; Greenwood et al. 2009a; White et al. 2014).

3.4.2 Personal Support Networks

Personal support networks are valuable in helping survivors and caregivers cope with stroke in
their everyday lives (Kruithof et al. 2012). Burholt and Dobbs (2014) consider support networks
to be made up of three elements: social, emotional, and instrumental. They define social support
as support provided by family and friends, the local community, and the third and statutory
sector initiatives such as day centres, clubs, and societies. Kruithof et al. (2012) consider social
support to be key to satisfaction in everyday life and comment that a good level of social support
has been found to show improvement in survivor perceptions of their quality of life. Burholt and
Dobbs (2014) define instrumental support as that which is practical. This is typically provided
by people who have experienced stroke themselves, either as a caregiver or survivor or by
professional statutory or third sector services (Cameron et al. 2013). Emotional support is that
which is often provided by family and friends. However, emotional support can also be provided
by professional services such as statutory sector and private sector counselling services (Burholt
and Dobbs 2014). Avenues of support are discussed further in Chapter 4.

Wenger (1989) established five network typologies which are presented overleaf in Figure 3.
Through her research, Wenger (1989) noted a number of intervening variables while exploring
support networks. These were gender (as women tend to have larger networks than men),
marital status (assuming the marriage was between a man and a woman - as men’s networks can
be made larger by their female counterpart, and so the husband's network would compliment his
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wife's), social class (as resources available such as finance and travel opportunities can have an
influence), and health (being physically and psychologically able to engage). These variables
can also affect network size, with dense ‘close knit’ networks being less likely to seek support
from more formal means such as the statutory and third sectors. Furthermore, Wenger (1989)
identifies that family dependent and locally integrated support network typologies are popular in
Western populations where nuclear or single person households are common.
Figure 3:

Wenger’s Network Typologies

(1) The Local Integrated Support Network:
Typically includes close relationships with local family, friends, and neighbours; usually
based on long-established residence and active community involvement in the present or
recent past.

(2) The Local Self-Contained Support Network:
Typically have arms-length relationships or infrequent contact, if any, with local kin, relying
mainly on neighbours. Respondents are characterised by a retiring nature and largely
privatised household-centred lifestyle. Community involvement, if any, is low key.

(3) The Wider-Community-Focused Support Network:
Typically including distant kin, with high salience of friends, some neighbours; characterised
by high level of community activities and involvement, usually associated with absence of
local kin.

(4) The Family-dependent Support Network:
Having primary focus on close local family ties with few peripheral friends or neighbours.
These are often based on shared household with, or living close to, adult child (usually a
daughter).

(5) The Private Restricted Support Network:
Characterised by absence of local kin, other than spouse in some cases, and limited contact
with local community. No local friends and superficial contact with neighbours.
(Extracted from: Wenger C. in Jefferies M. 1989, 171-172)
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Wenger (1989) argues that people may change from one category to another over time. She goes
so far as to suggest that it is possible for typologies 4 and 5 to develop from typologies 1, 2, or 3.
In her work, she found such changes to a person’s typology description was not reflective of any
change in the support network itself, but rather as part of the innate ageing process. Therefore,
suggesting that as people grow older, their support network typologies may change. This leads
the author to consider this in the stroke-related context. Perhaps the onset of a stroke may change
the support typology a person would be categorised to. This is not to say that having a stroke
may (in a sense) speed up the natural ageing process, or even mean that the survivor would
portray support network typologies as an older person would. Instead, a life changing event such
as stroke could be a factor which may or may not impact on a person’s support network
typology. Perhaps this change would be a result of the outcome of stroke, i.e. if the survivor is
living with disability in their post-stroke lives.

3.5

Social Participation and Participation in Activities

Social participation is defined as a person’s involvement in a life situation.

That is, the

involvement in family life (within their internal environment), the community, and employment
(within their external environment) (Stiers et al. 2012). Stiers et al. (2012) and Van Brakel et al.
(2012) claim that social participation is individualistic and depends on three factors; the level of
disability, the type of disability, and the stage of rehabilitation. Jeong et al. (2015) also state that
rehabilitation should consider the caregiver as they play a key role in survivor wellbeing, which
impacts on the survivor’s willingness to participate in the wider environment. This correlates
with earlier discussion, in that these three factors may also have an impact on a person’s
perception of their everyday life, and their quality of life. Stiers et al. (2012) state that it is worth
considering the implications of the physical or neurological ability; elements of which are
measured by the quality of life scales presented in Appendices A and B. Quality of life itself is
discussed later in Section 3.6.

Fallapour et al. (2013) assert that there are three dimensions to post-stroke participation in
everyday life: (i) the survivor feels they cannot participate in activities as before; (ii) the survivor
feels as though they are not the same person; (iii) the survivor feels they are not living their life.
In some cases, long-term and often permanent outcomes of stroke may turn survivors ‘inwards’,
meaning that they may recluse themselves away from the external environment and withdraw
from participative activities and relationships with others (Kitzmuller et al. 2012). This can
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contribute to feelings of isolation, depression and loneliness. Therefore, in this context social
participation can be described as a by-product of the survivor’s acceptance of stroke. Such
acceptance is influenced positively by a positive attitude and a realistic appraisal of one’s own
ability; rather than focusing on what they cannot do (Stiers et al. 2012). This highlights that
positive thinking is beneficial in reducing barriers to social participation due to its ability to
reduce negative thought (Berges et al. 2012).

3.5.1 Social Participation in the Internal Environment
Social participation in the internal environment considers a person’s engagement in the
following elements of daily life: engagement in domestic roles and family life; as a caregiver, a
family member, or as a friend (Stiers et al. 2012). The National Institute of Neurological
Disorders and Stroke (2008) report that 13 percent of survivors found their perceived levels of
social participation within the family unit had decreased since their stroke, and they missed
playing games with their children or grandchildren. This reduction in social participation within
the home contributed to feelings of isolation and loneliness and may stem from feelings of
uselessness, and guilt that they may be a burden on their family (Tsang 2003). In particular,
guilt that they are unable to carry out their usual role within the family unit (Thompson and Ryan
2009). Such feelings impact on the relationships within the family and the survivor’s perception
of their satisfaction in their everyday lives. Furthermore, the change of role within the family
unit as discussed previously by Gosman-Hedström and Dahlin-Ivanoff (2012) may also impact
on the level of social participation within the family unit and internal environment.

3.5.2 Social Participation in the External Environment
Social participation in the external environment considers a person’s engagement in wider
society and includes their involvement in education, employment, engagement with community
groups and clubs, and social engagement (Stiers et al.

2012).

The National Institute of

Neurological Disorders and Stroke (2008) found that 25 percent of survivors missed their prestroke daily routines such as driving their car or going for walks. They also found that 50
percent of survivors claimed that their social activities had reduced. Of this, 19 percent claimed
to no longer have a social life, and 25 percent stated that they were no longer able to go on
holiday (The National Institute of Neurological Disorders and Stroke, 2008). Furthermore, The
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Department of Health (2007:2008) and Satink et al. (2016) assert many survivors would like to
go outside of their homes more often than they are able too, highlighting how stroke can impact
significantly on many aspects of everyday life.

As stroke affects people of all ages, changes in occupation and employment can occur. The
Stroke Association discovered that 75 percent of young people affected by stroke sought to
return to employment (The Stroke Association 2016). McKevitt et al. (2010) found that 52
percent of those employed prior to stroke were either unable to return to employment or had to
reduce their work activities which suggests a potential income reduction. This resulted in a
reduction of self-esteem and changes to life goals, as survivors faced a change or loss of career.

3.5.3 Influential Factors of Social Participation

Grigorovich et al. (2015) report that the caregiving role, combined with employment, and other
commitments, can act as a barrier to social participation for caregivers.

However, those

caregivers employed alongside their caregiving role, often perceive their employment as
breathing space away from their caregiving role (Bäckström and Sundin 2009). Despite this
statement, as discussed previously the caregiving role may also lead to challenges in engagement
in leisurely activities (Gosman-Hedström and Dahlin-Ivanoff 2012; White et al. 2014) and result
in caregivers feeling socially excluded from wider society (Gosman-Hedström and DahlinIvanoff 2012; White et al. 2014; Yoong and Koritsas 2012).

Furthermore, the impact that stroke has had on the survivor can also make a difference. Where a
survivor is living with physical and/or psychological impairment, barriers to social participation
may be created. Such barriers include accessibility, communication and engagement (Van
Brakel et al.

2012).

However, where barriers to social participation are reduced, fewer

restrictions to participation are present (Van Brakel et al. 2012). This highlights the importance
of reducing such barriers to participation through home support, policy, and practice.

The three dependable factors of social participation (the level of disability, the type of disability,
and the stage of rehabilitation (Van Brakel et al. 2012)) discussed in the opening paragraph of
Section 3.5, could suggest that people with severe communication difficulties may find it harder
to participate in general conversation compared to someone whose communication has not been
affected. However, such assumptions cannot be made as other factors need to be taken into
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account. Such factors include the availability of the social outlets in their geographical region, or
online, and any communication or mobility aids in place. For example, it could be assumed by
this definition that someone living with a physical disability or paralysis could be less able to
participate socially within the external environment. Notably, with the advancement of mobility
transport and opportunities for engagement in online communities, this may not be the case. In
addition, the residency of the individual should also be considered as well as their local
infrastructure; do they live in a rural or an urban region? Are services accessible to them?
Factors such as bus routes need also to be considered, and also the possible opportunities to
interact in both their internal and external environments.

3.6

Quality of Life

The phrase quality of life has different definitions across various professional and academic
fields (Fayers and Machin 2013). For the purpose of this thesis, the author will adopt the
WHO’s definition, as this shapes the current quality of life literature, policy and practice in the
health and social care discipline. The WHO defines quality of life as a person’s own perception
of their own life, in relation to their goals, their expectations, their own standards, and their
concerns (WHO 2014). Quality of life is defined in health-related (perceptions of quality of life
in relation to one's health status) and non-health-related (quality of life in relation to living
standards) contexts. The latter guides professionals, practitioners, and academics to consider a
person’s own perception of their self. This includes an element of reflection where the person
considers how they aim to live their life, and whether they feel that they have lived what they
perceive to be a fulfilled life, that is, whether they feel they have met their life goals, aspirations,
and/or expectations.
Quality of life is a broad and complex concept in that it is reflective of a person’s own perception
of their physical and psychological health, their level of perceived independence, their social
relationships, and their relationships with salient features of their internal and external
environments (Frankl 1963; Krančiukaitė and Rastenytė 2006; King and Hicks 2009).
Perception as a concept in its own right differs from person to person, as it is underpinned by an
individual’s unique experience or life expectation regarding their personal life goals. Therefore,
a survivor’s perception of their own quality of life after stroke will take into account their
individual interpretation and evaluation of the changes which they have experienced since their
stroke - inclusive of the impact of which they feel this has had on their everyday life and their
55

ability to meet their life goals if they have not yet been met. This includes whether they feel they
have learned to cope with their post-stroke lives and how well they have come to terms with the
impact which stroke has had on their everyday lives; their relationships, social life, and their
physical and mental ability. Thus, Health Related Quality of Life (HRQOL), as perceived by the
survivor, not only reflects the physical, neurological and psychological outcomes of stroke, but
also the survivor’s own evaluation of how stroke has impacted on their everyday lives (Frankl
1963; King and Hicks 2009).

It may also be suggested that caregiver quality of life can be met by the same self-perception whether they have met their aspirations in life, and whether the caregiving role impacts on the
caregiver’s ability to live, what they perceive to be a fulfilling life. That is, whether they can
meet any life goals or expectations, which may have not yet been met, and whether they feel that
the caregiving experience impacts on their ability to meet said expectation or goal. They also
consider the impact of the caregiving role on their everyday lives inclusive of their relationships
and social life. The caregiving experience itself can influence the caregiver’s self-perceived
quality of life, their relationship with the survivor, the extent of care needed by the survivor,
managing other commitments such as employment, and the support provided for the caregiver
themselves, and the cared for person (White et al. 2004).
However, as perception is subjective, it is influenced by a person’s own lived experiences.
Therefore, the survivor or caregiver perception of pre-stroke life must also be considered in order
to ascertain whether their post-stroke perception is as a direct result of the stroke itself, or
whether they feel they had a poor quality of life prior to stroke or the caregiving experience.
This can then attempt to identify the full extent of the impact which stroke has had on a person’s
everyday life; the ways in which a person may typically act, think, and feel on a daily basis,
especially when survivors or caregivers may have been diagnosed with depression, anxiety, a
psychological disorder or a physical disability, prior to stroke. However, this is not without its
complexities. As self-perception is reflective of experience, when a survivor or caregiver is
asked to reflect on their pre-stroke life, their reflection will naturally consider the present day.
This means that even if they were dissatisfied with their life pre-stroke, in hindsight (taking into
account the new experience), they might feel as though it was not as bad as they felt it was at the
time.

If this was to occur, this could lead survivors and caregivers to report inaccurate

reflections of their perceptions of post-stroke life. This highlights the importance of considering
the context of the survivors and caregivers in assessing the impact of stroke in everyday life
research.
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Furthermore, to assess quality of life, professionals need to consider the physical, psychological,
and societal impact of stroke, in order to assert true post-stroke ‘quality of life’.

These

definitions highlight that there is no one-size-fits-all category, and there are a variety of aspects
to consider which makes each survivor and caregiver have unique post-stroke life experiences.

3.6.1 Measuring Survivor Quality of Life

Professionals and academics alike currently assess quality of life for survivors of stroke and
caregivers by using both generic and stroke-specific scales. These scales aim to provide
consistency across the medical research and practice field. The more common quality of life
scales used to assess survivor and caregiver quality of life are discussed further in Appendices A
and B consecutively.

The assessment of post-stroke quality of life has become increasingly common over the past 15
years. Professional practitioners and academics concern themselves with improving the quality
of survival as well as survival rates, due to the increase in people surviving stroke (Ashton et al.
2010; Glasby 2017; Kim et al. 2015; Lee et al. 2011). However, a criticism of the measures
presented in Appendices A and B is that they do not consider the full psychological and
emotional effects of stroke. The scales provide a physical assessment of a person’s ability; the
‘ability to’ live a fulfilling life. However, as highlighted previously, a person’s perception of
public stigma and emotional and psychological wellbeing can impact on their engagement in
social participation and therefore their perception of their quality of life.
Krančiukaitė and Rastenytė (2006) assert that professionals, within the non-health-related
context typically focus on the patient’s functional, physical, cognitive, psychological, and social
elements of everyday life. This is considered to be fairly accurate to the survivor’s own selfperception of their overall health and ability (Fayers and Machin 2013; Krančiukaitė and
Rastenytė 2006). This suggests that an individual’s own perception of their quality of life is also
reflective of these aspects, and that quality of life assessment tools in this context are at the core
of enabling professionals to understand the survivor’s self-perception and assist them in
providing person-centred care. In addition, reports of the survivor’s own perception of their own
health and abilities are recorded and integrated throughout the course of post-stroke evaluation
and treatment. This takes into account the survivor’s own feelings and perception over the
course of the treatment.
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Boosman et al. (2011) researched self-perceived life satisfaction three years post-stroke using the
generic Life Satisfaction nine-question Survey (LiSat-9) and found that typically those
participants who were less active post stroke (50 percent) also reported that they were less
satisfied with their everyday day lives. Boosman et al. (2011) assert that active daily living and
social activity influenced self-perceived life satisfaction for more than three years post stroke;
highlighting that survivors experience on-going dissatisfaction with various aspects of their
everyday of life in the months and years after stroke.

However, assumptions such as those above cannot be made, and other factors must also be
considered. For example, survivors who are physically disabled and have come to terms with
their stroke may feel less satisfied in their everyday life due to other outcomes of stroke.
Perhaps they also have depression, lowered self-esteem, perceived self-burden, feel a level of
dependency, have not come to terms with a change in ability, or harbour feelings of guilt; rather
than a lack of social interactions.

Similarly, those who are struggling to come to terms with stroke may be finding it hard to come
to terms with due to a change in ability, or as previously suggested, not feeling as though they
have met their life goals or expectations.

3.6.2 Measuring Caregiver Quality of Life

Caregivers and their multiple roles (of caregiver and wife and so forth) are increasingly being
recognised by professionals, academics and policy makers. Furthermore, it has been identified
that there is a negative impact on the health-related quality of life of primary caregivers (Davies
and Honeyman 2013) which is reflective of the challenges associated with the caregiving role.
Such challenges can result in many emotional, psychological, and physical strains (Davies and
Honeyman 2013). Yeon-Gyu et al. (2015) described such challenges as elements which
contribute to caregiver burden in their definition cited earlier in Chapter 2 (Section 2.1.2). YeonGyu et al. (2015) report that caregiver burden is closely related to caregiver quality of life,
stating that the greater the perceived burden of the caregiving role (for caregivers of survivors of
stroke), the more negative a perception of caregiver quality of life. This in part is due to the
impact of these emotional, psychological and physical strains, such as sleep disturbances, mental
health issues and depressive symptoms (Smith et al. 2009a: 2014).
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Authors such as Seddon and Robinson (2015) acknowledge that quality of life measures do
identify key aspects of caregiver everyday life, however they also report that caregiver
assessment protocols fail to consider the complexity of the caregiving role in its entirety, and
therefore do not take into account possible support networks which may surround them;
potentially easing caregiver burden. Furthermore, researchers Kruithof et al. (2012) assert that
the caregiver participants of their study who experienced both high levels of burden and selfesteem as a result of the caregiving role also presented much higher life satisfaction scores than
those who experienced high levels of burden and low self-esteem. This suggests that self-esteem
rather than burden is also an important factor to consider when assessing perceived quality of
life. This supports earlier notions of self-perception as burden is subjective, and self-esteem is
reflective of a person’s confidence in their own abilities. Therefore, policy makers and
professionals should focus on improving caregiver self-esteem in their policy and practice as it is
beneficial to improving perceived quality of life.

Spousal caregivers tend to feel a strong sense of burden and a low quality of life due to a reduced
state of emotional and psychological wellbeing (Draper and Brocklehurst 2007; Franzen-Dahlin
et al. 2007; Kaizik 2017; Larsonet et al. 2008; Parag et al. 2008). Further to this, Yeon-Gyu et
al. (2015) found greater levels of caregiver burden were reported when the survivors being cared
for endured a longer stay in hospital. However, the author acknowledges that other factors need
to be considered here, for instance, it could be that the longer the hospital stay, the worse the
impact of the stroke itself. This could lead to multiple factors which could impact caregiver
burden such as uncertainty or survivor dependency. Emphasisng the importance of continuous
support in the caregiver role, McCullagh et al. (2005) assert that there is no improvement of selfperceived quality of life for caregivers after one year, despite there being a perceived
improvement reported by survivors. This suggests that over time, as survivors come to terms
with their post-stroke self, their perception of their quality of life increases, whereas the
caregivers perceived quality of life may remain the same.

The quality of life scales report that caregiving for survivors of stroke impacts negatively on
caregiver quality of life (National Stroke Association 2010; Persson et al. 2015). Persson, et al.
(2015) also discovered a direct correlation between caregiver quality of life, and the caregiving
situation itself; inclusive of the level of dependency and need of the survivor. This was evident
in Persson et al.’s (2015) study during the first years of post-stroke life, and in the long-term; in
the months and years thereafter, with Godwin et al. (2013) stating that caregiver health-related
quality of life declined as time went on.
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Furthermore, authors Ski and O'Connell (2007) and Yeon-Gyu et al. (2015) recommend that the
caregiver’s personal characteristics should also be considered; inclusive of their own personal
attributes, circumstance (such as financial security and income) and perceived level of health and
burden. Alternatively, supporting Berges et al’s (2012) theory of positive attitude, Kruithof et
al’s (2012) research discussed previously suggests that where caregivers are more confident in
their caregiving role; they report a better perceived quality of life, and a good level of vitality,
and mental health; supporting earlier comments.

3.7

Chapter Summary

This chapter further informs of the complexity of everyday life for survivors and caregivers.
Along with Chapter 2, this chapter draws upon literature and provides further context for the
remainder of the thesis.

The coping strategies discussed are key in understanding post-stroke life. The discussion within
this chapter highlights how factors such as self-perception, identity, and perceived stigma, can
influence a person’s coping strategy and their level of engagement in social participation. The
quality of life section added to this by highlighting how quality of life is assessed by
professionals. However, what is clear from this chapter is that there is so much more depth to
defining quality of life than the measures can provide. This supports the qualitative, exploratory,
case study approach to this study as this research strategy provides context and in-depth insight
into the participants’ lives.

Chapter 4 follows, which discusses the ways in which the community, statutory, third and social
enterprise sectors support survivors and caregivers in their everyday lives.
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4.0

Supporting Survivors and Caregivers

Survivors of stroke are often supported in their everyday lives by their family and friends
(Burholt and Dobbs 2014; The Stroke Association 2015). As Chapter 2 establishes, caregivers
of survivors of stroke are typically identified as their spouse, parent, child, sibling, or friend
(Toule et al. 2015). This chapter explores how the statutory sector, third sector, community
services and social enterprise offer support to survivors and their caregivers in their everyday
lives.

Welsh policy sets a platform for collaborative approaches between the statutory, third, and social
enterprise sectors in supporting people in their everyday lives. This chapter defines social
enterprise in this context, and discusses what distinguishes them as different from other sectors.

First, this chapter begins by defining the study site, Wales, UK. This provides a context to this
chapter’s discussion of Welsh policy and policy delivery in the health and social care sector, as
well as the study itself.

4.1

Establishing the context, Wales UK

Alcock et al. (2016) and Williams (2008) describe Wales as a small nation with a unique
identity, and its own language and culture, which exhibits a sense of local community. Wales
has a growing and ageing population (Office for National Statistics 2016; Williams 2008;
Statistics Wales 2013) of approximately 3.1 million people (Welsh Government 2016b), which
has increased gradually over the past 50 years (Office of National Statistics 2004). More
recently, Wales’s population was predicted to increase by just under 100,000 people between
2011 and 2015 with further projections continuing this slow, yet steady trend for many years to
come (Office for National Statistics 2016; Statistics Wales 2013).

Since May 2005 Wales has also experienced an increase in immigration. This trend resulted
from the accession of eastern European countries into the European Union (EU) (Office of
National Statistics 2009).

This led to a major demographic change as Polish, Lithuanian,

Estonian and other migrant groups began to gain employment and/or reside across Wales,
particularly in rural and deep rural regions (Wales Rural Observatory (WRO) 2009). The change
in population led to the evolution in elements of Welsh culture and/or ways of life. Therefore, in
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recent years Wales has become identified as an ethnically diverse and multicultural country
(Cura 2011; Statistics Wales 2013; Williams 2008). There have also been changes to Welsh
communities as they move away from their traditional structure, whereby communities were
defined by their distinct collective identity, with their own set of distinct symbols and language
(Cura 2011). Nowadays, Welsh communities are categorised by policy makers as regions which
are north or south, urban or rural, Welsh-speaking or non-Welsh speaking, and/or anglicised or
non-anglicised (Statistics Wales 2012).

However, despite the increase of diversity in Wales, Wales retains its strong Welsh national
identity through its cultural heritage which is supported by an increase of Welsh language
speakers, particularly within the younger age groups (Office for National Statistics 2013).
However, only 19 percent of Welsh language speakers in Wales are reported to reside in the
North, with the Welsh language being more predominant away from the English border; in the
North West regions (Statistics Wales 2012). Therefore, with Welsh health and social care policy
needing to consider a multitude of language and culture within its implementation and delivery,
this diverse population makes the impact of devolution (discussed later in Section 4.1.2) and
Wales gaining its own decision-making powers in 2011 more pertinent.

Wales has also seen younger generations migrating out of Wales to live in more urban areas of
the UK, seeking employment and/or further education. This trend presents a further threat to
traditional rural Welsh culture and communities, as those younger generations would perhaps
continue Welsh traditions within their localities (Greenwood et al. 2009; Williams 2008). With
survivors typically being cared for at home by family members (Burholt and Dobbs 2014; The
Stroke Association 2015a), those families where younger family members move away from
home may become more reliant on neighbours, friends and support provisions provided by the
community and the statutory sectors.

4.1.2 Devolution of Policy Making Powers

Policy makers and social welfare professionals are shaping Wales as a devolved identity
(Williams 2008). The devolution of Wales from other UK countries began in 1999. This
process was incremental and saw the National Assembly for Wales gain legislative powers from
England in 2011.

Since then, Welsh policy grew in strength through support fromWelsh

legislation (Chaney 2016).
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There is no one-size-fits-all approach to devolution (Lord Bourne 2015; Pugh 2011). The
intertwined economic and social boundaries between England and Wales made Welsh devolution
complex. The economic and social boundary between England and Wales differs from the
boundaries between Scotland and England as Scotland has its own established parliament with
independent policy which is completely separate from England.

Lord Bourne (2015) of

Aberystwyth (a Conservative member of the House of Lords) describes the Welsh border as
porous, stating that people move across the border on a daily basis, perhaps without even
realising they are doing so.
“Since the advent of political devolution in the UK, it has been widely reported that
markedly different health policies have emerged.”
(Smith et al. 2009b, 216)

Smith et al. (2009b) state that devolution has led to Wales-specific health policies emerging. An
example of this is the 2012 Stroke Delivery Plan (Welsh Government 2017) which is discussed
later in Section 4.2.4. In the Welsh Government (2014a) report entitled ‘Devolution, Democracy
and Delivery: Improving public services for people in Wales’, the Rt Hon Carwyn Jones AM
states that devolution has allowed the Welsh Government to develop distinctive services, and
provide effective solutions to issues in Wales. This has allowed the Welsh Government to better
meet the needs of the Welsh population (Welsh Government 2014a). Regionalisation can be
viewed as a by-product of devolution. Regionalisation across Wales has led to localised policy
development, with decision-making powers being devolved to local authorities (LAs). This is
said to have made local authority services more responsive to local need, which has contributed
to feelings of community solidarity among the Welsh population (Pugh 2011; Williams
2008:2011). This can contribute towards supporting those traditional community structures
which Williams (2008) feared may be eroding.

In 1998 the Government of Wales Act devolved the majority of powers and functions of the
Welsh Office to the National Assembly for Wales.

As mentioned previously, the Welsh

Government and the Welsh Assembly later obtained law-making powers following the 2011
referendum, coined the ‘yes vote referendum’ by Wales’s population. This saw the National
Assembly for Wales become a decision-making organisation, forming policy based on the
mantras of ‘doing things the Welsh way’ and finding ‘Welsh solutions for Welsh problems’
(Lord Bourne 2015; Morgan 2012). This gave the National Assembly for Wales responsibility
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for the key policy areas of health and social care, agriculture, the environment, economic
development, tourism, town and country planning, and education and training. And so, the
National Assembly for Wales gained a great amount of financial and non-financial
accountability (National Assembly for Wales 2016).

This move in Welsh policy development is an improvement on policy implementation across
Wales as the previous centralised policy system did not meet the needs of Wales’s local
communities (Lord Bourne 2015). By acknowledging that there is no ‘one-size-fits-all’ solution
for Welsh policy, the Welsh Government’s decentralisation and localism agenda has enabled
decisions to be made within local communities, in consultation with the people whose lives it
affects.

There have been significant divergences in Welsh social policy (Drakeford 2006). However,
devolution has made Wales’s policy distinct (Welsh Government 2014a) in its pragmatic
response to social issues, based upon a set of ideological beliefs about Welsh welfare delivery
and citizenship. This has led Welsh social care policy to reflect a ‘Welsh way’ of doing things
(Lord Bourne 2015).

This included helping people to learn to help themselves, be as

independent as possible, and to support each other in their local communities. This highlights an
expression of self-determination based upon ideologies about Wales’s national culture, national
distinctiveness and its national identity within the statutory policy sector. These perspectives are
interrelated and underpin the rationale for devolution, which has been said to have made Wales a
stronger nation (Lord Bourne 2015; Welsh Government 2014a; Williams 2008). This provides a
platform for community-based and social enterprise initiatives across Wales, both of which are
defined and discussed in Sections 4.3 and 4.5.

Welsh social care strategies are informed by policy which has been developed by the Welsh
Government. Wilson (2006) considers that:
“Policy influences practice in at least two ways: it can determine which service models
and initiatives are funded; and, it provides a standard monitoring and compliance
framework to which funded services are accountable.”
(Wilson 2006, 24)

This ensures that policy makers are focused on shaping policy to meet the specific needs of the
Welsh population.
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Describing Wales as:
“A dynamic entity that is constantly in the process of change and remaking.”
(Williams 2008, 3)

Williams (2008) questions what it is that makes Wales different from other countries, and
answers that Wales is its own entity with its own characteristics, which requires its own specific
responses. Therefore, Welsh policy makers should seek to innovate policy for Wales (Williams
2008). The Welsh Government (2014b) acknowledge this, and the National Assembly for Wales
has been commissioned to carry out its own research, strengthening the evidence base which
underpins policy development, in a bid to make it more efficient (Lord Bourne, 2015). This has
enabled Wales to form its own Welsh-specific evidence base, upon which to inform its policy
development, therefore taking Wales’s geography and rural structures into account. An example
of this is the Stroke Delivery Plan (Welsh Government 2017) and its aim to strengthen localised
support in the community (discussed further in Section 4.2.4).

4.2

The Welsh Statutory Sector

With 10 percent of the poorest areas of the UK cited in Wales, Wales is considered one of the
poorest regions in the UK (Statistics Wales 2014). Bochel (2016) reports a trend that poorer
regions tend to be more reliant on statutory sector support as people who reside in regions which
are typically less likely to afford private health care. The Welsh Local Government Association
(2017) asserts that statutory sector social care services support over 125,000 vulnerable people
across Wales. These statutory sector services were introduced to help safeguard and support
adults and children in times of need in the short and/or long-term (Welsh Local Government
Association 2017).

Working with other initiatives such as housing departments and welfare services, the overall
demand for statutory sector care services is increasing due to the high incidence of chronic
conditions in Wales, and an increase of in the number of people surviving stroke (Glasby 2017).
This is further amplified by the ageing population in Wales and younger generations moving
away from their Welsh communities (Williams 2008).

Therefore, Welsh communities are

populated by comparatively older people, with whom statutory sector social care services exhibit
a significant amount of community involvement (Bäckström and Sundin 2009). The Welsh
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Government (2007) acknowledges that these demographic trends result in an increase of
vulnerable adults requiring local authority support, inclusive of the approximate 340,000 people
who are providing care for family members.

4.2.1 Policy Development

In November 1998 the Minister for Wales created a rural partnership for Wales. This rural task
force became responsible for diverse rural issues and brought together a variety of organisations
and special interest groups which contribute to policy and programme development in rural
Wales. The partnership focused on economic, social, environmental and cultural issues and in
1999, began to focus on several key areas in order to contribute to a vision of a ‘sustainable
future for rural Wales’. To meet this vision, the partnership focused on the key areas such as
economic and business development as well as strengthening communities, improving access to
rural services, and investing in the rural infrastructure (WRO 2004).

In June 2011 the Welsh Assembly called on the Health and Social Care Committee in order to
examine legislation and hold the Welsh Government to account by scrutinising expenditure,
administration and policy matters which included the physical, mental and statutory health of
Welsh citizens (National Assembly for Wales 2011), contributing to the review of Welsh policy.
Furthermore, the Welsh Government devolved powers to quasi-autonomous non-governmental
bodies (quangos), giving them the task of policy delivery and the development of programmes.
Quangos, despite having their own infrastructure of accountability and governance, act on behalf
of the Welsh Government, typically in relation to specific services relevant to their specialist
area of expertise; providing advice to the Assembly and serving a judicial role. Quangos in the
health and social care sector include the Care Council for Wales and Care and Social Care
Inspectorate Wales.

The most significant non-elected bodies which serve rural Wales are Welsh Government
Sponsored Statutory Bodies (WGSSB) which receive direct funding from the Welsh Government
as sponsorship but remain independent from the Welsh Government.

They serve the

Government with their own legal powers and constitutions and are key actors in policy delivery
(Welsh Government 2011). The Care Council for Wales is branded the most executive WGSSB
for health and social care and consists of an advisory committee made up of specialists in areas
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such as dentistry, medicine, nursing and midwifery, which aim to provide local authority support
through community provisions. However, this provision has been described by stroke survivors
and their relatives as inadequate and poorly tailored to individual needs (Bäckström and Sundin
2009; Welsh Government 2011).

Osmond (1998) once cited that:
“The generosity and self-interest associated with a health service free at the point of
delivery remain common sense, as did a native sense of community solidarity founded on
attachment to locality, people and a shared landscape and culture. All these things were
mutating back more to what it meant to be Welsh [rather] than British.”
(Osmond 1998, 3)

Here, Osmond considered how the notion of free healthcare at the point of delivery contributes
to Welsh identity and sets Wales apart from the rest of Britain. This concept was introduced to
meet the needs of people in Wales, with the intent on improving healthcare opportunities for
people living in Wales; improving accessibility and contributing to a better health and wellbeing
of people in Wales. This has been said to be Wales’s key strength in health and social care
policy (Alcock et al. 2016).

As Lord Bourne (2015) states previously, the help and support provided by the health and
statutory sector social care services for relatives of stroke survivors has often been found to be
inadequate and poorly tailored to individual needs. The person-centred approach has been
adopted to better meet the needs of survivors and caregivers who are supported by public policy
in Wales.
“The move away from the traditional model of disease management, whereby patients
were often passive recipients of care, is supported by government policy.”
(Fitzpatrick 2008, 1)

As Fitzpatrick (2008) states, there has been a change in the way that 'need' is identified by policy
makers who, rather than relying on expert and scientific definitions, also consult with the public;
integrating the public into policy development (Alcock et al. 2016). This supports the notion of
services for disabled people being informed by disabled people, integrating public opinion into
policy development across Wales (Alcock et al. 2016; Gray and Birrell 2013; Johnson and
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DeSouza 2008).

Effective partnerships between health and social care services which run parallel to other
services such as employment, transport, housing and leisure services can help provide
consistency in policy delivery (Baldock et al. 2012). It is also fundamental that rehabilitation is
focused on the needs of the stroke survivor and their relatives or/and their caregivers, as good
quality of rehabilitation can have a positive impact on the recovery of the stroke survivor in the
long term; possibly even reducing disability (Jeong et al. 2015). Jeong et al. (2015) and the
Intercollegiate Stroke Working Party (2008) also recommend that a family centred or caregiver
approach should be adopted when designing policy delivery which takes into account the needs
of caregivers as well survivors from the point of discharge and in the longer term.

4.2.2 Welsh Health and Social Care Policy

Before devolution, there was an absence of Welsh-specific stroke research, and Welsh stroke
policy.

Before the development of the 2012 Stroke Delivery Plan, health and social care for

survivors of stroke was guided by national frameworks in England such as the National Service
Framework, and the Older Peoples National Service Framework (Department of Health 2001;
Nazarko 2004). This was founded upon an evidence base of combined Welsh and English data.
Thus, early Wales-specific health and social care policy was founded upon a weak evidence base
as it was not Wales-specific. This resulted in gaps within the policy, amounting to inadequate
policy and insufficient delivery (Lord Bourne 2015; Williams 2008).

Over time, Wales

strengthened its data set and has been able to develop more Wales-specific strategy.

Since the devolution of Wales, Welsh policy has primarily focused on improving the health and
wellbeing of the Welsh population. Gray and Birrell (2013, 203) describe devolved health and
social care policy in Wales as:
“A service with close connections to the principles of social justice and equality, and
strong traditional value components for Welsh politicians.”
(Gray and Birrell 2013, 203)

The Welsh Government allocates almost half its annual budget (£15.3 million) to health and
social care development (Chaney 2016; Gray and Birrell 2013). Life-long conditions are a key
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focus of all health and social care policy, particularly as the advancement in the health sector
means that more people are surviving conditions such as stroke (Glasby 2017). As discussed
previously, this means that more people are living with post-stroke disability, be it physical or
neurological, in their everyday lives (Glasby 2017; Kim et al.

2015; Lee et al.

2011).

Therefore, the number of family members or friends taking on the caregiving role has also
increased. Policymakers have recognised the impact that caregivers have in supporting people
with life-long disabilities or limitations in their everyday life. This led to the advance in
caregivers being acknowledged in Welsh health and social care policy (Alcock et al. 2016).

Table 1 provides an overview of the main policy development in Welsh Health and Social Care
Policy over the last ten years, prior to the 2012 Stroke Delivery Plan.

Table 1: An Overview of Welsh Policy Development 2007-2012

Year

Policy/Legislation

Main provision/Developments

2007

Strategy document Fulfilled

Set out Welsh Government approach to social

Lives, supportive

care based on welfare, social justice and

communities: a strategy for

inclusion.

social services over the next
decade
2010

From Vision to Action: The

Public

engagement

exercise.

Proposals

report of the independent

emphasised preventative services built around

commission on social services service users, families and caregivers.
in Wales
2011

Sustainable Social Services

The strategy rejected retrenchment approach

for Wales: A framework for

and set out priorities for action linked to

action

renewal and innovation with focus on user
involvement.

2012

Social Services (Wales) Bill

Seen as an attempt to set a national care
system for Wales.

Proposed eligibility

thresholds, a national contract for care home
and regionalised commissioning arrangements.

(Extracted from Gray and Birrell 2013, 41)
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In 2007 the Welsh Government created strategies and policies in a bid to reform health and
social care across Wales (Gray and Birrell 2013). The reform began with the 2007 strategy
‘Fulfilled Lives, Supportive Communities: A Strategy for Social Services in Wales over the next
decade’.

This was produced in collaboration with its Procurement and Training and

Qualifications Sub-groups with advice from the Oxford Brookes University’s Institute of
Statutory Care. The framework for this initiative primarily focuses on social care for adult and
children’s services and supports other initiatives (Welsh Government 2007).

The Fulfilled Lives framework aims to encourage independent living.

This is being

implemented by self-directed care initiatives - by providing direct payments to people, allowing
them to pay for their own care. The framework also encourages resource sharing throughout the
statutory sector care homes and aims to support cross-sector cooperation and support for
minority groups; inclusive of disabled people. Gray and Birrell (2013, 13) describe this strategy
as “distinctly Welsh” in its approach to welfare, social justice and social inclusion as its focal
point is the service user and their rights. Although this strategy is not caregiver-specific, it did
identify caregivers as potential service users. This strategy also seeks to improve access to
services through simplification, increase the profile of local authority support, and promote
social inclusion. Furthermore, the framework aims to address issues around continuity of care
and support for vulnerable people. The Welsh Government (2007) aims to achieve this by
providing a better qualified workforce at the core of Welsh health and social care services, and
ensuring the local authorities remain both commissioners and providers of health and social care
across Wales (Gray and Birrell 2013; Schales and Schneider 2012).

In 2010, the Independent Commission on Social Services in Wales engaged with Welsh
communities and sought to identify what service user need and challenges were presented by the
current system. The Independent Commission on Social Services in Wales (2010) proposed
more collaboration between service departments and a stronger emphasis on preventative
services, to be focused on the service user, the caregiver and their family (Gray and Birrell
2013). This led to the development of the white paper: ‘Sustainable Social Services for Wales:
A Framework for Action’ (Welsh Government 2011a).

This framework focuses on strengthening public voice and control, encouraging support of each
other in communities, enhancing the safety of the population, prevention of disease, support in
adjusting to new circumstances, providing stability and simplicity in the service provisions, and
enhancing professionalism across the services offered (Gray and Birrel 2013). As a response to
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this white paper, the Welsh Government (2015) developed the 2014 Social Services Wellbeing
Act, implemented in April 2016 in response to White Paper ‘Sustainable Social Services’. This
Act sets out the Welsh Government’s vision for transforming social care across Wales which
was inclusive of the Welsh population (Gray and Birrell 2013; Welsh Government 2011a). The
key focus being to develop high quality and responsive services which have a strong public
voice, through better collaboration between partners. The aims of the Act include more effective
support, allowing service users to make decisions about their care, equal rights to assessments
for caregivers and preventative approaches to care and support. The Act also aims to support
wellbeing by supporting people in being physically, emotionally and mentally happy, protected
from harm and given opportunities for education, sport and training. Wellbeing is also supported
through this Act by its aims to support positive relationships with friends and family, provide
opportunities for social life and promoting engagement into the community. This was a move
away from the former model where the 22 councils across Wales acted as independent entities
and saw the seven Local Health Boards across Wales working across the country. The Nuffield
Foundation study completed in 2014 (Roberts and Charlsworth 2014) shows that the transition to
seven Local Health Boards led to an improvement in the effectiveness of Welsh social care since
2009.

The Welsh Government’s approach to national strategy differs to that of England as it is less
market-driven in that it does not focus on ‘consumer choice’, but rather making the services it
can offer accessible to all (Gray and Birrell 2013). However, Lord Bourne (2015) expresses that
he feels the current Welsh social care system lacks equality, is unsustainable, and is inadequate.
He states that, while it is public knowledge that the system is inadequately funded, there is a
reduction in funding from the Government into social care while the demand for social care
services continues to increase.

The Welsh Government aims to address this issue with the 2014 Social Services Wellbeing Act
through stronger partnerships between local authority services departments and the National
Health Service (NHS). It is anticipated that this will result in better-integrated services through
more effective collaboration. Such service improvements include better provisions for obtaining
information for service users, assistance in finding out about services available to them, giving
service users more say, and extending services where direct payments options are available if the
service user wishes (Alcock et al. 2016; Gray and Birrell 2013). The bill has also provided the
Welsh Government with the legal rights to implement a Welsh National Outcomes Framework
and Standards for Social Services (Gray and Birrel 2013; Social Services Directorate 2012).
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Health and social care policy aims to address social problems and improve public health and
wellbeing (Alcock et al. 2016). Within this context, social policy aims to support people in their
everyday lives. Whereas health services focus on providing medical care; social care services
aim to support people in their everyday lives, providing assistance where needed.

This

highlights how the health sector provides support for policy initiatives. This ranges from support
in the home in getting out of bed and washing to care home provisions and drop-in centres. Such
care is provided by the local authorities on a means-tested basis ensuring that the services are
provided to those who are classified as having substantial or critical needs (Age UK 2017).
However social care can also be provided via the private sector for those who wish to pay,
regardless of the level of their needs.

Whereas England has had a stroke-specific strategy since 2007 (NHS Wales 2014), The Health
Wellbeing and Local Government Committee (2010) reflect that Wales was unlike any other UK
country as it had no stroke-specific strategy. There was no Welsh Stroke Register and no
systematic way of evaluating the effectiveness of stroke services. Prior to 2012, Wales’s health
service was adhering to the Streatgy for Older People in Wales, implemented in 2003 (Welsh
Government 2003), and the NSF for older people in Wales implemented later, in 2006 (NHS
Wales 2006). These frameworks were aimed at managing chronic conditions such as stroke,
diabetes, heart disease and asthma, the development of the National Service Framework (NSF)
and the Strategy for Older People in Wales took a person-centred approach and were concerned
with improving health and emotional wellbeing (Welsh Government 2003; NHS Wales 2006).
These frameworks focused on making positive contributions to improving quality of life;
providing choice, providing more control, ensuring freedom from discrimination, ensuring
economic wellbeing and ensuring personal dignity. However, they did not fully address the
complexity of post-stroke life.

More recently stroke policy in Wales has been addressed by two health circulars:
‘Implementation of National Standards for Stroke Services in Wales’ and ‘Improving Stroke
Services’ which underpins the National Service Framework (NHS Wales, 2014).

These

strategies were introduced to improve stroke services across Wales as the services provided were
falling behind those implemented across other UK countries (All Wales Stroke Service
Improvement Collaborative 2009; Welsh Government 2007a).

As part of the Stroke

Improvement Plan for Wales, The All Wales Stroke Service Improvement Collaborative
(AWSSIC) set about data collection and evaluation of 18 acute stroke hospitals across Wales and
found that interventions such as learning tools and guidelines for improvement, resulted in a
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steady improvement of service delivery.

Social welfare professionals are key actors of health and social care policy in Wales. However,
the move away from combined policy for England and Wales, to Welsh-specific policy has
increased the opportunities for Welsh stakeholder and interest groups, such as the Care Forum
Wales and Hywel Dda University Health Board, to be involved with their own agenda on policy
priorities (Care Forum Wales 2017; Hywel Dda University Health Board 2017). However, it is
worth noting that some stakeholder and interest groups may be stronger than others and therefore
may have more (or less) influence in shaping policy (Williams 2008).

Stroke is a priority for the NHS and social services in Wales, which has led to a partnership
being formed between the National Public Health Service for Wales and the National Leadership
and Innovation Agency for Healthcare in 2008. The All Wales Stroke Services Improvement
Collaborative launched in September 2008, bringing together management and clinical teams
from Welsh acute hospitals and seeking to utilise each department’s expertise, skills and
resources, and further develop stroke services (National Leadership and Innovation Agency for
Healthcare 2009).

NHS Wales (2014) is focusing on long term provisions which aim to prevent stroke, increase
survival rates, and improve post-stroke quality of life for survivors. The prevention objective is
complemented by strategic initiatives such as ‘Ask First – to prevent stroke later’, ‘Health
Challenge Wales – Stroke: don’t let it happen to you’, and the nutrition network for Wales’s
‘The National Exercise Referral Scheme’, ‘Stop Smoking Wales’, and, ‘Health Challenge Wales
– Alcohol’. Primary care providers across Wales are supportive of the prevention objectives,
and target such strategies at those who are at risk of stroke due to other health conditions such as
hypertension and diabetes. Supporting the increased survival initiative, NHS Wales and the
Welsh Government are focusing on improving public awareness and education about stroke and
urgency required in accessing health care and recognising stroke. An example of this is the
‘FAST’ advertising campaign (The Stroke Association 2017a). Media distributed by the Stroke
Association (a third sector organisation) also support this campaign.

Dewar (2010), a Consultant Stroke Physician, recommended that a Stroke Strategy for Wales be
developed together with The Welsh Stroke Alliance. He suggests that this would support the
need for an 'all Wales stroke strategy' which, in contrast to Williams’ (2008) recommendation for
innovative policy, the National Assembly for Wales recommend be developed from the existing
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national stroke policy. This policy would include targets, deadlines and standards which were
monitored efficiently by a strategic system (Dewar 2010). These systems provided a period of
policy evaluation and development which helped to shape Welsh policy for Wales.

4.2.3 Welsh Stroke Strategy

Stroke policy in Wales has traditionally focused on prevention, the acute sector, care in hospital
and the early stages of discharge. More recently, policy makers have recognised the importance
of supporting people living with stroke and their caregivers in the months and years after stroke.
The statutory sector has also recognised the value of collaboration between the third, and social
enterprise sectors as an avenue for creating effective community support. This is evident in
Wales’s 2012 Stroke Delivery Plan (Welsh Government 2017), discussed in Section 4.2.4.

Before 2007, a common focus for stroke strategy in the UK was the care of stroke patients while
in hospital and early stages of discharge, with much of Welsh health and social care policy and
strategy focusing on general health and social care. In 2007, the Welsh Government began to
focus on stroke-specific services within its statutory health sector, recognising the importance of
swift admission for patients suspected of experiencing stroke. The Welsh Government invested
£2.5 million in improving patient services with the aim of developing a national protocol and
quality regulator by 2010. This shift increased the availability of in-hospital and community
rehabilitation, and rehabilitation services, inclusive of the following: outpatient therapy; family
and caregiver support and information; specialist long-term support services; community and inhome support and/or adaptions through Social Services departments, and; education and support
promoting self-help, secondary prevention, hygiene, and medicine management (The Stroke
Association 2012c).

4.2.4 Wales’s Stroke Delivery Plan
Wales’s first Stroke Delivery Plan, implemented December 2012 – 2016 (Welsh Government
2012), sought to support people who experience stroke, of any age, wherever the lived in Wales
(NHS Wales 2014). Support was to be delivered by the NHS, third sector organisations and
local government through stroke-specific services in all communities. This action aimed to
tackle factors such as access to services which made some communities much more deprived
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than others. The plan focused on long-term prevention and sought to increase awareness of
stroke and its causes, encouraging people to take responsibility for their own health and
wellbeing. The aim of prevention is justified. However, there was little focus on supporting
people living with stroke in the months and years after discharge from hospital. The plan does
identify the need to support this population, noting that there are to be services provided using
the local health board and the NHS as a framework for integration and collaboration of stroke
services across Wales, yet does not set a framework for providing such support. The aim of the
plan is to assist the NHS in meeting the needs of people who have either experienced stroke in
the early (acute) stages who have been admitted to hospital or are at risk of experiencing stroke.
The aims of the Stroke Delivery Plan have been carried over to Wales’s new Stroke Delivery
Plan, implemented in 2017 until 2020 (Welsh Government 2017).
Supporting other strategies such as the five-year NHS plan ‘Together for Health’ and the Quality
Delivery Plan for the NHS in Wales for 2012-2016, the 2017-2020 Stroke Delivery Plan
identifies that stroke services are of top priority for the Welsh Government, it also acknowledges
that stroke outcome varies geographically across Wales, with more severe stroke outcomes being
reported in deprived areas of Wales (Welsh Government 2012a). The Stroke Delivery Plan
2017-2020 aims to support survivors through living well, preventing further stroke, early
recognition of a transient ischemic attack, fast effective care for rapid response to suspected
stroke, rehabilitation, recovery, life after stroke, and end of life care (Welsh Government 2017).
The majority of survivors need long-term support and rehabilitation from health sectors, local
government and the third sector.

The plan aims to deliver immediate, comprehensive

interdisciplinary assessment, acute care, and early stage rehabilitation. It also recognises that the
local multi-professional service and planning structures which are currently in place are in need
of growth and maturity. Regarding supporting life after stroke between 2012 and 2016, the plan
aimed to put people at the centre of stroke care and address their individual needs to assist them
in managing stroke. This has been carried forward in the new 2017-2020 strategy. Therefore,
there is a focus on integration between health care and social care services with a regular review
of its service users; survivors or stroke. This included those survivors with residual impairment
and psychological needs and included them, along with heir caregivers, in the development of
future services and, planning and delivery of local palliative care.

The plan also aims to support survivors of stroke and keep them informed by improving
information and targeted research. This action is in response to acknowledgement of key factors
of a positive experience of healthcare, such as communication, coordination of care, access to
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care and support at home or close to home, respect of dignity, provision of information, access to
psychological support and access to financial assistance. This correlates with the identified need
for information as discussed in Chapter 2. Furthermore, the plan suggests that integration
between Local Health Boards, secondary and community care and local authority support will
enable care plans to be put in place to allow for efficient and effective discharge of survivors
from hospital (Welsh Government 2017).

4.2.5 Meeting the Needs of Survivors in Wales

Survivors of stroke require the use of statutory health services in medical care, mental health and
re-enablement. However, their needs can also be met by voluntary organisations, community
groups and community transport (Fallapour et al. 2010).

The delivery of strategies developed to support people living with long term conditions such as
stroke is a key element of strategic development and person-centred policy, which are both
priority areas in Wales (Guarneros-Meza et al. 2014). Fitzpatrick (2008) argues that the primary
element is to establish community resources within the infrastructure of the NHS.

Furthermore, Fitzpatrick (2008) categorises three key areas of health policy intervention as: case
management, disease-specific care management, and supported self-care.

These areas are

supported by initiatives which aim to support people in making healthier lifestyle decisions and
are focused on disease prevention and disease management. The Welsh Government (2007)
supports the notion of self-care and reports that the increasing demand on local authority support
departments across Wales could potentially decrease if statutory sector services were successful
at helping people live in their own homes, as independent a life as possible.

4.2.6 Meeting the Needs of Caregivers in Wales
The Carers (Equal Opportunities) Act 2004, sought to improve caregiver support across the UK.
Described as “making a cultural shift in the way caregivers are viewed” (Russell 2007, 3), this
act demonstrates a turning point in policy where caregivers are considered as people in their own
right, with their own needs (Russell 2007). In doing this, the act denotes that caregivers should
be made aware of their right to request an assessment of their ability to provide, and to continue
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to provide, care for the person cared for. This act was superseded by the National Strategy for
Carers 2010, the revised ‘Recognised, Valued and Support: Next steps for the Carers Strategy’
2010, and the NHS Outcomes Framework 2014/15 (Department of Health 2013).

These

strategies set out priorities for carers between 2010 and 2014 and aimed to provide caregivers
with training opportunities, practical support and advice to support caregivers in their everyday
lives. However, there were still areas to be improved for caregivers in Wales.

More recently, the Welsh Government’s (2013) Carers Strategy for Wales recognised the unique
needs of caregivers in Wales and aimed to meet those needs on an individual basis by providing
person-centred support and information. The plan’s five key priority areas were: health and
social care; identification, information and consultation; young carers and young adult carers;
support and a life outside off the caring role; and carers and employment, aiming to support
caregivers in balancing their caregiving role within their everyday lives. The strategy aimed for
caregivers to be better informed of the range of integrated and personalised support services and
that they be treated as expert care partners. Such aims sought to promote caregiver health and
wellbeing, encourage self-care, and ensure that caregivers manage to avoid financial difficulties
(Welsh Government 2013).

This was later superseded by the 2014 Social Services and Wellbeing Act (Welsh Government
2014b). This act aimed to provide equality for caregivers, giving them the same rights as the
people they care for and supporting them in living what they perceive to be a fulfilled life. This
act aimed to support caregivers in maintaining a good quality of life by ensuring that those who
sought employment or education are given the opportunity to do so. Furthermore, the act (Welsh
Government 2014b) seeks to ensure that the caregiver’s knowledge of the person they care for is
treated with respect and they are made aware of their rights to a needs assessment by the LA.
The act also seeks to ensure that assistance is provided to help carers understand decisions taken
if required. Also, it is ensured that their age and any disability and cultural needs are considered
and that carers are aware of the support available from voluntary organisations and that training
on consulting with caregivers is provided to staff regarding caregiver support. This is provided
in the local community by stroke clubs (in the third and social enterprise sectors) which are open
to those who have experienced stroke and their family and friends.

The Carers Strategies (Wales) Measure 2010 focused new legislative requirements on the NHS
and LA, seeing stronger support for caregivers. Furthermore, the Social Services and Wellbeing
(Wales) Bill also added strength to caregiver support; giving caregivers and survivors equal
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rights and entitlements (Welsh Government 2012b). The King's Fund (2015) views the recent
Care Bill to be significant in reforming care and support; supporting these initiatives. However,
the Department of Health (2014a) acknowledges that Carers Strategies (Wales) Measure 2010
requires partnership between the statutory and third sectors. They describe that the Welsh
Government will collaborate with local authorities and Local Health Boards across Wales, and
assert the contribution they can make to achieve the outcomes of the plan. The third sector will
collaborate with the Welsh Government, NHS, and Local Health Board to effectively implement
the plan; with the third sector being key to developing and delivering innovative not for profit
organisations across Wales (Department of Health 2014a).

The Welsh Government also supports third sector organisations; helping to fund organisations
such as Carers Wales, and Carers Trust, who identify and support caregivers, and can inform of
caregiver need and effective ways of supporting caregivers in their everyday lives. They also
fund the Royal College of GPs, providing training and support for GPs in identifying caregivers
and assessing their needs and to provide training and support to community nurses (Welsh
Government 2014a). As discussed previously, through its 2014 Social Services and Wellbeing
Act, the Welsh Government (2013) aims to provide caregivers with the legal right to support
which they are eligible for and plans to simplify caregiver assessments, allowing their needs to
be easier to identify. The Welsh Government has also allocated £400 million to the NHS to
provide respite care; giving caregivers a break from their caregiving role (Welsh Government
2014). However, the implementation of this needs to be thought through to ensure that this
support is practical for caregivers and survivors, as Johnson and DeSouza’s (2008) stated in
Chapter 2 previous, there are difficulties in the practicalities with such respite provisions.

Authors such as Bäckström and Sundin (2009), Johnson and DeSouza (2008) and Jones and
Morris (2013) identify caregivers (particularly family caregivers) as ‘patients’ with their own
problems and unique needs. Therefore, it is important for policy makers and practitioners to take
caregiver health and wellbeing into account, and support them in maintaining a good level of
physical and emotional wellbeing, and support caregivers in their caregiving role (Jeong et al.
2015).

This aids caregivers in being effective care providers, thus improving the support

provided to the survivor. This in turn helps towards caregivers in maintaining a good selfperceived quality of life (Jeong et al. 2015; Jones and Morris 2013).
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Highlighting the importance of improving caregiver quality of life, Baumann et al. (2012) state:
“Enhancement of a caregiver’s quality of life can help maintain the patient’s life
satisfaction, particularly in a rural setting.”
(Baumann et al. 2012, 219)
However, Baumann et al. (2012) assert that what is required to ‘enhance’ caregiver quality of
life, is dependent on the caregiver and survivor’s personal circumstance. Although, a key
challenge here is that caregivers don’t often identify themselves as caregivers (Bäckström and
Sundin 2009). Therefore, caregivers may not recognise their own needs in order to actively seek
support from professionals.

Furthermore, caregivers often do not identify themselves as

caregivers within a family unit due to feeling as though the caregiving role is a moral obligation
(Johnson and DeSouza 2008). This highlights potential challenges for policy makers, and
contributes to Johnson and DeSouza (2008) descriptor of caregivers being active seekers rather
than passive recipients; however of support, not merely information.

McKevitt et al. (2010) report that there are few services designed to help families of stroke
survivors. Effective support for family members who become caregivers helps to minimise the
negative impact which the caregiving role may have on their everyday lives (McKevitt et al.
2010). Deacon et al. (2008) assert that:
“Campaigns hosted by caregiver organisations, research, and recent government
legislation should, in theory, be improving the prospects for carers.”
(Deacon et al. 2008, 77)

The Social Services and Wellbeing (Wales) Act recommends that caregiver needs are routinely
assessed as the emotional wellbeing of caregivers should be identified and adequately supported
(Welsh Governmnet 2015). This is due to the contribution that caregivers make to care in the
months and years after stroke, and the rehabilitation of the survivor. Such support from the
caregiver to the survivor is critical for those living their post-stroke lives to be able to address
day to day challenges, retain relationships at home, and maintain a good sense of wellbeing
(Drummond et al. 2013; Meijering et al. 2016; Steultjens et al. 2013).

Highlighting the proportion of caregivers who access support, Snyder and Keefe (1985)
discovered that less than 50 percent of the caregivers who participated in their study had family
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or friends who could assist in their caregiving role. They also found that 80 percent of the
caregiving participants accessed at least one form of Social Service (Snyder and Keefe 1985).
Not only should support help caregivers learn to cope with a highly stressful mood, provide
physical care, and cope with cognitive problems which survivors may experience, but it should
also attend to highlighting the perceived benefits of caregiving (Haley et al. 2009).

Despite Bäckström and Sundin (2009) reporting in Chapter 2 that caregivers are reluctant to seek
support in their caregiving role, Lee and Mok (2011) report that caregivers often establish social
support by asking for help and support from friends, families and any other available resources.
This suggests that their reluctance to seek support does not prevent them in doing so as such
support is typically depended on (Buschenfeld et al. 2009; Saban and Hogan 2012).

A key focus for the Welsh Government is to improve caregiver support, as well as improve the
access to information and support services carers may be eligible for.

This includes the

provision of information for carers and full engagement with family and carers at all stages in the
discharge process (Welsh Government 2016a). It is therefore fundamental that service providers
ensure that different components of the service are coordinated with one another in order to
improve the effectiveness of health and social care services. Such an approach should not be
limited to health and social care services delivered by statutory organisations, but should include
those services which may be provided by third sector organisations and other departments of a
local authority, such as housing.

4.2.7 Challenges facing Policy Makers in Wales

There are many challenges facing policy makers in Wales. Here, three key challenges are
discussed; identifying caregivers, defining Wales’s geography, and access to services.

4.2.7.1

Identifying Caregivers

As Chapter 2 reports, defining the caregiver is a complex task. Identifying the caregiver is a
primary concern for policymakers and community support services (Deacon 2008; Fitzpatrick
2008; Presho 2008). Johnson and DeSouza (2008) question: why it is still difficult for carers to
obtain the help and support they need?; and answer that ‘yes’ the needs of caregivers are better
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understood, however, there are conflicts and contradictions in the ways in which policymakers,
service providers, and caregivers themselves identify caregivers, and their respective roles.

Caregivers are considered a hard-to-reach population as they do not always identify themselves
as caregivers. This emphasises the importance of accurately defining the caregiver in their
multiple forms, to ensure that appropriate support can be developed and properly implemented
(Johnson and DeSouza 2008).

Furthermore, Johnson and DeSouza (2008) identify that

caregivers may even be reluctant at accessing support as they feel guilty that they are not coping
with the caregiver role. There may also be pressures as the cared for person may resent the
phrase ‘carer’ as it makes them feel that they are dependent on other people. Further complexity
in delivery of support services is that professionals are often not trained in accurately identifying
caregiver need which means that carers often feel misunderstood. In addition, lack of resources
mean that professionals cannot always provide an effective service.

4.2.7.2

Wales’s Geography

As Welsh health and social care policy seek to meet the needs of people in their local
communities, policymakers need to identify the key differences between the regions across
Wales. The WRO (2009) conducted a study of Welsh rural communities which found that 36
percent of their participants reported poor or very poor service provision; 63 percent rated
provision of hospitals as poor or very poor. Furthermore, 51 percent stated that they received
broadband. This has an impact on the implementation of initiatives such as telecare, online
knowledge acquisition and accessing online support, suggesting that such support may not
always appropriate in rural regions. Telecare packages may also be deemed inappropriate due to
older people perhaps not having the skills to use such technology and the limited internet
connection and mobile phone signals in rural and deep rural areas of Wales. For those areas
where such provisions can be connected, these typically incur a greater charge from the
installation company and network provider. Therefore, the Welsh Government needs to identify
which regions are considered rural or urban and define classifications for each. That way they
can fully explore how to target such populations. However, with a rural geography and no
defined definition of rurality, semi rurality and deep rurality, Welsh policymakers have faced
challenges when implementing policy across Wales (Williams 2008).
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Researchers and organisations define rurality by different definitions depending on the nature of
the topic under research, and the purpose of the document. While dictionaries define rurality
regarding countryside; geographers define rurality by land use, population density and terrain. In
some instances, rurality is defined by ‘distance to services’, such as the public transport system
or the nearest shop (Williams 2008).

When considering rural geography, Radcliffe (2011) refers to The Organisation for Economic
Co-operation and Development which defines rural areas, as areas with a population of fewer
than 150 people per square kilometre. By this definition, nine of the 22 unitary authorities (the
Isle

of

Anglesey,

Carmarthenshire,

Ceredigion,

Conway,

Denbighshire,

Gwynedd,

Monmouthshire, Pembrokeshire and Powys) are categorised as rural (Radcliffe 2011; Williams
2008), highlighting that these older definitions are still used by policy makers today.
Furthermore, Statistics Wales (2015) reports the population density of Wales by LA and shows
that population density has increased gradually from 1991-2014, particularly in the North and
North West regions, with the North West being least dense.

Notably, the Welsh Government Rural Development Plan and the WRO (Radcliffe 2011) adopt
the Office of National Statistics (ONS) (2004) classification which defines Wales by sparse and
less sparse counties and further defines rurality by settlement and population characteristics.
Furthermore, the Welsh Government (2007) and Radcliff (2011) state that these classifications
are defined through consultation with local authorities and with typically no primary statistical
data. However, accessing the services sought can promote further challenges due to the rural
geography.

4.2.7.3

Access to Services

McGrail and Humphreys (2015) state that access to services in rural regions is a key issue which
underpins much of health and social care policy. With Wales being made up of many rural
regions, accessibility is something Welsh policy makers must consider. The WHO (2016) states
that people living with disabilities often encounter barriers when accessing health and social care
services. There barriers are not necessarily physical or tangible (Meijering et al. 2016). The
WHO suggests that such barriers can be environmental or social, and require interventions to
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overcome them. Such environmental and social barriers are discussed in Chapter 3 and include
perceived stigma, fatigue, and depression.

The dimensions of access in relation to services include availability and supply, adequacy,
distance and travel time, travel cost, transport availability, accommodation, and the degree to
which services are tailored to meet consumer need; such as opening hours, waiting times,
procedure, affordability of service, and the delivery of the service (WRO 2009). It is worth
noting that these issues regarding stroke service accessibility in rural regions are consistent with
the experience of those living in urban regions. However, rurality compounds the issues of
accessibility to services.

Different services are available across different regions which can limit accessibility regarding
cross-boundary access to services (Schuurman et al. 2010) as rural geography can create greater
distance to health and social care services (The National Statutory Health Service for Wales
2005). This may result in a delay in diagnosis, and access to rehabilitative and support services;
aspects which are crucial for people who experience a stroke. This can lead to poorer outcomes
for people who reside in rural regions (WRO 2009).

McGrail and Humphreys (2015) identified that the increased travel time to GP surgeries and
hospitals in rural regions also had an impact on the number of cases where diagnosis of cancer
and other chronic conditions were being delayed, resulting in a poorer prognosis. This issue is
taken into key consideration in public policy development (Welsh Government 2009: 2015).
Rurality is a key issue across Wales. The distances to specialist health services is shown to
affect the survival rates for some cases, in addition, travel time to specialist services can be
costly in terms of time, energy, finance and emotions (McGrail and Humphreys 2015). This
highlights a key concern for people who experience a stroke, or recurrent stroke, who reside in a
rural infrastructure. This also highlights that the issue is not that the service is not there, it is that
the rural infrastructure makes it hard to access. In some cases, emergency time to a district
general hospital is 60 minutes. These health boards also report that accessibility issues need
further financial analysis to be considered (Welsh Government 2009).

The WRO (2009) found that 92 percent of participants considered access to a car as essential in
rural regions of Wales; with 4 percent stating that they had no access to independent transport.
11 percent of participants from White et al.’s (2007) study also reported that they had no
independent transport; with 22 percent stating that they were reliant on other people. White et al.
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(2007) also note that poor transport in rural areas of Wales results in higher need to own a car.
Therefore, someone living with stroke who resides in the rural North may feel a need to be more
reliant on independent transport. However, this is a potential issue for someone living with the
outcomes of stroke, and their outcomes may mean that they are medically unable to drive a car.

McGrail and Humphreys (2015) observe that rurality clearly impacts on service delivery and the
ability of service providers in meeting the needs of the rural population, a core issue being the
lack of transport provision. This lack of access has created difficulties for 16 percent of rural
residents in accessing local GP practices and 11 percent in accessing local hospitals (White et al.
2007; McGrail and Humphreys 2015). The Welsh Government supports this, and also reports
that integration, community cohesion and engagement are also key issues which need addressing
in relation to service provisions in rural geographies such as that of Wales (Welsh Government
2009). Accessibility to services includes access to services by patients, friends and family,
through more sustainable local transport, sensitive appointment systems, and local service
provision in addition to accessing local people through innovation; for example, use of IT
(Welsh Government 2009). Furthermore, Green (2016) comments that the services provided
within rural communities may employ a lower skilled workforce, suggesting that the quality or
standard of service provided may not be as advanced as those in more urban regions.

This is

considered symptomatic of Wales being a country with migration trends of younger people
moving to more urbanised areas, and the growing and ageing population (Green 2016; Williams
2008: 2011).

Accessibility to services is a key theme in rurality literature in the health and social care sectors.
Schuurman et al.’s (2010) study conducted in Canada identified that people living in larger
urbanised areas such as Vancouver had greater choice in hospital and hospice-based care; such
service choice deteriorates the more rural an areas people live, and the larger the geographical
distance. This is amplified further when there is poor weather and terrain. Schuurman et al.
(2010) affirm it may take a professional caregiver one full day to visit a single client in a remote
area, whereas urban communities sometimes have access to more diverse support teams and
better transport links which make the service provision run more efficiently.

Furthermore, a correlation between a lack of access to services and feelings of isolation has been
identified by the WRO (2009). They assert that residence of rural regions in Wales are more than
twice as likely to report issues with access to community services such as the post office, bank,
community centre, bus stops and doctor’s surgery, and three times more likely to report that they
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had difficulties in accessing a grocery store. This suggests that rural residents’ ability to access
basic services and their sense of remoteness and seclusion are closely correlated (White et al.
2007). This can result in greater feelings of reduced social participation for survivors and
caregivers who reside in rural regions, compared to those who report reduced social participation
in more urban geographies. However, participants of Denzl et al.’s (2013) study of rural living
reported that they felt a sense of rural community, and addressed that the main isolation was
from the healthcare system and statutory support, not from family and friends.

Pugh (2011) reports that the scarcity of support services accessible in rural regions has resulted
in poorer health and mental and emotional wellbeing. However, Pugh (2011) states that it is
important to note that literature is not stating that people living in rural areas have a lower quality
of life, and/or worse outcomes of stroke; it states that rural geographies make accessing support
more difficult for people residing in rural areas. However, considering the importance of
accessing hospital within three hours of a stroke, it may be suggested that people living in rural
regions, with weaker infrastructure, may experience a delay in receiving acute emergency
treatment (Hagen 2013; Korner 2007).
Approximately one-third of Wales’s population is rural, which highlights the importance of rural
health for all seven of the Local Health Boards. Notably, the rural health issues are inclusive of
the social, economic, transport, housing and social care matters which are also apparent in rural
Wales. Beumann et al. (2012) found that people living in sparsely populated areas (of a
population of one-five per square mile) were heavily reliant on informal sources for help in
general, including health care.

The Welsh Rural Observatory (2009) conducted a survey on deep rurality which identified that
94 percent of respondents reported a very good or fairly good perception of quality of life;
expressing a feeling of community and enjoying the peace and quiet. However, 36 percent of
respondents reported poor or very poor general service provision, connectivity was considered
poor with only 51 percent being in receipt of broadband and only 20 percent considered the
mobile telephone network as being good. Furthermore, 92 percent considered that access to a
car was essential with 4 percent having no access to independent transport. Statutory transport
was also rated as poor. Additionally, 30 percent reported no central heating in their houses, and
there was widespread concern about the sustainability of deep rural community with 18 percent
of respondents reliant on help to access services of which 26 percent of those over age 65.
Generally, they were happy with GP provision but less so with dentists, and they had major
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concerns about hospital provision and ambulance services, with 63 percent stating that hospital
provision was poor or very poor (WRO 2009).

The Institute of Rural Health (2009) recognised access to services as a key issue and integrated it
as a theme for its plan for improving service delivery across Wales. It found that older people
who live in rural Wales typically received support from informal social support structures, the
availability of which helped to support positive perceptions of a good quality of life. However,
new evidence shows that such structures are eroding due to increased migration, changing the
structure in rural communities (Willims 2008). Also, people are living longer, which makes
older people more likely to experience loneliness and bereavement as well as reduced
independence through loss of transport and reduced mobility (Welsh Government 2009). These
issues are more apparent in rural and deep rural areas across Wales due to poor statutory
transport and isolation, leading older people viewing ageing as ‘terminal tragedy’ (Wales Rural
Observatory 2009).

White et al. (2007) found, that when asked about their satisfaction with their local GP service, 8
percent of the respondents were dissatisfied; 45 percent were very satisfied, 46 percent
considered the services satisfactory. This informs that where the services were accessible; they
were considered satisfactory. Affirming that the issues with rural healthcare provisions are
focused around availability; White et al.’s (2007) participants stated that they would make
recommendations themed around availability and scheduling of appointments, particularly
during evenings and weekends.

However, as Chapter 3 (Section 3.6) highlights access to services is not a complete measure of
life satisfaction in rural regions (Romans et al. 2006). The rural residents of their study in
Canada were expressed fewer symptoms of depression and anxiety than urban residents due to
them reporting a good sense of community. This highlights the importance of community in
rural regions. Pugh (2011) states that the reported issues for service users in rural areas are the
same as those in urban regions, however it is the geography and infrastructure of the rural
regions, the current infrastructure of statutory services (including transport services) and, the
absence of alternative delivery provisions which result in rural residents facing further
difficulties in access. Furthermore, the characteristics of communities such as those in rural
regions of Wales, mean that people are familiar to one and other. Although this is reported
earlier as a positive aspect of community life, there is also potential for members of the
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community to feel that they are unable to use local services confidentially due to staff being
local, and/or people seeing them enter or leave the facility (Pugh 2011).

4.3

Community Delivered Support

Community care services are provided by the statutory, third and social enterprise sector, and
aim to meet the care needs of vulnerable people in society, where those needs are met outside of
institutional care, in their own homes (Alcock et al. 2016; Johnson and DeSouza 2009; Welsh
Government 2011). As it is integrated within the statutory sector, community care overlaps with
health and social care policy in terms of responsibility for care and funding care.

Community support services are those services such as primary health care services (GP, dental,
pharmacy and optometry services); generic community services (district nurse, health visitor,
community midwife, community psychiatric nurse, school nurse, and community therapy
services); specialist clinical or outreach services; and local authority services provided by the
independent sector (day centre services, respite care, home support, residential and nursing home
services), and aim to support health, independence and wellbeing. This can be carried out by
initiatives such as telecare, web-based information services, and targeted health promotion
support (Johnson and DeSouza 2009; Joubert et al. 2013).

As discussed previolyus, collaborative approaches to health and social care mean that policy
makers are encouraging Local Health Boards to support community health services in supporting
independent living and keeping people ‘fit and healthy’. They support the local communities by
introducing community services which are effective in meeting their aim, or improve the
efficiency of existing services; innovate primary care contracts in order to further develop local
services; monitor targets and coordination of services; maximise resource potential, and plan and
manage services to ensure full integrated care for service users (Health Wellbeing and Local
Government Committee 2010).

Drinkwater (2011), Williams (2008), and Johnson and Desouza (2006) report that the availability
of GPs and district nurses varies across geographical regions. Therefore, they are supported by
community matrons in their roles, who specifically focus on people living with long term
conditions.

This emphasises the importance of collaboration in meeting the Government’s

vision for long-term condition management. Reed et al. (2010) consider community support to
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be invaluable for survivors. Their study, which explored a community stroke scheme, found that
the scheme enabled survivors to create a social self-identity and encouraged participation within
the community by implementing informal support networks. The community stroke scheme also
found that the needs of Reed et al.’s participants were met by exercise, goal setting, peer group
interactions inclusive of social support and knowledge acquisition. Reed et al.’s study identified
that a variety of internal and external resources enabled stroke survivors to rebuild their lives
positively post-stroke. They considered that a ‘stroke-specific’ community-based scheme which
focused on exercise, life-centred goal setting, peer support and knowledge acquisition as a
valuable external resource which would contribute to meeting the needs of the stroke survivor.
Furthermore, Patterson et al. (2010) report of the successes of peer support and exercise groups
on supporting survivors in their everyday lives and improving levels of social participation.

There are limited stroke specialist medical and therapy follow-up services in the community due
to severe shortage of funds. This has led to many NHS organisations using generic therapy staff
to deliver treatment for survivors of stroke. This highlights that investment in stroke-specific
services are needed in order to develop stroke appropriate services in the local community.
However, by supporting organisations in the third sector and social enterprise sector, the Welsh
Government (2015a) is supporting community initiatives which share the same aims in
supporting people living with stroke and their caregivers in their everyday lives. This was also a
stated aim of the Stroke Delivery Plan (Welsh Govenrment 2017). However, the plan did not
state how such support would be delivered.

4.4

Third Sector Support

Third sector organisations are independent non-governmental organisations which typically
consist of voluntary and charity organisations. They are value driven; focused on societal,
cultural, and/or environmental objectives (Welsh Government, 2015a). The Wales Council for
Voluntary Action (2013) asserts that there are 978,000 voluntary and 51,000 paid employees
within the Welsh third sector; with 600,000 people volunteering independently within their local
communities; complementing statutory sector services in their local communities.

Third sector organisations in this context aim to improve the health and social wellbeing of
people living with the outcomes of stroke, and their caregivers. Third sector organisations
typically provide lifelong support to stroke survivors and caregivers through voluntary support
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and outreach centres (Schure et al.

2006; The Health Wellbeing and Local Government

Committee 2010).

Community-based service support groups within the third sector offer help and support to those
who are living independently to ensure they are not experiencing isolation (Drinkwater 2011).
The Stroke Association affiliated stroke clubs are a community-based service which aims to
support people who have been affected by stroke. Being the dominant stroke support provider in
Wales, their community-based groups aimed to help improve accessibility to a range of quality
and innovative services such as stroke clubs while focusing on the needs of its members (The
Stroke Association 2017c). The Stroke Association’s (2015c) Life After Stroke campaign has
been integrated to increase public awareness of the realities of the effects of stroke and promote
the support that The Stroke Association provides to people who have been affected by stroke
across the UK.

The Stroke Association’s (2015b) stroke strategy for 2015-2018 entitled

‘Together we can conquer stroke’ aims to reduce the number of people who have a stroke,
improve acute care provisions, support self-management for survivors, build a stroke community
by supporting stroke clubs, and ensure that professional staff are trained to meet the needs of
survivors. Notably, the Stroke Association’s stroke strategy does not refer to supporting the
caregiver. Furthermore, the strategy document does not state how the support to stroke clubs
will be delivered. There is also a weakness in emphasis of cross-sector collaboration.

Figure 4 overleaf presents the life after stroke services provided by the Stroke Association. The
model highlights how the services, like those in the statutory sector, are person-centred, and
focus on prevention, information, communication, re-enablement and inclusion as well as
caregiver support (Health Wellbeing and Local Government Committee 2010; The Stroke
Association 2016; Rowe 2013).
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Figure 4: The Stroke Association’s Life After Stroke Services

(Extracted from: The Stroke Association 2011: webpage)
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The Stroke Association has also been involved in the stroke awareness campaign’s (such as The
Stroke Association’s (2017a) ‘FAST’ campaign, mentioned previously), and has also developed
the Keep in Touch service which provides information, advice, and support in innovative ways.
This scheme is driven by survivor need (The Stroke Association 2017b).

The British Red Cross (2017) is another third sector organisation which provides support for
survivors of stroke in their everyday lives. The British Red Cross is not a stroke-specific charity.
It supports health issues and social support overseas, however here in the UK the British Red
Cross helps support independent living by providing support and care at home after discharge
from hospital. This is done via its hospital from/to home scheme, focusing on rebuilding
confidence, collecting prescriptions on behalf of patients, providing companionship, therapeutic
hand and arm massage and assistance with shopping. In addition, the British Red Cross provides
transport and/or an escort service which is funded by charitable donations providing support for
essential daily activities such as attending medical appointments to support the independent
living initiative. Furthermore, the British Red Cross has a voluntary-led mobility hire service,
allowing people to hire equipment such as wheelchairs in the short term (British Red Cross
2017).

Survivors and caregivers may also receive support from non-stroke-specific third sector
organisations such as independent living centres or carer groups such as Carers UK, and the
Carers Trust; a merger of the former Crossroads: caring for carers, and The Princess Royal Trust
for Carers (Williams et al. 2010). Supporting caregivers, Age UK provide information for
people and carers seeking advice for support and finance, health and wellbeing as well as travel
and lifestyle advice. It also provides information on work and learning, and information on
products and services such as gas and electrical services, dealing with death and end-of-life
provisions such as power of attorney and care home provisions, and informs people how to
access help using real life stories (Age UK 2017). Also supporting caregivers in Wales, Carers
Outreach covers North West Wales and the Isle of Anglesey. Its services support people who
care for people with complex care needs through local outreach centres.

Focusing on caregiver needs, Carers Outreach provides information and advice about
entitlements, services, social opportunities and support groups. Recognising caregiver needs as
highlighted in Chapter 2, Carers Outreach also helps caregivers plan for the future and the
unknown. For example, planning for care provisions at home for the dependent person if the
caregiver was admitted to hospital. It also offers a benefit-checking service to ensure that the
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carers are claiming for all that they are entitled to, and also support in grant and benevolent funds
applications. Recognising that caregivers also need to maintain their own quality of life, Carers
Outreach also assists in access to breaks, education and employment while providing information
and acting on the carer’s behalf at local and national levels to ensure that they receive the
services and support they need (Carers Outreach 2017).

Carers UK, funded by membership, lobbies the Government on behalf of its members, and the
people in its care. It represents its members nationally, and aims to promote high standards of
care and to provide practical advice and support to itsmembers surrounding caregiving policy
and assessment. It seeks to access carers in need of support by collaboration with GPs to provide
a service and signpost carers to the services that will best support them or assess needs as in line
with national carer’s strategy (Deacon 2008; Fitzpatrick 2008; Presho 2008).

4.5

Social Enterprise

In this context, we explore social enterprise by the definition provided by the European Research
Network which considered key categories under two dimensions. The categories within the
social dimension state that a social enterprise will have an explicit aim to benefit the community,
be an initiative launched by a group of citizens, have decision-making powers not based on
capital ownership, be a business of a participatory nature which involves the persons affected by
the activity, and have a limited profit distribution. The economic dimension of social enterprise
describes social enterprise as a continuous activity which produces goods or sells a service, with
a high degree of autonomy, a significant level of economic risk, and a minimum amount of paid
employment or compensated labour (Welsh Government 2015).

There are multiple definitions in the extisitng literature for what constitutes social enterpese and
entrepreneurship. Each of these shares the notion that for an enterprise ot entrepreneurial form
to be considered ‘social’, it must be addressing a societal need. Bjerke (2013) considers social
entrepreneurship to be all entrepreneurial activity which aims to benefir society through social
aims. Whilst, Ridley-Duff and Bull (2016) expand and define social enterprise as a business
which is not primarily driven by financial return, but instead, primarily focuses on social
objectives, and any profit made is reinvested into the company to further work towards the social
objective. Martin and Thompson (2010) describe that social enterprise harnesses a triple bottom
line: social aim, income generation, and economic impact. This makes social enterprises a good
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strategic partner for policy makers to consider. By supporting social enterprise, policy makers
have identified potentially sustainable avenues for support in the community, which are run by
the community themselves. This would meet the aim of the 2014 Social Services and Wellbeing
Act (Welsh Government 2014b) and the Stroke Delivery Plan (Welsh Governent 2017) by
providing a platform where people can help themselves, and support each other in their
communities. This would fit into Lord Bourne’s (2015) and Morgan’s (2012) addenda to
support Welsh people in a Welsh way, as a social enterprise has the potential to underpin local
communities, whilst supporting their target population.

In order to define the social entrepreneur in this context, the sociologist perspective can be
considered, whereby entrepreneurs are defined as a creative innovator in the business sphere
(Ridley-Duff and Bull 2016). Here, we discover where the notion of social enterprise has
evolved, and traditional characteristics differ from that of a traditional ‘entrepreneur’. Social
entrepreneurs are thought to be found across private, third and public sectors (Bjerke 2013) and
are often described as a product of the development of the third sector and ‘grey’ area of
cooperative and non-profit trading practices; or the result of the integration of the independent
sector into the third sector (Ridley-Duff and Bull 2011: 2016). However, social enterprise can
also be considered an outcome of various attempts to introduce independent sector management
styles into the statutory sector; further influenced by the contributions of local politicians and
community entrepreneurs with societal perspectives (Ridley-Duff and Bull 2011:2016). The
change of economic theory in 1970 impacted on entrepreneurship worldwide. There was an
increase in small firms and innovations in leadership and the social economy, suggesting the
social enterprise expanded out of liberal capitalist ideas which founded the principles of the ‘new
statutory management’ and market socialism (Chandler 2008; Ridley-Duff and Bull 2011:2016).
The cross-sector model of entrepreneurship (Figure 5 overleaf) identifies the red shaded area, the
cross over area, as the ‘ideal’ social enterprise sector. Edited by Ridley-Duff and Bull (2011:73),
Figure 5 shows the views of Ridley-Duff and Bull (2011:2016) and Bjerke (2013), that social
enterprise operates in all sectors and that there are entrepreneurial activites deemed ‘social’ in
each sector.
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Figure 5: The Cross-Sectional Model of Entrepreneurship

Statutory Sector
1

2

S

Third sector

3

Independent
Sector

(Edited from Leadbeater 1997 in Ridley-Duff and Bull 2011, 73)
Figure 5 shows that social enterprise can be considered a ‘bridging sector’ between multiple
sectors which provides an opportunity to utilise skills, abilities and knowledge; as such, a triple
helix (Bjerke 2013; Leadbeater 1997; Ridley-Duff and Bull). Ridley-Duff and Bull (2011)
describe that the overlap at point 1 shares public interest, and so lays the foundations for nonprofit enterprise. At point 2, there is an element of corporate responsibility, where they don’t
consider the third sector as a viable business partner in delivering statutory service. Point 3 then
identifies the overlap between the independent sector and the third sector as a ‘more than profit’
spectrum. Here, there is antipathy to the state and this position is considered the driver for these
businesses to meet the needs of disadvantaged groups, seeing them as being realistic about the
state's capacity to oppress minorities. The red shaded area is the overlap of all sectors. Being
‘idealist’, it replaces independent, statutory and voluntary competition with a democratic multistakeholder model where all interests in a supply chain are acknowledged to break down barriers
to social change.

This model also suggests that social enterprise in the third sector can be supported by the
independent sector and/or the statutory sector. With more traditional forms of statutory sector
funding being cut, becoming a social enterprise creates opportunities for voluntary and third
sector organisations to be sustainable and continue by producing collective benefits, whilst
operating similarly to an independent sector business by being innovative, being driven, and
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being disciplined financially (Ridley-Duff and Bull 2011; Yu 2011). This suggests that by being
a social enterprise rather than being based in the third sector, groups which rely on charitable
donations and voluntary staff would begin to run like an independent sector organisation in that
they would have the drive and determination at what they can achieve. Furthermore, Bjerke
(2013) asserts that those people who are entrepreneurs in the third sector, are defined as citizen
entreprenurs; distinguishing citizen entrepreneurship from broader social entrepreneurship
definitions, Bjerke describes citizen entrepreneurial practice to be identifiable as projects run by
citizens, or those who seek to ‘just be citizens’ rather than claimining any other business practice
(Bjerke 2013). Bjerke (2013) goes on to explain that the activities run by citizen entrepreneurs
are typically innovative in nature and take place in either private places such as nursing homes,
or public places such as public squares. This informs of a third sector-specific stream of social
entreprise which looks different from typical business practice. Citizen enterprises are also
commonly known as community enterprises. These forms of businesses appear to exhibit low
structure and are managed by cohesive citizen (or community) decision-making processes as
opposed to typical social enterprise, or indeed enterprise in general, where more structured
approaches to management may be visible.

Although Bjerke’s (2013) work supports the model presented in Figure 5, he asserts that citizen
entrepreneurs, despite being entrepreneurial in their mannerisms and seeking to benefit society,
are somewhat different from ‘typcial’ social entrepreneurs. They do not enter other sectors, they
do not seek to be businesses or publicly employed. Instead they “act as if they just are citizens”
(Bjerke 2013:64). Furthermore, Bjerke (2013) emphasises that social entrepreneurs inclusive of
citizen entrepreneurs must not be limited to typically entrepreneurial logic as reported in
business literature, as they are developing their businesses in different ways with different
objectives.

Much of social enterprise literature reports of social enterprise supporting society and
community. The Welsh Government (2015a) acknowledges the importance of social enterprise
organisations in supporting people in their everyday lives, and in supporting survivors of stroke
and their caregivers. This is evidenced in its Stroke Delivery Plan (Welsh Government 2017)
and the Social Services and Wellbeing (Wales) Act (Welsh Government 2014b). It aims to
support social enterprises in Wales; helping them to be sustainable and helping them to grow.
The Welsh Government (2015b) states that it wishes to ‘integrate social enterprise into the
mainstream’, and enroll collaborating agencies to support ‘the creation of a thriving social
enterprise sector in Wales’; however, the author suggests vagueness by the Welsh Government
95

in The Stroke Delivery Plan and its statements of how it wishes to support social enterprise.
There is slightly more detail in the Social Services and Wellbeing (Wales) Act (Welsh
Government 2014b), however there is a vague definition of social enterprise which does not take
into account those social enterprises which are set up out of necessity, as the Stroke Clubs are.
More recently the Welsh Government states that social enterprise sector should be integrated
with ‘the mainstream’; without defining the sector or business areas it considers to be
mainstream. However, the Welsh Government (2015b) informs that it has supported the Wales
Co-operative Centre by awarding it with Convergence and Competitiveness funding, in order to
provide social enterprise development support. With a £8 million budget and £3.6 million match
funding, the Wales Co-operative Centre is to meet the Government's aims of raising awareness
of social enterprise and the ways it supports society and provides support by way of mentoring,
training and signposting to other support agencies (Wales Co-operative Centre 2017).

4.6

Collaborative Approaches to Providing Support

As previously stated, the 2014 Social Services Wellbeing Act aims to encourage collaboration
between local authority social care services and the NHS in delivering integrated services to
strengthen partnerships (Gray and Birrell 2013). The Welsh statutory sector funds social care
initiatives across multiple sectors.

In doing so, it encourages the funded organisations to

illiterate their public service values as set out in the report Sustainable Social Services for Wales:
A Framework for Action (Welsh Government 2011a), into their practice across the health and
social care sphere. At the heart of communities, social services departments are supporting an
increasing number of people, in the short and longer term (The Welsh Government 2015b).

Support for survivors of stroke begins with emergency care such as that provided by paramedics.
Then, the stroke patient receives acute care in stroke units. This is where stroke rehabilitation
begins (The Stroke Association 2016). Once discharged from hospital rehabilitation and support
is still provided by the statutory sector through statutory funded community local authority
support services; often with follow-up rehabilitative hospital appointments.

At this stage,

professionals focus on assisting the survivor in returning home, implementing a support plan for
the survivor in the months after stroke which aims to support survivors and close family
members (Williams et al. 2010; The Stroke Association 2016). Third sector organisations can
offer support at hospital, and when the survivor returns home. However, unlike hospital support
post-discharge, the support they provide is life-long. Effective discharge planning relies on good
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communication between the hospital and community services (Alcock et al. 2016; Jeong et al.
2015; Intercollegiate Stroke Working Party 2008) and is crucial for wellbeing and maximum
recovery (Intercollegiate Stroke Working Party 2008). However, Alcock (2016) states that there
are challenges for each party involved in the discharge process; hospital staff are pressured to
conduct a prompt discharge; patients and their families may overestimate their ability to manage
at home; and there are a limited community support services available. These are sparser in more
rural regions such as Wales and vary county to county (Williams 2008). In the UK, survivors of
stroke receive support from statutory services if they have extensive care needs; most manage
with informal care and domestic support which is arranged and paid for by themselves (Williams
et al. 2010).

A key goal in long-term support is the prevention of a reoccurring stroke and associated
complications (NHS Wales 2014; Welsh Government 2017). The support needs of survivors are
assessed individually by primary health services six weeks after discharge, and again within six
months, then annually. This allows for change over time, such as deterioration or improvement
of health and also allows a specialist review to be conducted in cases where hospital discharge
may not have met the needs. This would include treatment of risk factors and secondary
prevention advice (Intercollegiate Stroke Working Party 2008) and provide an opportunity for
survivors, carers and professionals to consider on-going needs and partnership.

The key actors and bodies from the statutory and third sectors share the common aim of
promoting person-centred care, promoting independence, and improving statutory health.
However, the two sectors can approach the aim through differing strategies and practices which
suggest that they work well in collaboration.

Stroke-specific support is provided through

Wales’s recently implemented Stroke Strategy Plan (Welsh Government 2012), and with
caregiver support being provided through general carer strategies and third sector organisations;
again, with stroke-specific support being provided through the Stroke Association. As identified
in Chapter 2, the outcomes of stroke vary greatly, with the needs of the survivors ranging greatly.
Therefore, in order to meet the needs of a survivor as an individual, person-centred care may
include resources drawn out in policy and practice for people living with mental health-related
outcomes and physical and learning disabilities.

Third sector organisations support survivors and caregivers in their everyday lives post-discharge
from statutory sector provision. Community support and third sector organisations help to reach
people in hard-to-reach communities, contributing to support often given by friends, family and
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neighbours. Recognising the necessity for support using the third sector, the 2012 Stroke
Delivery Plan (Welsh Government 2017) proposed that long-term support of people living with
stroke needs to integrate and collaborate between sectors. This affirms the importance of cooperation and collaboration between statutory, independent and the third sector in meeting the
aims of improving public health and the everyday lives of people who have experienced stroke,
which is to promote and support independent living and self-directed care.

In addition, the statutory sector can also provide financial support in the form of Disability
Living Allowance (DLA) for those that are unable to work due to the results of their stroke. A
carer's allowance is also available, as well as subsidies for a number of social care services.
However, this funding is changeable, and it does not take into account increased transportation
and living costs for people living in rural areas.

Furthermore, caregivers have only been

identified as a category of social concern since the late 20th century. The Griffiths Report
(1988) and the 1990 NHS and Community Care Act was significant for caregiver recognition in
health and social care policy as they identified caregivers as the primary means of care (Schales
and Schneider 2012).

Furthermore, Alcock et al. (2016), Johnson and DeSouza (2006), and Glendinning (2009) assert
that despite a range of policies to support caregivers, the intended results were not always
achieved. However, Deacon et al. (2008) consider that in more recent contemporary society, the
gender boundaries are still blurred. Norman Lamb (2014), Minister of State for Care and
Support at the time, commented that the Government is dedicated to supporting caregivers in
their caregiving role; to help them to care effectively, maintain their own health and wellbeing,
to fulfill their education and employment aspirations, and provide them with a life away from
caregiving. Reflecting upon everyday life and quality of life as discussed in Chapter 2, in doing
this, the Government can potentially improve the quality of life of caregivers.

The Stroke Delivery Plan (Welsh Government 2017) discussed earlier in Section 4.2.4 identifies
that cohesion between the statutory health and social care sector and third and social enterprise
sector organisations would address the identified need of supporting community groups.
However, the plan lacks depth in the description of the delivery of the action.

There is also a suggestion that the policy will only be as effective as the collaboration between
relevant departments. Baldock et al. (2012) state that despite policy aims being clear, the
cooperation required to meet those aims often results in disagreement or uncertainty between
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relevant service departments such as central government and LAs. This can result in vagueness
and ambiguity. Overall resulting in ineffective policy, delivery and service provisions - but
ultimately leaving gaps in service provision for the potential service users. This means that
without effective collaboration between sector services, a policy may be ineffective and result in
the policy aims not being met.

4.7

Chapter Summary

The development, implementation, and delivery of support for survivors of stroke and their
caregivers is clearly a collaborative effort, with a variety of input from many perspectives.
Devolution has allowed Wales to strengthen its policy through development of its own evidence
base, to better meet the needs of survivors and their caregivers across Wales.

Wales has been defined by this chapter as a rural region with a strong sense of community. This
chapter suggests that support for survivors and caregivers in Wales is provided by the statutory,
third, and social enterprise sectors.

The Welsh Government’s (2015b) Sustainable Social

Services framework sets out its vision for transforming social care across Wales. The key focus
being to develop high quality and responsive services which have a strong public voice, through
better collaboration between partners. The King’s Fund (2015) supports Lord Bourne’s (2015)
claims that the current Welsh social care system lacks equality, is unsustainable and is
inadequate. It states that while it is public knowledge that the system is inadequately funded;
there is a reduction in funding from the Government into social care, whilst demand for social
care services continues to increase

Cross-referencing this with the literature in Chapter 2, the possible outcomes of stroke suggest
that in some instances, face-to-face support would be essential in order to communicate
effectively with the surviors of stroke. Furthermore, survivors of stroke and their caregivers in
rural regions are potentially more reliant on their local community; their family, friends and
neighbours for support and care. Furthermore, those who reside in rural regions consider that
living in rural areas provides a good quality of life, yet the literature confirms that these rural
Welsh communities are heavily reliant on informal support and help in general, which is
provided in Wales by an informal community network of friends, family and neighbours.
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5.0

Chapter Five: Research Design and Method

This chapter presents the research design and methods deployed to achieve the research aims and
objectives of the study. The research aims, as previously outlined in Chapter 1, were to:

(1)

Explore the everyday lives and experiences of survivors of stroke and their caregivers;

(2)

Identify the key support actors involved in the everyday lives of the study participants;
and,

(3)

Explore how Stroke Clubs support survivors of stroke and their caregivers in their
everyday lives.

The research methodology underpinned by an inductive, qualitative approach, explored the
phenomenon of interest through a multi-method design. Primary research collected data from
multiple case studies which allowed for in-depth research. Two of the case studies focused on
survivor participants. Seven case studies focused on survivor participant and their caregivers.
The case study profiles are presented in Chapter 6.

The data collected from the case study participants addressed research aims 1, 2 and 3 by
allowing in-depth exploration into the participants’ everyday lives (Yin 2013). Stroke Clubs
were identified as an avenue of participant recruitment as this allowed for further exploration
into their role in supporting their members (and study participants) in their everyday lives. The
work in the Stroke Clubs included observation of the Stroke Clubs, participant perspectives
through their interviews, and semi-structured interviews with Stroke Club hosts. This triad of
perspectives enhanced the research study by providing a better understanding of how support is
delivered through the Stroke Club initiative.

The Research Process Model presented in Figure 6 (page 104) shows the primary data collection
method process adopted for the study. Overleaf from Figure 6, Table 2 shows the primary data
collection intervention in tabular form and includes. Both Figure 6 and Table 2 inform of the the
month and year of the intervention. This informs the reader of the timeframe of this study. Nonparticipant observation of the Stroke Clubs, semi-structured interviews with the Stroke Club
hosts, and BNIM (Biographic Narrative Interpretive Method) interviews with the case study
participants (informed by Wengraf 2009) ran parallel to each other throughout the primary data
collection stage of this study.

These primary data collection methods were synergistic,

complementary, and allowed for triangulation of the data through cross-referencing of the data
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collected, and the literature review. This helped validate the data, ensuring that robust, reliable
data added strength to the research findings (McGivern 2013).

The BNIM interviews primarily addressed research aims 1 and 2, while contextualising the
observational data in addressing research aim 3, through developing deeper knowledge and
understanding of each participant’s perspective.

A review of the existing literature was conducted in the first instance to gain an understanding of
the study context and existing knowledge, and support the semi-structured element (phase 2) of
the BNIM (McGivern 2013; Gray 2006; Russell 2013; Silvernman 2013, Thomas 2011).
Development of the interview templates is discussed later in Section 5.3.

As Figure 6 overleaf shows, the review of the existing literature was continuous and revisited
throughout the study. The review of the current literature synthesised key findings reported and
allowed for an in-depth exploration into the existing knowledge surrounding the key areas of
everyday lives literature. This allowed the author to gain an understanding of the study context,
identify areas where further exploration was needed, and identify areas of interest.

By

conducting continuous desk research, the author was able to explore further concepts and areas
of interest as they became explicit through primary data collection. Therefore, desk research and
a continuous literature review provided a reference point, but also added depth and
understanding to the research findings.

The author continuously explored themes within the

data at different stages which contributed to the overall rigour, validity and depth of the study.
The research approach, design and methods are discussed in more detail throughout the
remainder of Section 5.1.
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Figure 6: The Research Process Model
Desk Research and Continuous Review of Existing Literature

Recruiting case study participants through
a caregiver organisation

Identification of the Stroke Clubs to observe
(and gain access to Stroke Clubs)

Stroke Club Observation
Observation 1:
September 2011

Recruiting case study participants through
Stroke Clubs (recruited at Observation 1)

Stroke Club Observation
Observation 2:
November 2011

Interview 1 - Template Development

Stroke Club Observation
Observation 3:
Janurary 2012

Stroke Club Observation
Observation 4:
March 2012

Conduct Interview 1
November 2011
Interview 1 Analysis

Follow-up Interview – Template Development

SemiStructured
interviews
with Stroke
Club Hosts
During
observation 4:
March 2012

Conduct Follow-up Interview
May 2012
Follow-up Interview Analysis
Stroke Club
Observation
Analysis

Cross Referencing and Collation of all Primary and Secondary Data Sources

Affirm identified Themes
Present Findings
Discuss Key Themes
Conclude and Form Recommendations
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Table 2: Primary Research Intervention
Intervention Type
Observation

Case Study Interview

Stroke Club Host
Interview

5.1

Description
Date
Frequency
Non-participant
September 2011
Bi-monthly for 8
6 Stroke Clubs
months (total of 4
Observed (please refer
occasions)
to table 4 for Stroke
Club profiles)
Biographic Narative
November 2011
Twice.
Interpretive Method
Follow-up interview
with stroke survivors
commenced 6 months
and caregivers (please
later in May 2012
refer to table 5 for
case study profiles)
Semi-structured
March 2012
Once
interview

Research Methodology

When deciding the research methodology, the author considered various approaches and designs.
Throughout Section 5.1 the research approach, design and strategy adopted for this study are
discussed, along with underpinning justification and rationale.

The observation of Stroke Clubs both in an organisational sense, and the cultural sense; that is,
the beliefs, behaviours, and attitudes, of the Stroke Club members, was supported by the case
study interviews. The BNIM interviews facilitated participant reflection upon Stroke Club
experience (for those recruited via Stroke Club) and their post-stroke lives.

This strategy

enabled the author to learn how the participants perceived themselves within their everyday
contexts. The interview data informed of the participants' perceptions of themselves as members
of the Stroke Club community, as a family member, and/or society as a whole. Observation and
interview data combined; the primary data collection methods enabled the author to explore,
make sense of, and understand the subjective meaning of the participants’ lives (Silvernman
2013; Wengraf 2009). Thus, learning what people ‘do’, and how they ‘feel’ through qualitative
data collection; producing rigorous findings, conclusions and recommendations for policy
makers and support providers (McGivern 2013; Gray 2006; Russell 2013; Silvernman 2013;
Thomas 2011; Yin 2013).
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5.1.1 The Research Paradigm
A humanistic approach allowed for “an appreciation of a unique human experience” (Bernard
2013, 22) within this research context, while an interpretivist approach enabled the author to
explore:
“Culturally derived and historically situated interpretations of the social life-world.”
(Gray 2006, 21)

Taking a humanistic interpretivist stance supported inductive enquiry and exploratory
investigation into this complex area of research. This supported a focus on the participants’ own
unique and individual interpretations of their everyday lives (Bernard 2013; Crotty 2011; Denzin
and Lincoln 2011).

Furthermore, this supports the notion that there is no:
“Interpersonal relationship with the world, but that the world is interpreted through the
‘classifications of the mind’”
(Crotty 1998, 67).
This suggests that an individual’s own interpretation of their life is subjective as it is unique to
the individual and their own perception of the world around them (Bernard, 2013; Crotty 1998;
Smith 2014).

As Chapter 2 asserts, stroke can result in a varying range of physical and neurological disabilities
in those who survive it (The Stroke Association 2016; Williams et al. 2010). Therefore, the
author considered those research methods which were adopted by others when conducting
research which involved participants who were living with a disability.

Two alternative

paradigms, transformative and emancipatory, were identified. The author is not claiming that
this research is transformative, nor is it emancipatory. The research is interpretive. However,
due to the complexity of research into vulnerable adults who may be living with ‘disabling’
outcomes of stroke, it was important to consider the ethical conduct and practice reported within
these alternative paradigms. A key difference between this study and the transformative and
emancipatory paradigms is that unlike these approaches, this research was not seeking to
implement a strategy for social change. Rather, the research sought to explore the everyday lives
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of the study participants.

However, as an outcome of this, the findings do offer

recommendations for change at a policy level. However, in part, this research encompassed
elements of the two approaches, or at the very least shared the same values in the way the
research was conducted. This is explained further in the next two paragraphs.
Arguing that the traditional author-led stance is ‘disabling’ for research involving participants
who are living with disability, the emancipatory approach encourages a change in the researcherparticipant relationship (Denzin and Lincoln 2011; McColl et al. 2013; Oliver 1992). This gives
research participants power and control of the participant-author relationship (Denzin and
Lincoln 2011). By using Wengraf’s (2009) Biographic Narrative Interpretive Method (BNIM)
of interview (discussed later in Section 5.3) to collect primary data from the case study
participants, the author gave control of the interview, in part, to the participants, allowing them
to control the narrated content. This allowed them to tell their story the way they wished to tell it
while sharing only the information which they wanted to share (Alleyne 2014; McGivern 2013;
Gray 2006; Silvernman 2013; Wengraf 2009). This was important when collecting data about a
sensitive topic.

The methods used, both observation and BNIM interview, reinforced the

message that the author sought to learn from the study participants.

This was important

throughout this study, as there was a feeling among the participants that their stories were not
being heard by policy makers and practitioners. Consideration of the emancipatory paradigm
also emphasised the importance of focusing on the strengths and coping skills of the participants,
rather than, or equally to, the more negative outcomes of stroke (Oliver 1992 in Denzin, and
Lincoln 2011, 229). This was incorporated into the interview templates and produced rounded
data as participants focused on both the positive and negative aspects of their experience and
post-stroke life.

The transformative paradigm claims that there is one reality, of which there are many
viewpoints.

This approach asserts that each viewpoint can be influenced by a range of

differential factors (Mertens 2009). This emphasised that it was important to consider the factors
which may influence a participant’s perception or viewpoint. Such factors provided a context to
their perceptions and included (but were not confined to) perceived public stigma, the impact of
their stroke, and their engagement in the community. This further supports the use of the BNIM
in this context as this interview approach allowed discovery of such insights which may have
been overlooked by other interview types. Similarly, this also supports the previously discussed
notion of the appropriateness of a change in the participant-research relationship. In doing so,
more dominant research structures were challenged to achieve equality within social research,
105

recognising diversity within different communities (Denzin and Lincoln 2011). The author
acknowledged this within the stroke survivor community through the development of the multimethod research design and a multiple case study approach.

5.1.2 Adopting a Qualitative Methodology
“Our interest in the social world tends to focus on exactly those aspects that are unique,
individual and qualitative.”
(Crotty 1998, 68)

The above quote by Crotty emphasises that research into unique and individual aspects to
understand the social world is not a new phenomenon. A qualitative approach to this study
facilitated descriptive, exploratory research while adopting a subjective approach allowed a
focus on the unique and individual aspects of the participants’ everyday lives (Bernard 2013;
Crotty 1998; Gray 2006; Silvernman 2013). Policy makers and practitioners often focus their
attentions on large quantitative studies which present mass statistical data (Hammersley 2008).
Although there is value in quantitative studies, they only provide part of the story such as rates of
incidence. Qualitative research, being typically smaller in size:
“has come under increasing external pressure to demonstrate its value, and in
particular, its practical value for policymakers and practitioners of various kinds.”
(Hammersley 2008, 1)

Much publicly funded research is heavily dominated by mixed methods and quantitative research
due to its ability to produce measurable outcomes (Denzin and Lincoln 2011; Hammersley
2008). However, the value of qualitative research in this context is that it allowed the author to
present research findings which told a story. By gaining insight into the participants’ daily lives,
the data provided information concerning feelings and emotions experienced and provided a
background context to each case which highlighted reasons why some feelings may have been
expressed.

This added greater depth and meaning to the findings than a purely quantitative

study could.

The qualitative methods chosen not only provided a great depth of understanding about this
particular phenomenon but also provided rich and detailed descriptions (Cronin 2014;
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Hammersley 2008; Punch and Oancer 2014; McGivern 2013). The data collection methods also
allowed the author to engage with the study participants (Russell 2013; Gray 2006), gaining their
trust and allowing for participant reflection and, a more open response to the interviews. This
evidence gathered will help policy makers further understand survivors and their caregiver and
better understand their needs.

5.1.3 Reliability in Qualitative Research

Often discussed as validity and reliability of sources (Seale 1999), trustworthiness of research is
crucial in ascertaining its reliability (Golafshani (2003). Whilst authors such as Stenbacka
(2001) dismiss reliability in qualitative research, Straus and Corbin (1990) claim that quantitative
terminology such as reliability has been redefined to fit the realities of qualitative research.
Authors such as Patton (2001) cite that both quantitative and qualitative researchers need to
ensure reliability and validity when designing research methodology, emphasising that although
there are arguments regarding terminologies used, researchers from all disciplines should seek to
ensure their research is reliable (or dependable), valid and trustworthy. In particular, qualitative
researchers seek to maximise trustworthiness, rigour and quality in their research to ensure
credibility (Davies and Dod 2002; Lincoln and Guba 1985; Golafshani (2003); Maxwell 1992;
Mishler 2000; Seale 1999; Stenbacka 2001).

Gray (2006) and Thomas (2011) critique qualitative research, commenting that it often lacks
reproducibility and generalizability due to its typical focus on one particular context. They argue
that qualitative research is often so personal to the author that if another author were to look at
the data, they might arrive at different conclusions (Gray 2006; Russell 2013; Thomas 2011).
Reproducability helps to validate the research as transferable, which the author sees as being a
key aspect of data trustworthiness, along with credibility, dependability and conformity.
However, Thomas (2011) asserts that reliability is not an essential criterion when it comes to
selecting a qualitative case study sample, as the aim of the research may be to explore that one
particular or multiple case(s), although these views are not shared by all (Silvernman 2013).

A multi-method strategy combined with a multiple case study approach goes some way in
addressing these criticisms, allowing an opportunity for repetition across multiple ‘cases’ and
observational field sites.

Furthermore, with qualitative research being aimed at engaging “in

research which probes for deeper understanding rather than examine surface features” (Johnson
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1995:4), the multi-method design provided academic rigour. This means that the multi-method
design presented in Figure 6 can, therefore, be proven to be a rigorous design which creates
credible and trustworthy data and can be replicated by other researchers in other studies and
other contexts. An example of this within the sociology and social policy context would be a
study which sought to explore everyday life with other conditions such as cancer or multiple
sclerosis, or exploring social enterprise or business support networks across business disciplines.
This emphasises methodological rigour of the research and the value of the qualitative
methodology adopted for this study.

Holloway and Jefferson (2000) consider that:
“Meanings can be controlled and made identical in successive applications.”
(Holloway and Jefferson 2000, 79)

Therefore, where meanings are unique, sufficient evidence is needed to defend the interpretation
of the data. This was addressed by the adopted research approach and design. By collecting data
from multiple sources, there was an opportunity for data checking and triangulation (Silverman
2013), not only between cases but also between the first and follow-up participant interview,
between the multiple case studies and observational data, and the observation and semistructured interviews with the Stroke Club hosts. This triangulation strengthened the study by
combining methods and highlighted similarities and differences; allowing the author to ascertain
which themes were deemed common, and which were unique to the individual case (McGivern
2013; Patton 2001; Yin 20134). This ensured trustworthiness of the data through credibility due
to triangulation providing a more complete picture from multiple sources of the findings
(Mathison 1988; Patton 2001).

In choosing a qualitative methodology, the author has not sought to disregard quantitative
methodologies or the contribution of quantitative research to the existing knowledge base
(Silverman 2013). Instead, by conducting a qualitative inquiry in this way, the study presents
rich, in-depth data, a valuable contribution to existing literature by reporting in-depth findings,
and a platform for further study.
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5.1.4 An Inductive Approach

A distinctive feature of qualitative research is its inductive nature. Applying an inductive
approach to the study allowed a flexible and open exploration into the participants’ everyday
lives, providing the opportunity for the author to follow interesting leads as they are discovered
throughout the research (Gilbert 2008; Hammersley 2008; Russell 2013). Such leads included
social participation and the positive perspectives.

However, it would be false to claim that this inductive research was based on no existing theory
or underlying principle (Gray 2013). This is because the literature reported earlier in Chapters 2,
3 and 4 helped to frame the study aims and objectives and therefore contributed to the
development of the study design, methodology and methods used. However, there was an
element of deductive inquiry when conducting the preliminary literature search (McGivern
2013). This assisted in ‘narrowing down’ the research focus to define the research aims and
objectives as ideas which become explicit from secondary (McGivern 2013).Similarly, Gray
(2013) describes a literature review as a preliminary literature search which highlights important
aspects which require further research.

5.1.5 An Exploratory Design

The author considered the various designs adopted in qualitative enquiries. An exploratory
design allowed fresh insight into the area of interest. Descriptive designs typically seek to
increase knowledge in regard to specific areas of interest, where as explanatory research atempts
to explain ‘cause and effect.

That is, why particular occurances exist.

Although both

explanatory and descriptive research designs would have provided rich descriptions of everyday
life, an exploratory design took a slightly different emphasis in that it allowed the author to adopt
data collection methods which provided in-depth ‘fresh’ insight, from the study participant
perspectives. This also minimised the risk of any preconceived ideas to be considered in the
process of data collection (Bernard 2013; Gray 2013).

However, despite the research being explorative in nature, cross referencing of data with the
existing literature for data analysis did allow the author to describe particular themes which are
produced by the data, and seek to explain why some instances might be, by using the evidence
collected through exploraroty primary research. Therefore, although the primary data collection
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of this study is exploratory, there are elements of descriptive and explanatory design through the
data analysis process as relationships are explored.

Figure 7 below shows the areas of exploration throughout this research. The methods used to
explore these areas are illustrated by the arrows on the diagram.

Figure 7: The Model of Exploration
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Each area of exploration provided an insight into the everyday lives of the survivor and their
caregiver within each of the nine case studies. The internal aspects explored were those aspects
which are present in the internal environment for the participant and included those aspects
which were personal to the participants and within their home and family unit. The external
aspects refer to those present within the external environment; the community and wider society.
Finally, the quality of life indicators are those aspects which contribute to the overall perception
of an individual’s quality of life, as previously defined in Chapter 2 of this thesis. This included
those aspects which are psychologically based, as well as those aspects which existed within the
participant’s external (outside of the home; engagement in the community, social relationships
with friends, wider family and neighbours) and internal environments (inside of the home;
family roles, home relationships, housekeeping).
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5.1.6 A Multiple Case Study Approach

There is no set definition for case study research. Defined by the methods adopted in its
implementation (Creswell 2009; Denzin and Lincoln 2011; Yin 2013), in this context, a multiple
case study approach allowed investigation of each case within its own real-life context (Cronin
2014; Walsh et al. 2000; Woodside 2010; Yin 2013). This provided a small specific purposive
sample of participants with their own unique perspectives. The author was able to identify (1)
what was common between each case; and (2) what was unique about each case, allowing indepth exploration into the complexities which occur in everyday life (Cronin 2014; Gray 2013;
McGivern 2013; Silverman 2013; Yin 2013). This produced data which highlighted the unique
and individualistic nature of the participants’ everyday lives. This methodology enabled the
author to consider whether elements of the descriptions were unique or common, case by case
(Yin 2013). This allowed the context, and its impact, to be understood.

5.1.7 A Multi-method Strategy

Through adopting a multi-method strategy, the author was able to select research methods which
complemented each other and provided a rich insight into the lives of the participants. As there
is no “clear window into the life of an individual” (Denzin and Lincoln 2000, 12), this strategy
enabled data collection at two separate interview intervals from multiple participants, and
longitudinally through observation (McGivern 2013; Yin 2013).

Furthermore, Denzin and Lincoln (2000) assert that:
“No single method can grasp the subtle variations in ongoing human experience”.
(Denzin and Lincoln 2000, 12)

Supporting this, Silverman (2013) highlights that although participant experiences are valued in
social research; supporting interviews with other methods of data collection provides a broader
range of data, resulting in richer insights. This also supports the need for triangulation of data.
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5.2

Participant Recruitment

The author initially aimed to recruit three Stroke Clubs for observation as well as 12 case studies.
This figure took into account that interviews were to be conducted with the same participants at
two separate intervals.

This was an important consideration as the time between the two

interview sessions meant that the participants may not wish to, or may not be able to, be
interviewed at the second interval.

In total, nine case studies were recruited; one through the caregiver organisation and eight
through the observed Stroke Clubs, of which six were revisited for the follow-up interview. As
Figure 6 shows, six Stroke Clubs were observed bi-monthly, totalling four times over a sevenmonth period. This longitudinal element of the research design provided an opportunity for
exploration of change over time. Such changes were attributable to either external factors such
as a change in service provision or internal factors such as a change in group demographic or
dynamics (of the observation) or a change in family life related to the case study participants
(Green and Thorogood 2013; Gray 2009; McGivern 2013). Furthermore, the recruitment of case
study participants through the Stroke Clubs provided an opportunity to explore stakeholder
views relating to a specific initiative (Tummers 2013). This included how stroke support clubs
contribute to the participants’ everyday lives inclusive of their personal support networks,
contributing towards research aims 2 and 3. The actual sample size attained allowed collection
of sufficient data, which was focused and relevant, allowing the findings to address research
aims and objectives (McGivern 2013).

5.2.1 Selecting a Purposive Sample

A purposive sampling strategy ensured that the Stroke Clubs observed provided an opportunity
for the author to explore a specific community and that the case study participants recruited were
appropriate to meet the study aims (Paanalahti 2013; Russell 2013).

Having a sample of

participants who were predominantly recruited through the Stroke Clubs observed also allowed
collection of rich data which informed of how Stroke Clubs contributed to their everyday lives.
This data supported observational data and contributed to the overall rigour in meeting the
research aims and objectives.
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5.2.2 Stroke Club Recruitment

The author identified a third sector organisation as a core reference point for finding out about
Stroke Clubs across the study region. The author contacted the national charity stating the aims
and objectives of the study and asked if the Stroke Clubs across a region in Wales would be
interested in participating. Due to the confidentiality of the charity’s database, a representative
from the third sector organisation distributed the Stroke Club information packs (Appendix C) to
all 33 Stroke Clubs affiliated with them across the selected region in Wales on behalf of the
author. These packs were written in both English and Welsh, and included:
•

a letter of invitation;

•

an information sheet; and,

•

a consent to observe form.

Six of the 33 Stroke Clubs invited to participate contacted the author by email or telephone to
arrange an observation date. The host signed a consent to observe form (Appendix C) before the
first observation took place and made the Stroke Club members aware that the author was there
to observe.

The members were given the opportunity to object if they wished, and were

informed that the author would not record any personal details.

5.2.3 Recruiting the Study Participants

The case study participant information packs (Appendix D) which were distributed to the
potential participants through the Stroke Clubs and consisted of two envelopes – one for the
survivor and one for the caregiver. Each envelope consisted of:
•

a letter of invitation;

•

an information sheet;

•

a consent for interview form; and,

•

a postage paid envelope for return of signed forms to the author.

Ten information packs were distributed via the caregiver’s organisation which generated one
response. In an attempt to provide an equal response between the observed groups, the author
took ten packs to each to the six Stroke Clubs being observed, regardless of the number of
members each group had. Table 3 overleaf shows the distribution of envelopes to each Stroke
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Club. Fifty-six information packs were then distributed across the six observation sites, making
the total number of information packs distributed 66.

Table 3: Information Pack Distribution Rates (through Stroke Clubs)

Stroke
Club

Number of
Packs Given
Packs Received Invitees who
Members on
Out
Back
Participated
the day of case
study
recruitment
(inc volunteers)
A
43
10
2
2
B

15

10

2

2

C

52

10

0

0

D

21

10

2

2

E

35

10

2

2

F

6

6

0

0

*8 of the 9 case studies were recruited via Stroke Club.

A total of eight Stroke Club members aged between 36 and 92 responded to the information
packs and took part in the study. The case study profiles are presented in tabular form and
introduced in Chapter 6. The participants were aware their participation was voluntary and that
their personal details would remain confidential (the ethical considerations of this study are
discussed further in Section 5.5).

Each case was unique; the commonality being that the

participant survivors had experienced stroke and that they reside in Wales. This recruitment
strategy provided a sample which consisted of both male and female survivors and represented a
broad age range. This strategy also recruited caregivers who were spouses, partners, and adult
children of the survivor participants, providing an opportunity to explore a variety of caregiving
circumstances. Distribution of the information packs by hand meant that participants had the
opportunity to talk to the researcher about the study before making their decision to take part. It
was felt that this helped recruit for the study and helped build trust with the study participants.
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5.3

Primary Data Collection

With reference to The Research Process Model presented earlier in Figure 6, here the data
collection methods are discussed.

5.3.1 Stroke Club Observation

Table 4 presented overleaf shows a breakdown of each of the six clubs observed. The Stroke
Clubs were of mixed ability and varied considerably in size. Despite the clubs being strokespecific, it was noted that two members of Stroke Club D had not experienced stroke; one had
dementia, and the other had lifelong disabilities. They both reported that Stroke Club supported
them in their everyday lives. This highlights that the Stroke Clubs also met a social need for
people who are living with a non-stroke related disability, and also suggests an area of potential
growth. The majority (four) were English speaking, with the remaining two consisting of some
members who conversed in Welsh on occasion. Each of the observed Stroke Clubs had a happy
social atmosphere, Stroke Clubs A and F met monthly, E fortnightly, C, B and D weekly.
Furthermore, five of the six Stroke Clubs consisted of mixed genders with Stroke Club F
consisting of females only at the time of observation. Four out of the six clubs consisted of a mix
of individuals who have experienced stroke and caregivers; Stroke Clubs B and D consisted of
individuals who had experienced a stroke. Notably, two members of Stroke Club F were widows
but used to attend with their husbands as they had experienced a stroke. This highlights an
avenue of support for caregivers after the death of a spouse, showing how Stroke Clubs aim to
support not only survivors but also caregivers. Regarding member recruitment, Stroke Clubs A,
C, and D recruited members via newspaper advertisements and word of mouth, however Stroke
Club B received members with communication difficulties on referral from hospitals and local
GP practices.
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Table 4: Stroke Club Profiles

Stroke
Club
Coding

Meeting
Frequency

Meeting time

Number of Members Estimated age of
(including
Members
volunteers)
(excluding
Volunteers)

Cost to
Members
(excluding
transport and
raffle)

Transport to
and from
(survivors
only)

A

Monthly

12.00 pm – 3.00 pm

39 - 47

50+

-

Car, Taxi,
Charity mini
bus

B

Weekly

2.00 pm – 4.00 pm

12 - 20

35+

-

Taxi

C

Weekly

10.30 am – 3.00 pm

41 - 60

30+

£1.50

Car, Taxi

D

Weekly

10.30 am – 3.00 pm

17 - 21

35+

£5.00

Car, Taxi,
Walk

E

Fortnightly

2.00 pm – 4.00 pm

24 - 37

45+

50p

Car, Taxi,
Walk, Own
mini bus

F

Monthly

1.30 pm - 3.30 pm

3-6

45+

-

Taxi
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Each Stroke Club was observed by the author once every other month to ensure consistency in
data collection as some of the clubs were weekly, others fortnightly, and others monthly. This
approach allowed for the identification of any ‘one off’ scenarios, and identification of common
themes (Bernard 2013; Punch and Oancer 2014; Silverman 2013).

Stroke Clubs are set apart from typical social groups such as common interest groups, as they
aim to provide support for people who have experienced a stroke as well as their families and
friends. Conducting observational research provided insight into the activities held at the Stroke
Clubs and allowed the author to learn about the ways in which the Stroke Clubs deliver their
service to their members (Gray 2013; Punch and Oancer 2014). The author took an unstructured
approach to research in this context and a non-participant observer role in order to consider an
outsider’s perspective (McGivern 2013; Green and Thorogood 2013; Saunders et al. 2015). This
approach was particularly beneficial as the observer had little or no prior experience, or
preconceived ideas regarding the topic of observation (Green and Thorogood 2013). Therefore,
this approach also allowed themes to emerge, giving the author fresh insight. Such themes
included: support from volunteers, support from other members, rehabilitative activities and the
notion of shared environment. The data collected within the thematic data sets were collated and
triangulated with the thematic data from caregiver and survivor interview in order to draw
conclusions form the research (discussed further in Section 5.4, Data Management).

The layout of some of the buildings where the observation took place and format of the sessions
meant that a non-participant approach also allowed the author to move around public areas and
observe the numerous activities taking place. This approach ensured minimal intrusion and/or
disruption to the observational setting.

However, as the author became familiar to the observed

participants, it was necessary for the observer role to change. The observed participants sought
more engagement from the researcher and requested that she took part in the activities and
engaged in conversation. The researcher took this invited opportunity and transitioned into a
participant observer role which allowed more engagement within the research setting. This
provided the author with a different perspective; the perspective of a new person joining an
existing group and the experience of the encouragement in participation, provided by the Stroke
Club members. However, the researcher is not claiming here that her feelings can be matched to
those of a survivor joining the Stroke Club, but that she observed how the Stroke Club members
welcomed new people into the group.
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The author started each session as non-participant, only when she was requested to join in an
activity did she participate, not wanting to offend the members who had asked for her inclusion.
In this case engaging with participant research by invitation provided new opportunities for
research, as members shared further stories of how they had improved physically and
psychologically since going to the club and how they came to be there. The author found that
the more she entered the observational site, the more comfortable the Stroke Club members were
with her presence. The invitations to engage in sessions suggest that the author had built trust
with the Stroke Club members. Building trust aided with data reliability as the observation took
place in the natural setting and was uninfluenced by the observer’s presence (Yin 2013).

5.3.2 Recording the Observation

An unstructured approach to observation allowed the researcher to observe each Stroke Club in
its own setting (Green and Thorogood 2013). This was important because each Stroke Club was
run independently. Field notes were collated by hand and were used to note the activities which
took place within the Stroke Club and the behaviours (such as providing support to one another)
of the Stroke Clubs members. Care was taken to only record data which was relevant to the
Stroke Clubs and how they delivered services to their members. Collating field notes by hand
ensured that the Stroke Club members were not distracted by digital recording equipment.
Furthermore, background noise would have also affected the recording quality. This method,
labelled 'jotting' by Bernard (2013) provided the author with brief notes which allowed her to
fully observe the observation field with minimal distraction from taking notes. The author made
more detailed notes of the observation session once she had left the observation site.

Visiting multiple clubs at regular intervals enabled the author to be reflective and decipher those
events and behaviours which were unique to each individual Stroke Club and those which were
not. For instance, if the author had visited one Stroke Club then the data could be representative
of that particular Stroke Club. Similarly, if the author had visited each Stroke Club only once,
they would have data to inform of the one ‘snap snot’ of the Stroke Club. Neither of these
scenarios would have produced the depth of information provided by observing multiple Stroke
Clubs, on multiple occasions.

Multiple observations also allowed for observing changes over

time and specific events such as birthdays and Christmas, as well as occasions where members
became unwell. By revisiting the clubs simultaneously, the author began to note themes of
interest which could be investigated and cross-referenced across the observational sites, making
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the observational data a valuable contribution in terms of increasingly content validity of the
findings.

The author ensured that she was present at the observational site before the start of each
observation to observe the members arriving, and to see how they accessed the session. During
the observation, the author recorded notes by hand throughout, taking into account the number of
attendees, the gender of participants, and approximate age of the participants. The author also
recorded how the attendees interacted with each other, the general atmosphere and morale of the
group, participation in activities within the group, the activities which were going on within the
session and the actions of the host and volunteers throughout. The author noted the times that
each activity began and closed, and during the session recorded notes at 10-minute intervals. The
observational notes were reflected upon and typed up at the earliest opportunity to ensure that the
observer’s own reflections could be taken into account and recorded.

5.3.3 The Biographic Narrative Interpretive Method of Interview
Wengraf’s (2009) BNIM consists of three phases; (1) a framing generative open-ended question
which seeks a narrative response, (2) a semi-structured interview, and (3) closed questions
(Wengraf 2009; Gubrium and Holstein 2002; Seidman 2013). Seidman (2013) defined phase 1
as a focused life story, phase 2 as a reconstruction of the details of experience, and phase 3 as a
reflection of the meaning of the experience.

During phase 1 the interviewer made notes of significant statements which were to be further
explored in phase 2 of the interview, being careful not to distract the participant by taking too
many notes. The participants terminated the end of this phase explicitly when they were ready to
do so; when their uninterrupted narrative had come to a natural close (Gubrium and Holstein
2002; Wengraf 2009). The author clarified by asking if there was anything else they wished to
add before moving onto phase 2 of the interview, taking a short break in between.

Narrative approaches to interview have been documented as valuable and effective in the fields
of health and sociology research due to their reflective and inductive nature (Alleyne 2014;
Chamberlin 2012; Mazanderani et al. 2013; Suarez-Ortega 2013; Skinner 2014; Svašek and
Domecka 2012). Personal narratives are not just a story of someone’s life, told from one person
to another. They are accounts which portray an identity; fashioned by the things a person may
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emphasise or omit (Rosenwald and Ochberg 1992). In fact, Riessman (1993) considers narration
or storytelling, as a mechanism for the story teller to tell the listener about a past ‘world’,
“recapitulating what has happened to make a point, often a moral one” (Riessman 1993, 3).
The participants of this study engaged with Biographical Narrative Interviews which allowed
them to narritivise their experience of life after stroke, allowing them to provide detail of real
and ideal, self and society (Reissman 1993). With the underlying meaning of words used to
provide an experiential narrative being guided, whether consciously or subconciously, to portray
an expression of real or ideal self in context, the audience must be an influencial factor as to the
way in which the story is told and the words used to describe the experience, as “without
interpreting audiences, without social affirmation, stories wither” (Hurwitz et al. 2004). The
author of this thesis here, was the listener of the story told; and therefore, the audience.

The

author, through disemenation of the participant information packs (Appendix D) and
introduction of herself at Stroke Clubs ensured that the research was independent, and made
clear that she wished to find out about the lives of people who had experienced stroke, and their
caregivers. The particicpants were aware that this was for the purpose of completing a thesis,
and also disseminating research findings which told their story. This meant that the participants
were narrating their story for this purpose. One participant, Mark, explicitly stated that: “I am
telling you this, as clearly and as truly as I can, as I know that you want to make a positive
difference, and I am hoping that by telling you about my life, you will be able to make that
difference, to somebody else’s life”. This informs the purpose of the narration provided by Mark.
It also emphasises the strength in BNIM in enabling the narrative to naturally flow and not be
influenced by the audience (the author). By employing the BNIM, the narrative was not focused
on any one particular aspect of post-stroke life. This ensured that the narrator, the participant,
was able to tell their story and emphasise those key points which were significant to them in their
everyday lives.

Phase 1 of the BNIM required the author to be an active listener. Throughout this phase, the
participant’s narrative remained uninterrupted, creating explicit knowledge which was individual
and personal to the participant, giving the participant conscious control of how they told their
story, control of exactly what they did and did not share (Brannen 2013; Wengraf 2009).

This narrative phase of the BNIM not only consisted of the telling of a story, it also aided the
process of critical reflection of each participant’s own life experience (Skinner 2014; SuarezOrtega 2013; Svašek and Domecka 2012). Reflectivity through this method meant that the
participants considered their everyday life, and how stroke impacted upon it (Suarez-Ortega
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2013). Chase (2011) observes that when people have survived an experience such as stroke, they
are keen to let their stories be heard. Gubrium and Holstein (2002) also found this and reflected
that in their research their participants were very willing to share their life experience,
commenting that the majority of people who have experienced a significant life event just seek
someone to listen or show interest. This was evident in this study as the research participants
(both survivors and caregivers) were keen to share their life story and expressed that it was good
for them to have the opportunity to talk about their experience:
“It has helped me to talk to you, about it.”
(Mark, survivor participant: interview 1)
“It has been really good to talk about my experience; it has done me good to talk about it
with someone.”
(Sarah’s daughter, caregiver participant: interview 1)

Through narration, the participants on occasion did not realise that they were imparting
significant events or key information. This was evident as the some of the participants stopped
themselves and apologised, stating that they had gone off on a tangent, or, that they were not
sure if the information they gave was helpful or answered the question asked. This suggested
that participants were more willing to share information through this method than if they had
been interviewed using a more structured methodology, which would have meant the questions
were being asked in a more direct manner. The reflective element of the narrative phase also
assisted in memory recall as the participants were starting from the beginning of their post-stroke
lives. This was key as the participant survivors often reported that their memory had been
affected by their stroke.

The varying communication abilities of the participants of this study

meant that some participants were able to provide more narrative, and thus more depth of
information than others. This is where phases 2 and 3 of the BNIM assisted in gathering data, as
these phases allowed the author to ask the participants direct questions which they could answer
with a brief statement or gesture such as nodding or shaking their head.

The notes taken by the author informed phase 2 of the BNIM. During this phase, the author
sought more detail from the participants relating to areas of interest which had been imparted
during phase 1. This gave the author the opportunity to clarify information and seek further
explanation of areas of interest. Finally, phase 3 of the BNIM interview gave the opportunity to
ask direct questions in a semi-structured format covering pre-defined topics and areas of interest
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which were drawn out of the review of the existing literature. This ensured that all pertinent
topics were covered.

Combined, all three phases of the BNIM ensured that key topics of interest were covered, and
any further insights into the participant’s experiences were reported. This allowed for new
insights to be considered and ensured validity in the data, with the key strength of the BNIM
being the first phase; the uninterrupted narrative element (Gray 2006). The narrative phase
informed of each participant’s perception of their life, personal histories, and the society in
which they live (Chase 2011; Skinner2014; Svašek and Domecka 2012).

The researcher was aware that similar to other interview methods, responses via the BNIM
provide the opportunity for participants to present themselves, how they want to be perceived.
For example, participants may present themselves as someone who is coping, when in fact, the
reality is that they are not (Wengraf 2009). This presents issues of validity in the way that
participants reconstruct a memory of ‘past history’ which can become a retrospective illusion
influenced by the past, present and foreseen future as they perhaps talk about someone they
‘were’ or ‘aim to be’ and not their present self. In this instance, the narration can become:
“A self-image serving to protect the identity of the subject in question, an ontology of
self-mythology.”
(Osterland 1983, 285 cited in Wengraf 2009)

However, as the author gained trust from the study participants through the data collection
methods, this reduced the likelihood of a false story being told. The author noted this as a
potential issue and tried to negate this risk by not disregarding a situation where a participant
may be living in an ideological state, where they believe that their told self-image (even if not
accurate) to be a true reflection of their post-stroke life. Phases 2 and 3 of the BNIM deliberately
allow for more direct questioning. This provided an opportunity for the author to ensure the
predetermined questions she had to ask had been answered, seek clarification from the narrative
phase 1 where needed, and prompt for further discussion relating to specific topics told in the
narrative phase 1, to be explored further.
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5.3.3.1

Template Development

The participants’ narration is determined by a single generative question. During phase one of
the interview, the interviewer's interventions were restricted to provide just facilitative noises and
non-verbal support, with any other type of intervention terminating the session (Wengraf 2009),
allowing the participant to narrate their experience of everyday life since they experienced their
stroke, including any events and experiences which were important to them.

The BNI template for the survivors of stroke (Appendix E) began with the generative question:
“Can you please tell me about your everyday life since you experienced your stroke: all
the events and experiences that are important to you personally.”

This generative question, along with the remaining phases in the template, was developed to
identify themes relating to:
•

Information about the participant's stroke;

•

Their everyday lives and experiences after they experienced their stroke;

•

Any challenges they may face;

•

Support they receive/ unmet need; and,

•

Who is involved in their everyday lives – identification of their personal support
networks?

The BNI template for the interviews with caregivers (Appendix F) began with the following
generative question:
“Could you please tell me in your own words your experience of caring for (survivors
name) since they experienced their stroke?”
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This generative question, along with the remaining phases in the template, was developed to
identify themes relating to:


Their everyday lives and experiences since becoming a caregiver;



The challenges faced as caregivers of people who have been affected by stroke and
coping strategies adopted;



Relationships – with person affected by stroke and with professionals;



Experiences and perceived effectiveness of services; and,



Unmet needs for help and how these might be met.

By interviewing the caregivers, the author gained a broader insight into ‘life with stroke’. The
majority of the caregivers were the spouses of the survivors, however, in some cases, it was
younger generations of their immediate family. In doing this, the author gained not only the
perspective of the stroke survivors but the perspectives of the primary caregivers about everyday
life.

5.3.3.2

An Alternative Template
“Research involving people with communication difficulties requires authors to focus on
the priorities and needs of the people with communication disabilities in their locality.”
(Jones et al. 2013, 1)

This was especially important given that the existing literature highlighted that survivors of
stroke might live with communication difficulties. The author developed an alternative interview
technique which sought to meet the needs of participants who may experience communication
difficulties (Jones et al. 2013). The author met with a speech and language therapist from a local
hospital who informed her of the ways in which the rehabilitation unit communicates with
people who have communication difficulties post-stroke.

The author then developed an

alternative way of interviewing study participants, in preparation of this instance occurring
(Appendix G). The template allowed the participant survivors to read specific questions as they
were being asked. Different coloured text highlighted the key elements of the question and
helped to separate the question into separate parts. Pictures also helped to provide the participant
with the context in which a question was being asked. For instance, where a participant is being
asked about the help they receive, there is an image of a handshake gesture. These images were
selected by the author for their similarity to those pictures used by the speech and language
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therapist. Participants could then answer using their own words, or selecting pictures which
represented what they wanted to say in response. This provided flexibility in how the interview
could be conducted and ensured that the author prepared for instances where those with aphasia,
dysarthria, or dyspraxia would wish to participate, ensuring full inclusion.

Three of the participants experienced communication difficulties in terms of verbal
communication. The survivor participants from case studies 3, 5, and 6 were offered the
opportunity to use the alternative template. However, the template was not required. For case
study 6 the template was not needed, instead, more time to answer questions and verbal
clarification of the received message from the author were required. For case studies 3 and 5 the
template reminded the participants of a photograph book which they had put together while in
speech therapy at the hospital. They then retrieved the photograph book which told their life
story. The author let the participants lead their way through the book, and confirmed the pictures
and stories they told with confirmation of her own statements to the participants. In both
instances, the caregivers were present and were able to inform where the participant could not.
For each of these case studies, clarification of the given information was provided by the
survivor by verbal ques (case study 3), and non-verbal cues (case study 5). As stated in secion
5.1, the author let the participants control the way they told their story, regardless of the method
in which they were able to tell it.

5.3.3.3

The Follow-up Interview

Revisiting the study participants and conducting a follow-up interview provided the opportunity
to explore possible change over time. This took into account the dynamic nature of the outcomes
of stroke. The follow-up interview also took the form of a BNIM interview. The templates for
the follow-up interviews with the survivor and caregiver participants are appended in
Appendices H and I. As Figure 8 shows, the follow-up interviews were informed by data
collected during the first interview stage.

As with the first BNI template, the follow-up interviews began with a generative question (an
example is shown in Appendices H and I). The follow-up interviews were conducted seven
months after the preliminary interviews took place. Six of the nine study participants (case
studies 2, 3, 4, 6, 8, and 9) continued with the study. Case study participants 1 and 5 were uncontactable, while one withdrew due to deterioration of the survivor’s health.
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The follow-up interview informed of the change in health and wellbeing of the study
participants; both survivors and caregivers. This is discussed within the findings chapters,
Chapters 6, 7, 8 and 9. Furthermore, the follow-up interviews highlighted key life events; a
death of a caregiver, and a flooding of a home, which had occurred since the first interview
stage, and changes in social participation.

5.3.3.4

Closing the Biographic Narrative Interpretive Method Interviews

Once the interviews had been completed the author ensured that the interview ended on a
positive note. The author also took time to sit and talk to participants after the interview had
been completed as the interview drew upon past experiences which may have been distressing to
the participants (Beuthin 2014; Wengraf 2009). The author wrote up field notes immediately
and noted down any non-verbal communications such as emotions and feelings which were
apparent from facial expressions and body language, as well as reflections from the author’s
perspective. This helped the author reflect on the interview itself and both verbal and non-verbal
aspects such as body language, which aided interpretation of the narrative.

5.3.4 Semi-Structured Interview with the Stroke Club Host: template development
Three of the Stroke Club hosts were interviewed in order to gain more insight into the service
delivery and formation of the Stroke Clubs. However, all hosts shared information which
contributed to the semi-structured interview templates (Appendix J).

The semi-structured

interview consisted of qualitative open-ended questions. This approach to interviewing allowed
the author to deviate from the template and explore further avenues of interest which were drawn
out of the participants’ responses to the predefined interview template (McGivern 2013;
Silverman 2011). Upon meeting the hosts of the Stroke Clubs at the first observational session,
hosts provided the author with a brief background of each club including such aspects as the
Stroke Clubs aims and objectives. They highlighted issues with service delivery for those
survivors of stroke and how the clubs had formed and developed. This information contributed
towards the interview templates, which guided the semi-structured interviews.
The interviews provided an opportunity to ask any further information which needed
clarification. This further ensured clarification of the research findings and contributed to their
reliability.
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The semi-structured interview template was designed to identify themes around:
•

The roles each representative plays in arranging, providing and coordinating support
to people who have been affected by stroke and their caregivers;

•

How they deliver their service;

•

What they consider to be the challenges, strengths and weaknesses of the service;
and,

•

Any priority areas for development and improvement.

5.3.5 Conducting the Interviews
Eight of the nine case study interviews took place at the participants’ own homes. The case study
recruited through the caregiving organisation was interviewed away from their home. The
survivor was interviewed at a day centre and the caregiver on university premises. This leads to
a reflection as to whether the participants who had met the author prior to interview felt more
comfortable with the author visiting their home than those who did not. Where possible, the
interviews were conducted individually, however, some participants required their caregiver with
them during the interview to assist with communication and memory recall. This included the
caregiver participants responding to questions on the survivor's behalf in some instances.

5.3.6 Recording the Interviews
The author primarily used a dictaphone to digitally record the BNIM interviews with the
survivors and caregivers. Brief notes made by hand during the interview also acted as a backup
in case there were any issues with the digital recording.

Digitally recording the interviews also enabled the author to focus on the participant and engage
in their conversation.

Paying attentive attention to the participant contributes to the trust

relationship between the interviewer and participant which can result in more detailed accounts
been given (David and Sutton 2011; Wengraf 2009). By digitally recording the interviews, the
author was able to record the way in which something was said; i.e. the tone in which a topic was
discussed – whether it was humorous, serious, or whether the participant became upset. After
conducting the BNIM interviews, the author collated the field notes which consisted of notes
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from the interview, a list of possible themes, and notes about the encounter itself (Silverman
2011).

Many authors (McGivern 2013; Gray 2013; Silverman 2011) report of the time-consuming
nature of data transcription; more so if there is background noise. Therefore, the author took this
into account when conducting interviews by ensuring that there were minimal background noise
and disruption in the interview setting. The semi-structured interviews with the Stroke Club
hosts were conducted within the observational setting at their request, and so it was not
appropriate to use a Dictaphone due to the level of background noise. Therefore, the author
made notes regarding each answer.

On each occasion, participants signed the appended consent to interview form.

Those

participants who were participating in a digitally recorded interview also signed a consent to
digitally record the interview form.

5.4

Data Management, Interpretation and Analysis

The way raw data is managed, interpreted and analysed can have an impact on its validity and
reliability (McGivern 2013; Saunders 2015). Interpretation and analysis is the process of making
sense of the raw data collected, and thus, this process should be thorough and planned for with
an appropriate strategy.

5.4.1 Data Management
“Data have to be documented to become useful as a source and then as evidence for
analysis.”
(Bazeley and Jackson 2013, 63)

The way in which data is documented impacts on the data analysis in terms of its effectiveness
and efficiency (Bazeley and Jackson 2013). The author used Computer Assisted Qualitative
Data Analysis Software (CAQDAS) package Nvivo 9.2. This software assisted the author in
project and data management, and provided a platform for the author to code, explore, and
interrogate the data (Bazeley and Jackson 2013; Lewins and Silver 2006). Taking a systematic
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approach to data management, once the raw data had been collected, it was transcribed and saved
under an appropriate file name on the author’s desktop in encrypted files and uploaded onto the
Nvivo 9.2 software package. The file names identified which case study the interviews had
come from, and the participant who had responded. Observational notes were stored under the
letters A-F which had been allocated to the Stroke Clubs observed. The author then coded the
transcripts into sections of data using nodes; categorising it into themes. The themes included
pre-defined areas of interest which were identified through the literature review and areas of
interest which were discovered from the participants and the observational data. The author then
stored her jotted notes as memos and ran data queries which highlighted linkages in the data and
contributed to thematic content analysis (Lewins and Silver 2006).

Self-transcription of the interview data provided the author with the opportunity to become
immersed in the data and engage with the data on a deeper level and was the first stage of data
analysis. This assisted with data recall during the coding and analysis stages as the transcriptions
became familiar and the author became aware of common themes which were present within the
data during the transcription phases (McGivern 2013; Saunders et al. 2015; Silvernman 2013).

All hard copies of data collected throughout this study were filed securely in adherence with the
1998 Data Protection Act. Signed consent forms and paper data were stored in a locked filing
cabinet, in a locked room. Any documentation and recordings will be kept securely with
adherence to the Data Protection Act 1998 for five years after the close of this study, then they
will be securely destroyed in accordance with the Act.

5.4.2 Coding the Data

The author has produced the model presented in Figure 8 overleaf. This model demonstrates the
coding and analysis framework used in order to manage, analyse and interpret the data.
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Figure 8:

Qualitative Data Analysis Coding Framework

Coding (1)
a)summary codes
b)sub codes

Coding (2)
axial coding

Interpretation and
Presentation

First, summary nodes coded down the data and informed of context in relation to questions:
What? Why? Where? And When? The data was then further coded using sub-nodes to reduce
the categories further, making them more defined. Axial codes then linked the coded data (the
data within each node category) to one another, highlighting any patterns across data (Bazeley
and Jackson 2013). This data reduction strategy (Figure 8) organised the data, categorising the
raw data into manageable sections. This process was replicated across the multiple primary data
sources and prepared the raw data for analysis. Furthermore, as themes emerged from the
primary data, the author revisited the data source to ensure that all themes were considered in the
coding process. This strategy ensured academic rigour, and enabled a priori themes as well as
themes which emerged through primary research to be considered. Key themes are presented in
tabular form in Appendix K. This table is designed to assist the reader in locating the area where
key themes are discussed in the thesis.
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5.4.3 Interpretation and Analysis
The role of the author here was to interpret the research for the reader, teasing around the themes
to inform of the full picture of the participants’ post-stroke lives, interpreting the narrative
content and the narration itelf (Hurwitz et al. 2004). In particular, the narrative raw data, which
was interpreted by the author with all aspects of the story told being explored in further depth
through triangulation of data sources, ensuring that the narrated interpretation of the participants’
lives to the audience, was thoroughly analysed to portray a real sense of post-stroke life, whilst
considering the ideological perspective the participants may wish to adhere to (Riessman 1993).
Here, depth can be added by the author (interpreter, the audience) as the audience can expand
upon the narration told and is not bound by the narrator’s evaluation of experience (Hurwitz et
al. 2004).

Themes across the survivor interviews, caregiver interviews and Stroke Club observations were
sythesised in order to discover end user perspectives of Stroke Club, and also the impact which
Stroke Club had on the participants’ everyday lives; contributing to the research aims and
objectives. By coding the raw data as a node itself, the author was able to triangulate the data by
running queries and exploring nodes or themes across individual and multiple data sources
(Cronin 2014; McGivern 2013; Ritchie et al. 2013; Silverman 2011). This identified areas of
convergence, inconsistency and contradiction by highlighting linkages between the data which
confirmed common themes, and identified those themes which were independent (Bazley and
Jackson 2013; McDermott 2011) and also highlighted areas which required further exploration;
contributing to the template for the follow-up interviews. This further demonstrates the validity
in multi-method strategies, as triangulation of the data increased the depth of which the data was
cross-referenced, analysed and interpreted (Cronin 2014).

Effective data analysis relied on the author’s ability to decipher the meanings of textual data.
The author interpreted the textual data within its context, in relation to the research phenomena
and identified literal themes such as disability and family circumstance, and underlying themes
such as emotion and feelings which may, in part, underpin the participants’ everyday lives. This
ensured that the author did not take the told story too literally which reduced the risk of missing
possible hidden meanings, thus focusing on the way an event is talked about in addition to the
details of the event itself (Brannen 2013; Wengraf 2009). Therefore, it was critical that the
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author personally managed, and transcribed the data herself to ensure full engagement with the
data.

5.5

Ethical Considerations

In any given project it is essential to consider the ethical, political, and research implications
(Saunders et al. 2015). Prior to the commencement of this study, the author sought approval
from Bangor University College of Business, Law, and Social Science’s Research Ethics
Committee. Its rigorous ethics procedure ensured that the author had approved guidelines for
interviewing vulnerable adults and research covering emotional and sensitive topics.

This

ensured that the author was aware of the necessity of consent forms (discussed further in Section
5.5.1) prior to study commencement (Flick 2009; Ritchie et al. 2013).

Here, the research ethics appropriate to this study are discussed. Throughout the research, the
author considered Rowson’s (2006) ‘FAIR’ framework of ethical principles which refers to
professional ethics. This framework expresses: to treat all individuals justly and Fairly, to respect
the Autonomy of participants, to act with Integrity, and to seek the best Results. The author also
referred to the published Economic and Social Research Council (2010) Framework for
Research Ethics. This ensured that the ethical considerations for this project were thorough, and
met both academic and professional standards.

5.5.1 Informed consent

The author ensured that the study participants were provided with the appropriate information
which they needed to make an informed decision as to whether to participate or not.

There was

also a strong emphasis on the participation of this study being voluntary, and the participants
were made aware that they could leave the study at any time. Participants were also provided
with a declaration of the use of data within the participant information sheet. This provided the
participants with the knowledge that the data collected would only be used for the purpose of this
study and correlating publication, and that the data would be anonymised. Consent for
participation was provided by the participant completing and signing the consent form
(Silverman 2011; Ritchie et al. 2013). The author was aware that there might be an option to
consent by proxy. However, each of the participants were able to sign the consent forms.
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The author provided potential participants with information about the purpose of the project and
its intended outcomes, explaining clearly their rights, and the likely nature of their participation.
It was affirmed in the research protocol that if any person(s) appeared to be confused, distressed
or had difficulty understanding the information sheet that describes the research, then they would
be excluded from the project. This was not necessary for this study.

The author ensured that the participants were made clear of the boundaries of confidentiality and
anonymity throughout the data collection process, and in any outcome such as the written thesis
itself, published journal articles, or conference proceedings. In addition, if the author was aware
that if there was a concern about a participant which includes the following:
•

Risk of harm to self;

•

Risk of harm to others;

•

Suspected abuse, bullying or harassment; and,

•

Suspected severe misconduct.

Then the author is under obligation to report the concern to the local authorities. However, this
did not need to be exercised during this research.

5.5.2 Managing the Interview

The author was aware that the context of this research was highly sensitive. Therefore, the
author, as part of the requirements for ethical approval, formed a range of strategies for dealing
with a variety of situations. For instance, if at any time a participant had become upset, the
current activity would be stopped. The participant would be given the opportunity to reschedule
the remainder of the activity at a later date, or given a momentary break from the activity. The
respondent held the right to withdraw consent for this research at any time, and so they would
have been asked if they would like to continue or not.

5.5.3 Exit Strategies

5.5.3.1

Where Permissions are Withdrawn

The Stroke Club information packs and case study participant information sheets (Appendices C
and D) informed that if the participant or Stroke Club wished to withdraw from the study or opt
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out of further involvement, they could do so at any time. If a withdraw option was taken, data
collected previous to the request would also be withdrawn from the study. No participants opted
to withdraw from this study, so this was not exercised.

The participants of this study who were non-contactable or did not wish to continue, did not
officially withdraw from the study. Thus, data collected in the first interviews related to these
individuals was not withdrawn and is included in the research study. None of the participants
explicitly expressed they did not wish to continue. Two of the three case study participants that
did not participate in the follow-up interview were contactable. The caregiver of the other
informed that the survivor had been taken into hospital and was unlikely to recover from her
deterioration in health. Due to the situation, the author decided it was not appropriate to request
the caregiver partook in the follow-up interview as they became upset while talking to the
author.

5.5.3.2

If a Participant Dies

On the death of a participant, the author holds the right to data which has been collected and for
which consent was given prior to the participant’s death. During the data collection stages of
this research, the caregiver from case study 2 died. The survivor participant of the same case
study wished to continue with the study.

5.5.3.3

If a Participant’s Health Deteriorates

During the study the survivor participant from case study 7 experienced a deterioration in health,
resulting in her daughter (the caregiver) opting out of the follow-up interview on behalf of
herself and the survivor participant.
If appropriate, the author would have made adaptions to suit the participant’s needs (such as the
use of the alternative interview template presented in Appendix G). However, the deterioration in
health was such that the survivor would not have been able to provide informed consent.
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5.5.4 Exiting the Field

Due to the longitudinal aspect of the observational research and the personal stories told during
the interviews with the study participant, the author formulated an exit strategy for leaving the
research field.

The author spoke to the observation participants of each Stroke Club and communicated her
thanks to them. They expressed a desire to keep in touch with the author and so the author stated
that she would contact the Stroke Clubs observed once the course of study is complete. At the
close of the follow-up interviews, the participants also expressed a desire to keep in touch. The
author informed that she would contact the Stroke Clubs on the completion of her doctoral study.

5.6

Chapter Summary

Prior to this chapter, the thesis introduced the research aims and objectives and provided a
context in which the study is set. This chapter now provides the bridging point of the thesis as it
discusses the way in which the author sought to meet the research aims and objectives as stated
in Chapter 1, and at the start of this chapter.

This chapter presented the research methodology and design. It discussed, in detail, the research
approach, the design of the research and the methods chosen. In highlighting the strengths of the
methods of data collection chosen, Chapter 5 provides detail of how they contribute to adding
validity to the multi-method design.

The remainder of the thesis discusses the research findings through Chapters 6 to 9, and informs
of how they contribute to the existing literature. This methodology also provides a framework
which could be used for further research on a broader scale and research into other avenues of
exploration. Some of which are discussed later in the final thesis chapter, Chapter 10.
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6.0

Setting the Scene: An Introduction to the Study Participants

This chapter introduces the study participants and in doing so provides a context for the research
findings, which are presented in Chapters 7, 8 and 9. The case study profiles are also presented
in tabular form in Table 5 (overleaf). The survivor participants from each case study have been
allocated a first name pseudonym, which is used throughout the remainder of this thesis. The
caregiver participants are referred to by their relationship to the survivor. For example, the
participants of case study 1 are Sarah and her ‘daughter’. Please note that for the remainder of
the thesis, where a caregiver is referred to as ‘daughter’, they are in fact adult daughters of the
survivor participants. All of the participants of this study were over the age of 18. Where
relevant, the author also uses ‘: interview 1’ or ‘: interview 2’ to indicate which interview any
quotation or information referred to came from. For example, if there is a statement given by
Sarah during her first interview the citation will read (Sarah: interview 1) and so forth.

6.1

The Case Study Profiles

Here, the case study profiles are introduced. Although aspects of the participants’ everyday lives
are presented here, they are discussed in more depth throughout Chapters 7, 8 and 9.
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Table 5: Case Study Profiles: presented in tabular form

Case
Study

Survivor
Pseudonym

Caregiver
Interviewed

When they
experienced
their stroke

Age at
Stroke

Survivor
Age at
Interview
1

Survivor
Employment
at time of
stroke

Survivor
Employment
post stroke

Attends
Stroke
Club?

Who the
surivivor
lived
with

Caregiver
employment

Supported
by paid
caregivers

89

Number
of ears
since
their
stroke
6

1

Sarah

Adult
daughter

2006

83

2

Paul

Spouse

2009

3

John

Spouse

4

Mark

5

Main
mode of
transport

Participated
in second
interview?

Full Time Receptionist

Retired

No

On own

No

Taxi

No

62

65

3

Full Time Carpenter

Voluntary

Yes

Spouse

Part Time
and also
Family
Farm
Part Time

No

Own car
(mobility
adapted)

Yes

2009

56

59

3

Full Time –
IT
Technician

Retired

Yes

Spouse

Retired

No

Bus
Caregiver

Yes

-

2002

58

68

10

SelfEmployed

Retired

Yes

Spouse

n/a

No

Yes

Richard

Spouse

2001

70

81

11

Retired

Retired

Yes

Spouse

Retired

No

6

Jane

-

2008

32

36

4

Part Time
Factory
Worker

Voluntary

Yes

On own

n/a

No

Own car
(mobility
adapted)
Own car
(mobility
adapted)
Own car

7

Penny

Adult
daughter

2009

89

92

3

Retired

Retired

Yes

On own

Part Time

Yes

8

Ruth

Adult
daughters (2)

2007

71

76

5

Retired

Voluntary

Yes

On own

No

9

Thomas

Spouse

2007

68

73

5

Retired

Retired

Yes

Spouse

Both
Employed
Part Time
Retired

British Red
Cross
transport
Taxi

No

Bus

yes

Additional
Interview
requirements

Needed
clarification
from
caregiver
Needed more
time to answer
questions

Moved
house
because
of
stroke?
Yes

No

Needed some
assistance in
understanding
and answering
questions
Needed more
time to answer
questions
Spouse
communicated
on his behalf
Needed more
time to answer
questions

No

No

-

No

Yes

--

No

No

Yes

No

No

No

Yes
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6.1.1 Case Study 1

Sarah experienced her stroke in 2006 aged 83, while driving her car. Reflecting that she felt that
“there was something wrong with the gears” (Sarah: interview 1) Sarah described how she had
crashed her car into a brick wall. Having no further memory of the accident, Sarah expressed
concern that she may have hurt someone, but could not remember. This aspect of the accident
caused feelings of anxiety for Sarah who would regularly ask her daughter (the caregiver
participant) if she had hurt anybody when she crashed. This was evidenced during Sarah’s
interview where she asked her daughter: “I didn’t hurt anybody did I?” (Sarah: interview 1).

Sarah reported that her stroke had affected her physical ability, making her less mobile than she
was before she experienced her stroke. Sarah was able to walk short distances around the home,
however required the use of a wheelchair when outside of the home. Sarah also experienced
post-stroke fatigue and coordination difficulties. This meant that Sarah was unable to walk long
distances, and was now unable to drive her car which resulted in her no longer having use of her
own independent transport.

The impact of Sarah’s stroke on her physical ability and

coordination difficulties meant that she found stairs difficult and there was an increased risk of
her falling. This meant that she had to relocate from a privately owned two storey house to a
warden-assisted bungalow. As Sarah’s home was not suitable for her to reside in after discharge,
there was a period of time where she resided with her daughter and her daughter’s family while
she waited for her new home to become available. This was in agreement with the hospital as
they would not have discharged Sarah unless she had someone to live with on a temporary basis
while arrangements were being made.

When Sarah moved into the warden-assisted bungalow, she developed a sense of routine. This
helped Sarah to cope with her memory problems and provided reassurance in her everyday life.
Such reassurance was provided by this routine, which was kept to a strict time schedule that
enabled her to know when visitors would come to the house, when she would get a taxi to a day
centre, and when her daughter would phone. Sarah also had specific meal times and a set time
for when she would get up and also go to bed. As well as these weekly and daily routines, Sarah
also had routines which she would follow when she awoke each day. Each morning Sarah would
go to the bathroom for a wash and get dressed using the pile of clothes which her daughter had
laid out for her the day before. Her daughter laid out the clothes in the order she would need to
put them on. Regular appointments and social activities were set on the same day each week to
help Sarah keep to a routine in her everyday life. Although such routine helped Sarah in her
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everyday life post-stroke, it was often a cause of strain for Sarah’s daughter as she had to follow
the same routine in her caregiving role, making the time allocated to the caregiving role seem
inflexible.

Sarah and her daughter had been offered support from local authority support services. However,
this support was declined as they felt the support was not needed at the time (the support offered
is discussed further in Chapter 9). Instead, support was provided by Sarah’s daughter in money
management, washing, ironing and laying out her clothes for each day, personal care, cleaning,
and supplying cooked meals to be reheated in the microwave at mealtimes. This supported
Sarah in maintaining her routine, something which Sarah’s daughter reported has aided Sarah in
“living as independently as possible” (Sarah’s daughter: interview 1). Sarah’s daughter would
also take Sarah out for day trips and to a Sunday service at chapel. Both Sarah and her daughter
report that their neighbours and family have been key people within their personal support
networks.
Sarah’s daughter was married with two adult children, was employed part-time in a mental
health organisation and worked on the family farm. Sarah’s daughter felt that the experience she
had gained through her employment had helped her in knowing how to care for Sarah. Sarah’s
daughter felt that her employer had supported her by allowing her to be flexible in her working
hours and by allowing Sarah to visit the day centre which was held weekly at her place of
employment, therefore supporting Sarah, while also supporting Sarah’s daughter in her
caregiving role.

6.1.2 Case Study 2
Paul experienced his stroke at home in 2009, aged 62. Similarly to Sarah, Paul’s stroke resulted
in him experiencing post-stroke fatigue, memory deficits and reduced coordination ability. Paul
also experienced paralysis in his left arm as well as sequencing problems, both neurologically
and physically, which affected his physical ability and his written and verbal communication.
Paul’s wife, who was employed part-time as an administrator, supported Paul. Paul’s wife
reported that her mother had also experienced stroke which gave her an idea what to expect in
their post-stroke lives.
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When Paul retired from the public service sector prior to stroke, he took on employment as a
carpenter and joiner. Paul and his wife had also renovated the house they lived in. The
outcomes of Paul’s stroke meant that he had “given up joinery” (Paul: interview 1), leaving his
employment. Paul then volunteered for a social enterprise initiative that made adaptions to
furniture and homewares for people living with physical disability. Paul had a mobility car
which allowed him to have independent transport. Paul also reported that with his family not
living nearby, their personal support network included their neighbours, friends and local Stroke
Club. Paul’s wife also reported that the hospital staff she met while Paul was in hospital and the
occupational therapist who was assigned to Paul following his stroke were also valuable sources
of advice in the early recovery stage. Considering support in the months and years after his
stroke, Paul’s wife reported that other caregivers who she had met at Stroke Club were “a
valuable source of advice and support” (Paul’s wife: interview 1). Similarly to Sarah’s daughter,
Paul’s wife’s employer was supportive and allowed flexible working hours. Paul was also
welcome to visit his wife at her workplace.
During the first interview, Paul’s wife stated that she managed any paperwork, household
finances and bills, and oversaw Paul when he was cooking in the kitchen. Like Sarah, Paul also
developed a routine which he incorporated into his everyday life.
Paul’s wife died shortly after the first interview was conducted. During the follow-up interview,
Paul informed the author that since his wife’s death he had taken on the responsibility of the
household bills and money management. This highlighted a change in everyday life for Paul.
The death of his wife meant that Paul had to find a way of managing these tasks. With the use of
an iPad and electronic banking, Paul was able to take on some of the tasks which his late wife
had managed prior to her death (discussed later in Chapter 8). Paul did not receive support from
local authority support services as the support was not needed. However, since the death of his
wife, Paul had employed someone to iron his clothes for him on a weekly basis.

6.1.3 Case Study 3

John was supported by his partner and lived in a two storey house. John experienced his stroke
at home in 2009, aged 56. The stroke impacted John’s memory and the sequencing of his
writing and speech which meant that John had to retire from full-time employment in
information technology (IT). John was unable to remember how to use a computer after his
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stroke despite being previously qualified in computing to a high level. John’s partner was retired
when John experienced his stroke. Both John and his partner identify their neighbours, friends
and Stroke Club as key people within their personal support network. The couple reported that
they were given little support when John experienced his stroke and felt particularly disappointed
that they received no support from John’s employer given that he was employed by a healthcare
organisation. It was felt that John’s connections with his employer should have meant that he
was offered financial support in his retirement. John’s partner also stated that they had met with
local authority support services for an assessment “and didn’t hear from them again” (interview
1) and so did not receive support from them.

Since his stroke, John has relearned basic computing skills through his local Stroke Club and a
local college, which enabled him to communicate via email and engage in social media forums.
John also felt that there had been an overall improvement in his speech. However, he also felt as
though he would have benefitted from further speech therapy.
John’s partner supports John with money management, household paperwork, and keeps a record
of his appointments to attend.

Summarising their caregiving relationship John’s partner

observed:
“I look after him, making sure he’s got the right things on, on the right day.”
(John’s partner: interview 1)
However, being ten years older than John, John’s partner reflected that she “did not expect to be
looking after him” as they grew older (John’s partner: interview 1), highlighting the unexpected
nature of stroke itself and the subsequent caregiving role.

6.1.4 Case Study 4

Mark experienced his stroke in 2002 aged 58 and lived with his wife (not interviewed) in a
bungalow.

Mark experienced his stroke while he was driving his car to his mother’s home.

Mark found that he was suddenly unable to find her house and had experienced memory loss:
“I couldn't remember where she lived or how to get there; which I knew was strange.”
(Mark: interview 1)
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When Mark tried to get out of the car he experienced further difficulty:
“When I tried to get out of the car, I found I had difficulty standing, so I had to flip both
legs out of the car door to stand up.”
(Mark: interview 1)
Sensing that “something was wrong” (Mark: interview 1) Mark saw a doctor the next morning,
who referred him to a hospital. He was then told that he had experienced a stroke.

Mark recalled being in denial and refusing to be admitted to the hospital overnight. However,
when he attempted to convince the doctor that he was well enough to go home, he faced reality:
“I couldn't walk properly, and that was a shock” (Mark: interview 1). Not wanting to accept
this, Mark was determined: “I'm going home” (Mark: interview 1). After spending some time at
home, Mark began to come to terms with his experience and later returned to the hospital, where
he then learnt that this was, in fact, his second stroke. Mark was told by the hospital consultant
that it was likely his first stroke was a transient ischemic attack, also known as a mini-stroke
where the symptoms of the stroke last for 24 hours.

A business owner previously, Mark was unable to work because of the outcome of the stroke on
his neurological and physical ability. Initially paralysed down the right side of his body, Mark
felt there was an improvement in his physical ability over time. This meant he was able to walk
with the support of a walking stick. Similarly to Paul, Mark also had use of a mobility-adapted
car and so had independent transport.

Reporting an emotional challenge he faced, Mark

reflected that he had experienced depression in the early stages of coming to terms with stroke.
During his follow-up interview Mark reported: “I’m having more bouts of depression than I used
to” (Mark: interview 2) which suggests that depression was a fluctuating element of Mark’s
everyday life post-stroke. Demonstrating that the caregiver-caree relationship is not always one
way (between the survivor and their caregiver) during his first interview, Mark reported that he
was providing care for his wife, cooking her meals and helping her around the home, due to her
temporary ill health. Not requiring support offered by local authority support services, Mark
considered his wife and local Stroke Club key avenues of support in his personal support
network, reporting that Stroke Club had been a “main source of reality” (Mark: interview 1) in
helping him come to terms with experiencing his stroke.
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6.1.5 Case Study 5

Richard experienced his stroke while on holiday in 2001, aged 70. Since his stroke, Richard had
been unable to communicate, either verbally or through written word. Richard did not use
services offered by the local authority as they were not required, and was supported by his wife
who communicated on his behalf during his interview. Richard retained the ability to understand
both written and verbal communication, and was able to verify information during the interview
with a nod of the head for ‘yes’ and a shake of the head for ‘no’. During his interview, Richard
showed the author a photograph album which had been made up to tell his life story. Richard
received additional support from his two adult daughters (not interviewed) and the host of his
local Stroke Club who would visit on an ad-hoc basis. Richard used to attend Stroke Club
regularly; however, with Richard and his wife residing an hour’s drive away, they found it was
too far to travel as Richard began to experience increased post-stroke fatigue. This highlights the
changeable nature of the outcomes of stroke and how everyday life can change in the months and
years thereafter.

Richard was previously employed in the public services sector and then became employed as a
youth hostel worker in a joint appointment with his wife. Similarly to Paul, Richard also built
his own house as a renovation project. Richard and his wife were both retired when Richard
experienced his stroke. As Richard’s stroke was experienced outside of the UK, Richard did not
visit a UK hospital or doctor while he had acute symptoms. This meant that he was not
registered with his doctor as having experienced a stroke. This resulted in a “fight to get him
treatment” (Richard’s wife: interview 1) when they returned to the UK. It was felt that this
caused a delay in effective, timely treatment, which is essential for stroke recovery. Richard was
also an active participant in his local community pre-stroke. However, Richard’s lack of
confidence post-stroke meant that he engaged less in local community activities. This lack of
confidence stems from Richard’s communication difficulties and highlights how an outcome of
his stroke has impacted on Richard’s everyday life.

6.1.6 Case Study 6

Jane lived alone in a three storey house. Jane experienced her stroke while on holiday in the UK
in 2008, aged 32. Unlike Richard, Jane was registered in the UK statutory sector health service
database and was able to receive treatment at the onset. Unable to communicate verbally
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initially, Jane reported that over time she had regained some speech. Jane did not receive
support from the lLocal aAuthority as it was not needed because she was supported by her local
Stroke Club, her two sisters and her friends.

Jane reported that she found it hard to understand verbal communication on occasion, developed
a stammer and experienced sentence-sequencing difficulties. Providing an example Jane
informed:
“Sometimes if I'm tired I can't under er understand, or I can understand, but I can't tell
you what I'm doing, you could ask me, I, would [stammer] make you a cup of tea but I
couldn’t explain it.”
(Jane: interview 1)

This made the narrative element (phase 1) of the interview schedule short and the information
given limited in subsequent discussion. However, the semi-structured and structured formats in
phases 2 and 3 of the interviews with Jane allowed the author to ask more specific questions, to
which Jane was able to provide answers.

Jane was previously employed at a local railway. Since her stroke, she had volunteered at a local
charity shop and with her local Stroke Club (of which she was a former member in the early
stages of her pre-stroke life). During her follow-up interview, Jane related that she had taken up
more volunteer work and had begun volunteering at a local homeless shelter.

6.1.7 Case Study 7
Penny experienced her stroke while at home in 2009, aged 89. Penny’s stroke resulted in her
being paralysed from the waist down, having difficulty in moving both of her arms, and her
being unable to straighten her back properly. This meant that Penny required caregivers to assist
her in all aspects of her daily life. This care was delivered in her home, a warden-assisted
bungalow, by professional paid caregivers who were employed by the local authority. Penny’s
daughter also assisted with all elements of personal care: shopping, eating, food preparation and
household management. However, it is worth noting that when Penny was initially discharged
from the hospital, her daughter was her sole care provider (discussed further in Chapter 9). As
Penny’s home was owned by the local statutory sector authorities, Penny was able to get
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adaptions made to her home to make it more suitable for her specific care needs. Penny’s house
was already adapted to make it accessible for a wheelchair user. However, Penny was able to get
her bathroom adapted and a hoist fitted into her bedroom and bathroom to assist her paid
caregivers in manoeuvring her.
Penny’s daughter was a single parent of dependent children and was employed part-time in the
service sector. Penny’s daughter reports that her friends provided emotional support when she
became overwhelmed with her caregiving role. Similarly to Sarah’s daughter and Paul’s wife,
Penny’s daughter’s employer had also been supportive in allowing flexible working when
needed. However, whereas other caregivers report of family members being an avenue of
support, Penny’s daughter reported that her three elder siblings were “less than useless”
(Penny’s adult daughter: interview 1) which had left her to feel isolated in her caregiving role.
This suggests that Penny’s other children are perhaps unwilling to take on the caregiving role.
As discussed previously in Chapter 5 (Section 5.5.3.1), when the author contacted Penny’s
daughter by telephone to arrange a follow-up interview she learnt that Penny had been admitted
to hospital. The author did not deem it appropriate to request Penny’s daughter’s participation in
the follow-up interview as she sounded upset during the conversation and it was felt that it was
not appropriate to make such request. The author later learned that Penny had died.

6.1.8 Case Study 8

Ruth experienced her stroke while at home in 2007, aged 71. Ruth reported feelings of fatigue,
memory problems and reduced mobility post-stroke. Ruth also had osteoporosis and arthritis,
which also contributed to her physical disability, highlighting that her reported difficulties were
not all stroke related.

Widowed, Ruth lived alone in a warden-assisted ground floor flat. Receiving no support from
the local authority, support was provided by two of her four adult children. Ruth’s eldest
daughter resided nearby whilst her youngest daughter resided with her husband over a two-hour
drive away. Ruth left her paid employment before she experienced her stroke, to raise her four
children. Similar to Richard and Jane, Ruth had taken on a voluntary committee member role for
her local Stroke Club. Ruth’s daughters reported that this role of responsibility encouraged Ruth
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in her recovery as she was focused and motivated in running the Stroke Club, along with the
other committee members.
Both of Ruth’s daughters were employed part-time in the healthcare sector. They supported
Ruth by doing her food shopping, assisting with paperwork and accompanying Ruth to her
hospital appointments. Similarly to Sarah’s daughter, Ruth’s daughters had experience through
their employment of providing care and considered it an advantage to them being able to support
their mother.
During the time between the first and follow-up interviews, Ruth’s home was flooded. This
resulted in temporary living arrangements and a home refurbishment (discussed further in
Chapter 9).

6.1.9 Case Study 9

Thomas experienced his stroke at aged 68, while living in Spain with his wife in 2007. During
their first interview, Thomas and his wife reported that they felt that the UK had a better
healthcare system than Spain and so chose to relocate back to the UK. Thomas and his wife
purposefully chose a house that was near a GP surgery and public transport to have access to
better healthcare provisions. Reporting that the Spanish healthcare system was not as effective
for dealing with stroke compared to that of the UK, Thomas’s wife suggested that the outcome of
Thomas’s stroke would have been better if physiotherapy treatment had been implemented from
the onset, stating:
“We couldn’t even get him out of bed before we came home.”
(Thomas’s wife: interview 1)

Thomas had a heart attack soon after he and his wife returned to the UK. He later reflected that
the treatment for his stroke and its associated outcomes was only implemented following
hospitalisation to treat his heart attack. This suggests that if Thomas had not experienced further
health complications, he might not have been given treatment for his outcomes of stroke.
Stroke had resulted in Thomas experiencing post-stroke fatigue as well as neurological and
physical problems, which affected both his memory and mobility. At the point of his first
interview Thomas was receiving assistance from his wife in washing, showering, the application
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of skin cream to treat a dry skin condition, and assistance in motivating Thomas to carry out his
rehabilitative exercises. Thomas’s wife reported that she found caregiving for Thomas and their
own housework difficult as she experienced arthritis and back pain herself. During the follow-up
interview Thomas’s wife reported that a direct payment from the statutory sector had been set
up, referred to by Thomas’s wife as “a cleaner’s allowance” which allowed them to employ a
cleaner once a week, and that a paid nurse visited each day to assist Thomas with his personal
care. The local authority provided this service after an assessment of the health of Thomas’s
wife and her caregiver needs (discussed further in Chapter 9). However, Thomas acknowledged
that the difficulties they experienced were not all stroke related as he also had experienced other
conditions such as osteoporosis.

Thomas and his wife received support from their two adult daughters who lived locally. Thomas
and his wife provided an example of their daughters’ support and explained that they had
recently picked them up from the airport and cleaned the house before they came home.
However, they also acknowledged that their daughters were both employed full-time in paid
employment and support from them was, therefore “not considered reliant” (Thomas’s wife:
interview 1).

The author also discovered that one of their adult daughters was a trained

physiotherapist and had given Thomas exercises to do to help improve leg strength.

6.2

Chapter Summary

This chapter introduces the case study participants and highlights areas of similarity and
difference between the cases. The case studies differ demographically regarding age, gender,
and pre- and post-stroke lives.

However, there are key areas of similarity and contrast not

related to the demographic variations. For example, in terms of caregiving, the participant
survivors from cases 1, 7, and 8 were cared for by their daughters which meant that they shared
similarities between themselves, yet differed from the participant survivors from other cases (2,
3, 4, 5, and 9) who were cared for by their marital or cohabiting partners. Although there are
similarities between all cases in that all the participants were living with stroke in their everyday
lives, the cases have differences between them which make them unique and distinct.

Depth is added to the findings reported in Chapters 7, 8, and 9 through consideration of the
participants’ unique situations. This includes where they experienced their stroke (in the UK or
abroad) and the impact that has had, as well as the employment status of the participant survivor
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and caregiver, the relation of the caregiver to the survivor, and the implications which this may
have had on the participants’ everyday lives.

The background information provided by this chapter helps to provide context to the study
findings. Such knowledge allowed the author to consider the unique circumstance of each case
study when collecting the data and provided an opportunity to cross-reference the data with (and
highlight) any contextual commonalities.

For example, Sarah had a routine in place that

supported her independence, as did Paul. By considering the case study demographic, the author
can conclude that the sense of routine is individual to the survivors themselves and how they
cope with post-stroke life, rather than a caregiving strategy trait of a survivor being cared for by
their adult children. In other words, creating a routine is not unique to the caregiving situation
where a survivor is being cared for by their adult son or daughter, and so there are other aspects
to consider. This concept can again be cross-referenced with other aspects such as the outcomes
of stroke, which enabled the author to identify that such routine behaviours are exhibited where
the survivors have experienced sequencing or memory defects. There are other aspects to this,
which are discussed in more depth later in Chapter 8.
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7.0

Findings: Living with Stroke

This chapter primarily addresses research objective (1) to explore the everyday lives and
experiences of survivors of stroke and their caregivers. It also contributes towards research
objective (2) to identify key individuals and organisations that provide support to survivors and
their caregivers in their everyday lives, whilst touching upon research objective (3) to explore
how Stroke Clubs deliver support to survivors of stroke and their caregivers.

The findings discussed throughout the remainder of this thesis contribute to the existing literature
by providing a deeper depth of knowledge and understanding through the report of the
qualitative research findings. The existing literature as reported in Chapters 2 and 3 focuses on
particular aspects of post-stroke life. Such themes included ‘post-stroke depression’, ‘stigma and
stroke’, and, ‘caring for stroke survivors’.

Although these studies are valuable in their

contribution to the existing knowledge base and provided a theoretical underpinning for this
study, this thesis reports the findings of a study which considers all of these themes in relation to
a consistent study sample through case study research. Therefore, the strength and contribution
of the findings as reported in this chapter, along with Chapters 8 and 9, is that they report
findings of multiple consideration; presenting the whole picture of life with stroke for the
participants of this study, as reported by them. For example, as well as reporting ‘life with poststroke depression’, the findings here also report the impact of such post-stroke depression upon
other areas of the participants’ lives. This is extremely valuable to academics and policy makers
in understanding the complexity and uniqueness of the impact of stroke on a person’s life, on a
case-by-case basis. Furthermore, this insight into post-stroke life can provide a platform for
further health and social care research and policy development.

Findings of the BNIM interviews are discussed throughout this chapter, with a focus on coming
to terms with stroke and post-stroke life, mental and emotional wellbeing, feelings of stigma, and
the positive perspective.
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7.1

Coming to Terms with Post-Stroke Life

Post-stroke life in this context refers to the study participants’ lives after stroke, in the months
and years thereafter. The existing literature discussed in Chapter 2 informs of survivor and
caregiver perceptions of post-stroke life. White et al. (2014) asserts that this is influenced in
part, by if, and/or how well, they have come to terms with the stroke itself, and the impact that
stroke has had on their physical and neurological state, and their everyday lives. The interviews
with the survivor and caregiver participants allowed such reflection; of if and how well they had
come to terms with their stroke and their post-stroke lives. Throughout Section 7.1 the feelings
experienced, challenges faced, and the survivor and caregiver participants’ perspectives of
coming to terms with post-stroke life are discussed.

The sudden nature of stroke created several challenges for the survivor and caregiver participants
at the outset. These challenges related to access to information, and support in taking on the
caregiving role, both of which are discussed within this chapter. However, the challenges faced
were not isolated to the early stages of post-stroke life. They were also present in the longer
term; in the months and years thereafter.

Both survivor and caregiver participants described how they had adapted to their post-stroke
lives and caregiving roles during their interviews. The majority of the survivor participants
described how they had changed the way they carried out everyday tasks in the home, while
others had integrated a routine into their everyday lives (as discussed previously in Chapter 6).
This suggests that an adaptive coping strategy (defined by Wallengren et al. (2008) earlier in
Chapter 3 as finding ways to adapt to the new life) had been adopted, as they sought to plan such
routines, or find ways to overcome any challenges they faced and complete tasks, whilst they
aspired to partake in interests which they enjoyed prior to stroke. Meanwhile, the caregiver
participants informed that they had planned their day, inclusive of the caregiver role, around the
survivor’s routine which had helped them to adjust to the caregiving role. However, this was not
the case for all. One caregiver participant, Penny’s daughter, reported that she had not adjusted
to the caregiving role.

Penny’s daughter stated that she found it difficult to take on the

caregiving role alongside other family commitments of being a single parent to dependent
children and sole breadwinner.

152

The survivor and caregiver perspectives are discussed in more detail throughout this section,
with a focus upon how the survivor participants had come to terms with stroke, how caregiver
participants had come to terms with the caregiving role and the different coping strategies which
had been adopted. The coping strategies described throughout Section 7.1 are defined by the
literature in Chapter 3 previous.

The survivor participants of this study stated that they had (at the time of the first interview)
come to terms with their stroke. Seven of the participants from this study expressed content in
their everyday lives, whilst Mark expressed that his contentment fluctuated as he experienced
emotional highs and lows. Further to this, Penny informed that she was not content in her poststroke life at all. Kuluski et al. (2014) state that those survivors who have not come to terms
with their stroke, were more likely to be dissatisfied with their post-stroke lives.
Reflecting back upon Kuluski et al.’s (2014) study, their participants were under 55 years of age.
This led the author to initially consider whether ‘younger’ survivors, as Kuluski et al. define as
being aged 55 or less, are less likely than ‘older’ survivors to have come to terms with their
stroke because their life goals are less likely to have been met. Although eight of the nine
participants of this study were over 55 years of age making the sample differ from that of
Kuluski et al.’s (2014) study, one participant Jane, was common with Kuluski et al.’s sample as
she was 32 years of age. Jane expressed a good level of content in her everyday life, making her
perception of post-stroke life also contrast with those reported by Kuluski et al.’s study.

This

highlights that coming to terms with stroke is not necessarily an age-related concept, but rather
that whether or not a survivor has felt that have led a fulfilled life and met their life goals or
expectations was actually the key factor. This statement is in sync with Krančiukaitė and
Rastenytė (2006) and the WHOs (2014) assertion of perceived quality of life being related to a
person’s life goals and expectations and whether they have been met.

Further disproving age as a factor of whether or not someone is likely to come to terms with
stroke, Mark (as previously stated) did not come to terms with his stroke initially, and he was
over 55 years of age.

The findings of this study actually highlight that living in a rural

community where the survivor participants knew other people local to them was a key factor in
adapting to post-stroke life as this reduced barriers to participation in the wider community as
they felt confident in their local communities after stroke. This also contradicts rurality literature
(discussed in Chapter 4 previous) which reports of rural living being isolating for vulnerable
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people such as those living with a disability or the elderly. This notion is discussed further, in
Section 7.8 and Chapter 8.

7.1.1 In Denial

Mark recounted that he was initially in denial when doctors had told him he had experienced a
stroke. This reflects a trait of avoidance coping strategy as described by Gosman-Hedström and
Dahlin-Ivanoff (2012) in Chapter 2 previous. This led to a refusal to accept treatment as well as
feelings of confusion about what it was he was experiencing. Not wanting to accept that he had
had a stroke, Mark would avoid socialising and seeing his friends. By avoiding seeing people
who knew him before stroke, and not believing the doctors, Mark had opted to avoid the reality
that he had experienced stroke, and in his words: “that I have become disabled myself” (Mark:
interview 1). During his interview 1, Mark attempted to rationalise his initial denial, and
explained:
“Through my work, I had come into contact with some stroke people, and was familiar
with the world of disabled people, and I think that the biggest shock to me, in my
arrogance, is that I’ve become disabled myself. I’m that, so bloody arrogant, that I
didn’t think it could happen to me.”
(Mark: interview1)

This statement from Mark truly emphasises the sudden unexpected nature of stroke and suggests
that the acknowledgement of the stroke itself is a big step in coming to terms with stroke and
adjusting to post-stroke life.

Mark explained how he later gained confidence through membership of a local Stroke Club,
through socialising with other people who had also experienced stroke. This suggests that the
coping strategies adopted may change over time. For example, an avoidance strategy may be
adopted initially as the survivor struggles to accept that he had had a stroke, or a caregiver
refuses to accept that there has been such a life-changing event. As time progresses, the survivor
or caregiver may begin to accept the realisation that they are a survivor or a caregiver of a stroke
survivor, and begin to adapt to post-stroke life; adopting the adaptive strategy in the months
and/or years after stroke. This also highlights the value that Stroke Club provided Mark in
reducing barriers to social participation by providing an opportunity for him to socialise with
154

other survivors of stroke. This helped him to come to terms with his stroke and his post-stroke
ability.

7.1.2 A Period of Reflection

Reflection on the experience was considered to be an important factor in coming to terms with
the uncertainties of post-stroke life. Paul, Mark, and Ruth felt that time had allowed for such
reflection. The findings here contribute to the works of Bäckström and Sundin (2009), Boosman
et al. (2011), Franze´n-Dahlin et al. (2007), Frankl (1963), Godwin et al. (2013), King and Hicks
(2009), and Smith et al. (2009a) previously discussed in Chapter 3, by not only confirming that
survivors of stroke typically adapt to life with stroke over time (as part of an adaptive coping
strategy), but also highlighting that it is time which allowed for reflection. This enabled the
survivor participants to come to terms with stroke. Mark demonstrated this as he recalled that
time had allowed him to come to terms with the impact of his stroke, and adjust to post-stroke
life. Paul and Ruth, on the other hand, reported that time had enabled them to reflect on the
things that they could no longer do. This motivated Paul and Ruth to “find other ways of doing
things” (Paul: interview 1), in order to be as independent as possible and discover ways of
compensating for the things they could no longer do.

This presented the dynamic nature of time: time to take on board that stroke has occurred,
helping towards psychological and emotional realisation; time to ascertain the extent of one’s
post-stroke neurological and physical ability; and time to establish what they may need to do
differently, what they could no longer do, and what they were still able to do post-stroke.

To understand how a period of reflection can help to come to terms with stroke, reference must
be made to the works of Frankl (1963), and King and Hicks (2009). In Chapter 2 previous,
Frankl (1963), and King and Hicks (2009) assert that it is instinctive for survivors of stroke to
attempt to rationalise their experience by applying meaning to the stroke itself, and reason to the
uncertainties they may face. Both of which require reflection upon pre-stroke life and the event
itself; stroke. The biographical nature of the interview process provided an opportunity for the
survivor and caregiver participants to reflect on their experience, which they said, made the
interview process a helpful and positive experience. The survivor participants each reported that
they had led stressful pre-stroke lives and rationalised that such busy lives, they felt, had
contributed to the onset of their stroke.
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This study found that such reflection also enabled the survivor participants to consider their lives
at present, and how they would aim to live their post-stroke lives:
“I won’t give myself the pressure that I did, I won’t have another one [a stroke], I’m
conscious that I could have. There are so many people in the [Stroke] Club that have
had a second one; some people have several you see.”
(Ruth: interview 1)

This realisation led to Ruth making a conscious decision to lead a less stressful post-stroke life in
order to reduce her risk of further stroke or ill health. This was also exampled by other survivor
participants. Paul had started a diet programme to lose weight and eat a healthier diet, while
John had joined a gym in order to become more active. These healthier lifestyle choices were a
conscious effort to improve overall health and reduce the risk of further stroke. Mark felt that
experiencing stroke meant that he had “faced the concept of death” (Mark: interview 2).
Although he states that this did not scare him, Mark felt that his experience left him faced with
the reality that there was a possibility of further strokes, which may result in further disability or
even death itself. Similarly to Paul and Ruth, this realisation led Mark to “re-evaluate [his] life”
(Mark: interview 2) and consider what was important to him. Mark reported that during the time
of his life where he was coming to terms with experiencing stroke he had reflected upon his prestroke life and realised that he had spent too little time with his family and too many hours at
work. Mark described such realisation as a positive aspect of stroke:
“One good thing about stroke is that it can be effective at looking at life and managing a
different way in going forward.”
(Mark: interview 1)

In acknowledging this self-reported realisation, Mark stated that stroke had taught him to value
his life, and not take certain aspects of his life, such as time with his family, for granted. Feeling
strongly about this, Mark reported that he had changed the way he considered his priorities in his
everyday life post-stroke:
“I have found a new way in going forward.”
(Mark: interview 1)
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The other survivor participants where not so focused on the long-term. They tended to focus on
one day at a time, talking no more than a couple of months ahead in their interviews. This
further suggests the adoption of the adaptive strategy amongst the studies survivor participants.

7.1.3 Positive Thoughts
The survivor participants reported that positivity and focusing on the things they could do poststroke was key to adapting to post-stroke life. This was also reflective of the participants
describing themselves as survivors of stroke; they had survived a traumatic event and did not
wish to describe themselves with negative descriptors such as ‘sufferers’ or ‘victims’ of the
stroke itself:
“I am a survivor; I survived my stroke. I am not a victim of, or a sufferer. It just wasn’t
my time to die.”
(Mark: interview 1)
Berges et al. (2012) describe ‘being positive’ as a coping strategy which minimises negative
perception. Here, a context is provided. By referring to themselves as survivors, the survivor
participants relinquished the negative terms ‘victim’ or ‘sufferer’ and therefore evoked a positive
stance in their post-stroke identity.
Adopting a positive attitude encouraged Ruth to “just get on with it” (Ruth: interview 1); with
her life post-stroke. While positivity helped the survivors come to terms with stroke and begin to
rebuild their lives, they acknowledged that this was not always easy. This was due to the
psychological and emotional impact which stroke had on their lives. The survivor participants
made a conscious effort to focus on positivity in order to minimise any negative thoughts they
felt in their everyday lives. Instead of focusing on what they were unable to do, they would
focus on what they could do.

Reflection on the stroke experience allowed the survivor

participants to consider that their stroke had not affected them as much as other people who had
experienced stroke. Penny reflected that “at least I can talk OK, and think” (Penny: interview 1),
whilst others (Ruth, Mark, Jane, and John) commented that their post-stroke lives were not as
bad as some survivors, as they had their families around them and they were able to ‘get out and
about’. However, Mark stated that despite aiming to focus on the positives, he often found
himself dwelling on negative thoughts which resulted in him finding it hard to come to terms
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with post-stroke life at times. When Mark was discharged from hospital, he had no desire to
engage in the activities which he had participated in prior to stroke and withdrew from
socialising in his local community and with his friends. The aforementioned period of reflection
upon his experience and the realisation that he had experienced a stroke helped Mark to rebuild
his life post-stroke:
“Today it’s almost like I live in a world of the past, of old memories, some are happy
memories, and some are not so happy memories, and most of the time I am able to
disregard the unhappy ones and continue my life.”
(Mark: interview 1)

Focusing on good memories and positive experiences helped Mark to come to terms with poststroke life. This emphasises positivity as a strong influencer in recovery, and coming to terms
with stroke and coping with post-stroke life. Despite being coined a coping strategy by Berges et
al. (2012), the ethos of positivity was present in the participants’ lives alongside other coping
strategies. This suggests that in coping with post-stroke life, positivity can run parallel to other
coping strategies in a survivor’s post-stroke life. The notion of positivity is discussed further in
Section 7.7.

7.1.4 An Inner Strength
The survivor participants reflected on their experience and informed that in coming to terms with
stroke, they felt that they had discovered an inner strength that otherwise, they wouldn’t have
known existed. It was also felt that reflection on their experience had helped the survivors to gain
a realistic perception of themselves post-stroke, which helped them to come to terms with the
stroke itself. Part of this reality was formed by their awareness of the impact of their own stroke,
compared to that of other stroke survivors whom they had met at Stroke Club. The feeling of an
inner strength and overcoming something (stroke) which they thought they would never
experience also contributed to the survivor participants’ post-stroke perception of the self, and
their realistic perceptions of stroke and their post-stroke lives.

Perhaps such inner strength was exerted because they also felt as though they had survived and
experienced a life event which was like no other they had ever experienced. By coming to terms
with their stroke and gaining a realistic perception of the post-stroke self, the survivor
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participants described how they had accepted that there were aspects of their lives, such as
participating in activities they enjoyed and tasks around the home prior to stroke, which they
could no longer do (discussed further in Chapter 8). Such activities included being able to go for
walks and complete crosswords. Many of the survivor participants explained that the inner
strength they felt had given them the motivation to compensate those activities which they had
enjoyed pre-stroke and could no longer do, with other activities, and find alternate ways of
completing tasks around the home. However, highlighting that this was not the case for all,
Penny described how she was unable to find alternative ways of carrying out tasks and
participating in activities due to the extent of her disabilities. This shows that post-stroke life is
not as straightforward as adapting to post-stroke life by taking up new activities by way of
compensation or doing things in a different way. For Penny, she had to accept that she could not
partake in activities she used to, and that she was physically unable to find alternatives; to the
extent that she had to accept (and come to terms with) that she needed support in all aspects of
her everyday life, including those domestic tasks she once rendered thoughtless such as cleaning
and hoovering, as well as personal care.

Coming to terms with stroke and coping with post-stroke life, perhaps better than one would
expect, was linked to positive perceptions of the self post-stroke. The findings here contribute to
Berges et al. (2012) who identified a similar phenomenon in their research, by also identifying a
link between (1) coping well, (2) positive attitude and (3) positive perception of the self.
However, the findings here build on this by highlighting that in the context of post-stroke life,
(4) discovery of an inner strength, and (5) reflection of the experience were linked with those
three aspects. Considering the quality of life literature reported in Chapter 3 previously, this
further suggests that these five elements, established initially by inner strength and coping, to be
linked to a positive perception of post-stroke quality of life, especially when a realistic
perception of post-stroke ability is rationalised (through reflection and awareness of other
possible outcomes) as less severe than it could have been. This actually led to the survivor
participants feeling lucky in their post-stroke lives. This is discussed further in Section 7.8.

The findings suggest that adaptive strategies are not always formed straight away.

Paul

described feeling a sudden surge of motivation, which gave him an inner strength to try and
complete tasks at home himself months after his stroke. This arose as he had had to employ
workmen to come to his home to fix a door, something which he would have been able to do
himself prior to his stroke. This motivated Paul to find ways of carrying out such tasks himself,
demonstrating how an adaptive coping strategy was implemented.
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As previously asserted in Chapter 3, Krančiukaitė and Rastenytė (2006) and the WHO (2014)
consider that individual perception of quality of life is made up of, in part, a person’s own
perception of their own life expectations, and whether or not their goals in life have been met.
Here, such reflection had assisted the survivor participants in building a sense of post-stroke life
which they felt was realistic. While it cannot be disputed that stroke is life-changing and can
potentially lead to an impact on the life goals and expectations of its survivors, the author
considers two probable scenarios: (i) in coming to terms with stroke and post-stroke life and reevaluating their lives, perhaps more or different life expectations and goals were set post-stroke,
or (ii) life goals set pre-stroke had been exceeded regardless of the impact of stroke on their
everyday lives.

Either of these scenarios suggests that although perceptions of quality of life

may decrease when someone experiences stroke initially, a participant’s perception of their
quality of life may actually increase between the early stages of post-stroke life and periods of
time where they are living with stroke in the months and years thereafter. Therefore, coming to
terms with stroke and adapting to post-stroke life by exerting an inner strength that they did not
know they had meant that the survivor participants considered themselves to have had exceeded
their own expectations for themselves in their post-stroke lives.

The author does ponder whether such inner strength is something that we as human beings
instinctively have and do not necessarily exercise until we find ourselves in a situation where we
experience something in our lives which requires it. Such occasion may be the onset of stroke,
or another life-changing condition such as cancer, or perhaps disability as a result of an accident.
However, in this context such inner strength was exampled by the way the study participants had
coped with their post-stroke lives – the full extent of which is not merely described in this
section; it is evidenced throughout the findings chapters and drawn upon in the concluding
chapter, Chapter 10.

7.2

Taking on the Caregiving Role

Stroke caused a variety of changes to the everyday lives of caregiver participants as well as those
who had experienced the stroke itself. This confirmed the findings of Davies and Honeyman’s
(2013) and Gaugler’s (2010) studies reported in Chapter 2 previously. These changes varied
considerably depending on the support needs (albeit physical, psychological or emotional) of the
survivor, the relationship between the survivor participants and their caregiver, and the personal
circumstance of the caregiver.
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There were some differences identified between those case studies where the caregiver was the
partner of the survivor and those case studies where the caregivers were the adult children of the
survivor. During their interview, spousal caregivers stated that they admired the way their
partners had come to terms with their post-stroke lives. Paul’s wife expressed that Paul had
come to terms with stroke, and “he never says ‘why me?’ or anything” (Paul’s wife: interview
1). This presents a contrast to the existing literature as survivor participants from Yu et al.’s
(2013) study were reported to often question ‘why has this happened to me?’.
However, the reality for both Sarah’s and Penny’s daughters was that they felt as though
“everything [had] changed” (Sarah’s daughter: interview 1).

During their interviews, the

caregiver participants reflected on the changes to their everyday lives. The participants of this
study who were caregiving for a parent informed of a change in employment patterns and their
ability to manage other commitments and family life, alongside the caregiving role, whereas the
spousal caregivers reported changes to their role and tasks within the home. This demonstrates
how caregivers often lead multi-role lives of spouse and caregiver, or daughter, caregiver, and
mother. Some of the caregivers also reported a role reversal (discussed further in Chapter 8,
Section 8.4.1.3). For Paul’s wife, this meant her carrying out manual tasks at home, as she was
sometimes asked to by her husband Paul, who before stroke would have been the person she
went to if something needed to be fixed. For Penny’s daughter, this meant her looking after her
mother Penny; whereas before stroke Penny was the one who helped to look after her
grandchildren.

Those caregivers who were providing care for their parents were supported at home by their
families, who took on tasks around the home which the caregiver may have done prior to taking
on the caregiving role. Such tasks included the preparation of family meals at home; however, it
is worth highlighting that there is not always a second adult in the homes of the people who are
providing care for a parent. As previously mentioned, Penny’s daughter, for example, was a
caregiver to her mother (who resided at her own home elsewhere) and was also the breadwinner
for her family and a single parent of dependent children. Penny’s daughter did not receive
support at home from other family members and therefore did not receive informal support as
Sarah’s daughter (who lives with her husband and adult son) did.

Each of the caregiver participants reported that the caregiving role had also impacted on their
level of social participation (discussed further in Chapter 8, Section 8.4). The survivor’s stroke
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had changed the everyday routines of the caregiver’s lives and contributed to emotional strain
and burden as the caregiver participants felt that they had little or no free time to themselves. A
lack of physical space and thinking space was also reported.
The caregiver participants also experienced changes to their life goals and expectations – which
Krančiukaitė and Rastenytė (2006) and the WHO (2014) claim influence a person’s perception
of their quality of life. An example of this was provided when the wives of John and Thomas
both reported that the loss of their husbands’ driving capability was a considerable challenge.
Describing this as “the greatest difficulty” Thomas’s wife asserted:
“That certainly meant us coming back from Spain.”
(Thomas’s wife: interview 1)

This indicates that other than there being a better healthcare system in the UK (as previously
mentioned in Chapter 6), the poor public transport provisions and poor access to services which
existed where they resided in Spain contributed to the need for Thomas and his wife to return to
the UK.
John’s partner expressed frustration about the change in John’s abilities post-stroke. Driving
herself as John was unable to drive post-stroke, John’s partner experienced an added strain as she
was not a confident driver. Furthermore, John was also unable to work post-stroke which John’s
partner considered to be a key factor in adjusting to post-stroke life. Describing the transition
into post-stroke life as “a stressful time” (John’s partner: interview 1), John’s partner reflected
that John’s unemployment resulted in financial concerns due to a drop in household income.
This confirms that changes to everyday life can also cause strain to the caregiver's aspects of
their lives which are independent of the caregiving role, not just challenges which are a byproduct of the caregiving role itself.
However, the caregiver participants shared the same ethos as the survivors and reported that they
had a tendency to carry on with life:
“Things just become routine, you just accept it as that's the way it is now.”
(Penny’s daughter: interview 1)

Reflecting on the feelings of strain, burden and grief experienced as a result of the time
constraint and changes experienced by taking on the caregiving role, Penny’s daughter
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commented: “I hate it” (Penny’s daughter: interview 1). Particularly, in regards to seeing her
mother become less independent as a result of her stroke.

In Chapter 2 previous Bäckström and Sundin (2009) highlighted the unexpected nature of the
caregiving role. This was highlighted by John’s partner:
“He’s ten years younger than me so I wasn’t expecting to have to end up looking after
him, I thought he’d be looking after me in my old age.”
(John’s partner: interview 1)

For the caregiver participants, coming to terms with stroke and post-stroke life meant that they
sought to understand what stroke was, how it occurred, how it would impact on the survivor
participant’s life, and what they would need to do in their caregiving role. This augments upon
Frankl’s (1963) and King and Hicks’s (2009) theories discussed in Section 7.1 previously. The
findings show that it was not solely the person who has experienced the life-changing event (in
this context stroke), but also the family members transitioning into the caregiving role who
sought to apply meaning to the life event, stroke - and rationalise the experience. The author
acknowledges that this is a small research sample, however with this notion of seeking to apply
meaning in order to come to terms with the caregiving role being dominant among it, she advises
further research in this area. This also conflicts with Bäckström and Dundin (2009) who report
that caregivers are reluctant to seek support in their caregiving role; the caregivers of this study
expressed explicitly that they actively sought support.

The data revealed the challenging nature of the transition into the caregiving role:
“Nobody can predict at that [acute] stage, the level of potential disability and because of
this, there was no preparation for whatever the outcome may be.”
(Ruth’s youngst daughter: interview 1)

This supports researchers Kuluski, et al. (2014), Girgis et al. (2013), McKevitt et al. (2011)
Thompson and Ryan (2009), Vincent et al. (2009), and Yu et al. (2013) who affirmed that family
members are often placed into a caregiving role with no prior support or knowledge.

Contributing to this knowledge, case study research allowed the author to discover the impact of
this on the caregivers’ lives. A lack of available information led to the caregiver participants
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feeling as though they did not know how best to support survivors in their post-stroke lives. The
wives of Paul and Thomas, Penny’s daughter and John’s partner felt there was a lack of
information available to them: “I knew nothing about stroke” (Penny’s daughter: interview 1).
As a result of this, John’s partner reflected that not knowing what to expect contributed to
feelings of fear and anxiety:
“The scary thing about it was I didn’t know anything about it, what to do, what to
expect.”
(John’s partner: interview 1)
John’s partner also expressed feelings of loneliness:
“I really felt I was coping on my own.”
(John’s partner: interview 1)

This emphasised a key area of caregiver support need, produced by the research data. However,
on the other end of the knowledge spectrum, Paul’s wife also reported “a sudden rush of fear”
(Paul’s wife: interview 1) she felt when she learned of her husband’s stroke. This fear was
founded upon her previous experience as a caregiver to her late mother who had also
experienced stroke. This notion of fear from the known entity of stroke is discussed further later
in Section 7.3.3.
Summarising her experience of transitioning into the caregiver role Penny’s daughter stated:
“You go into this totally blind and nobody tells you a bloody thing.”
(Penny’s daughter: interview 1)
Penny’s daughter also felt that she would have benefitted from knowing more about what to
expect when her mother was discharged from hospital:
“It would have been helpful for there to be more communication with people who know
what to expect when she came out of hospital.”
(Penny’s daughter: interview 1)
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Rationalising why this would have been beneficial, Penny’s daughter explained that “because
Mam was in hospital for over three months” (Penny’s daughter: interview 1) it would have
helped her to prepare for the caregiving role and given her an opportunity to have made
necessary arrangements for her mother’s return home. Penny’s daughter felt unprepared for her
mother’s return home. This challenge was made greater by the delay in the local authority
services making necessary adaptions to her home (discussed later in Chapter 9). The findings
here show that there is a need for information in relation to the possible outcomes of stroke,
arrangements to be made at home, and what to expect in the caregiving role prior to the survivor
returning home. Such information could be provided by hospital staff and/or statutory sector
services. However, Penny’s daughter emphasised that she wanted to learn from people who had
gained first-hand experience of stroke and the caregiving role. This suggests that the advice and
information received from people with first-hand experience is considered more valuable than
advice distributed by professional staff. This also confirms claims reported by Burholt and
Dobbs (2014) and Wilson et al. (2007) (quoted earlier in this chapter), that caregivers often seek
advice from social avenues of support such as community-run support groups or family and
friends, rather than professional services.

However, the findings of this study contribute to the existing knowledge by highlighting Stroke
Club as an effective avenue for such support. The perceived value of learning from people with
lived experience supports the notion of caregiver support provided through support networks
such as Stroke Clubs.

The findings show that they provided an avenue of support and

information sharing for both survivors and caregivers, giving caregivers the opportunity to meet
other caregivers and share their experience, whilst also providing a social outlet. By providing a
substantial amount of support for survivors and caregivers, Stroke Clubs created a valuable
contribution to people living with stroke in their everyday lives; both survivors and caregivers.
While the participant perspectives of Stroke Club are discussed throughout Chapters 7, 8, and 9,
Stroke Club delivery is discussed further in Chapter 9.

Such support was considered extremely key by the caregiver participants in coping with their
post-stroke lives. The existing literature informs that when caregivers gain knowledge of stroke
and are able to learn about it, they often experience a reduction in angst (Franze’n-Dahlin et al.
2007; Kuluski et al. 2014), uncertainty, fear and distress (Vincent et al. 2009; Visser- Meily et al.
2005:2006:2008), and depression (Godwin et al. 2013; Visser-Meily et al. 2005:2006:2008).
This highlights the value of such support for caregivers in their everyday lives. In turn, this is
said to promote a more positive perception of caregiver quality of life (Larson et al. 2008;
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Schlote et al. 2006; Yu et al. 2013), a decrease in anxiety levels (McCullagh et al. 2005), and
more efficient caregiving (Yu et al. 2016). However, the findings of this study show that due to
the complexity of stroke and the caregiving experience, these reductions and contributions to
perceived quality of life cannot be assumed as fact for all cases. For instance, the existing
literature reports that fear of the unknown entity of stroke can contribute to feelings of anxiety,
strain and worry. This was disproved in the case of Paul’s wife who, as previously mentioned,
reported that the fact she knew about stroke and its potential impact actually contributed to
feelings of fear and angst rather than reduced it. What the research findings tell us here is that
fear of the unknown is exampled, but not necessarily in the way the existing knowledge base
portrays. Here, fear was closely linked to feelings of anxiety, and related to not knowing how to
care for the survivor in the future, and feelings of being alone in the caregiver role, rather than
fear of the stroke itself. The caregivers of this study actively sought information about stroke as
they wished to learn how to best support their survivor:
“It was a sudden change, and I had never come across stroke before but had to learn
myself, how to toilet Mam, no, nobody tells you anything, what to expect, nothing, there’s
no actual information.”
(Penny’s daughter: interview 1)
Penny’s daughter actively sought statutory sector advice because she did not have any informal
avenues for support. However, she did not receive the information or help she needed:
“There wasn’t no training or anything, in lifting her to the bathroom, nothing at all.”
(Penny’s daughter: interview 1)
Penny’s daughter was frustrated during the interview and emphasised that she would have
considered it beneficial to have been given more information and/or training about how to
provide care for her dependent mother, as well as more support in preparing for the caregiving
role alongside her other commitments; looking after her dependent children and continuing her
employment. Penny’s daughter was fearful for the future, in relation to how she would learn to
cope and care for her mother in the most effective ways. This fear stemmed from being isolated
in the caregiving role and feeling a lack of support from professional statutory sector services.
This fear was not necessarily fear of the unknown entity of stroke as the literature suggests; more
of a ‘what do I do now’ ethos. The notion of fear is discussed further in Section 7.3.3.
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The findings here identify a weak area in health and social care policy in relation to supporting
self-care in the home and supporting families in providing care at home. This is a cause for
concern as this is a key aim of healthcare policy initiatives across the UK, as discussed in
Chapter 4 previous. This lack of available information was a cause of stress and strain for the
caregivers of this study (Penny’s daughter, John’s partner and Thomas’s wife) as they
transitioned into the caregiving role. This lack of information also inhibited the caregivers’
awareness of what they were entitled to in terms of statutory sector care and financial support,
confirming the findings of Johnson and DeSouza’s (2009) study discussed earlier in Chapter 2.
This meant that Penny’s daughter did not have the help that she was entitled to from the onset,
further highlighting a possible weakness in the access and delivery of support services to
caregivers. This further supports the notion of caregivers being ‘active seekers’ of information,
and feeling a lack of acknowledgement or assessment of their caregiving ability or preparation
for the role, as reported by Thomson and Ryan (2009) earlier in Chapter 2.
Paul’s wife proposed a recommendation for:
“An idiot-proof pack, written in layman’s terms telling you about the possible outcomes
of stroke, who to talk to, how to get help, what to do.”
(Paul’s wife: interview 1)
Paul’s wife suggested that this pack could be distributed to close family members of people who
had experienced stroke so that they were aware of what stroke was and were able to prepare for
post-stroke life. Further details of this pack can be seen overleaf.
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Compiling data collected from the caregivers, it is proposed that such a pack could include:
•

Facts about stroke

•

The possible outcomes of stroke

•

Challenges the survivor may face in the future

•

What stroke means for family members – transition into the caregiving role

•

Challenges that caregivers may face

•

Practical advice in relation to forms and documents

•

Driving assessments

•

Benefits and financial entitlement

•

Statutory sector support entitlement

•

Employment rights

•

Practical caregiving advice

•

Helping to eat or drink

•

Nutrition

•

Physical lifting

•

Personal care

•

Sources for more information, guidance and support

The author acknowledges that a pack such as this would need to be broad and generic due to the
unique nature of the outcomes of stroke. However, despite stroke resulting in unique and
individual outcomes a generic pack would still act as a source of information which would
inform about stroke itself (to help the reader rationalise the experience), possible outcomes (for
caregivers to understand what the possible outcomes may be) and act as a signposting pack for
more information and support services.

The author wishes to stress that this recommendation is based on the perspectives of the
participants of this study. Therefore, if a pack such as this exists, it had not been received by the
participants.

The issues raised by these findings have since been acknowledged by the Welsh Government
and addressed in their 2012 Stroke Delivery Plan for Wales (Welsh Government 2017). This
plan was implemented during the data collection stages of this study. The findings from this
study suggest that the aims of the 2012 Stroke Delivery Plan: to support survivors in their local
communities and to improve caregiver experience is an appropriate focus for the strategy.
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However, this study further informs the statutory sector by providing recommendations for
developing efficient and effective policy further, particularly in relation to support initiatives,
implementation, and delivery of stroke policy.

Despite there being more focus on survivor and caregiver support in recent years, this research
evidences that there is still scope for further improvement: at the time of data collection for this
study, the existing needs were acknowledged but were still failing to be met. The findings
discussed throughout this section also highlight a need for an integrated discharge strategy for
those who have been in hospital for a long period of time. Such integrated strategy should assist
the survivor in returning home by encouraging independent living, and participation in the home
environment and wider community. However, there is also an opportunity here for a support
package which helps prepare family members for the caregiving role. These recommendations
are discussed further in Chapter 10.

7.3

Mental and Emotional Wellbeing

The impact of a sudden life event such as stroke not only has a profound effect on the individual
who experienced it, but also their family and friends. The findings previously reported in
Chapter 6 and Section 7.1 focused on the physical impact of stroke and the physical changes that
had been experienced by the participants in their everyday life, such as a change in physical
ability and/or paralysis. However, these changes, along with the experience of having a stroke
itself, had impacted significantly on the mental and emotional wellbeing of the study
participants.

7.3.1 Survivor Perspective

Ruth asserted that she felt content in her post-stroke life stating:
“I’m quite happy…….being on my own. I never get lonely.”
(Ruth: interview 2)
Part of Ruth’s contentment came from her “keeping busy” (Ruth: interview 2). As previously
stated, although survivors expressed that they were generally happy with in their everyday lives,
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this perspective was not shared by all. Penny expressed discontentment in her everyday life, and
described her daily routine:
“I’m put in the hoist out my bed, moved in here [the living room] in the [living room]
chair for the day, then back again. It’s no life really; all I’ve got is this, I’m fed up to the
back teeth.”
(Penny: interview 1)

Confirming findings of studies conducted by Godwin et al. (2013), Hackett et al. (2005),
Hayhow et al. (2014), the National Institute of Neurological Disorders and Stroke (2008:2016)
and Wilson et al. (2007) which define depression as a common outcome of stroke and a mental
health issue which impacts on a person’s emotional wellbeing, the survivor participants of this
study expressed that they had felt depressed at some point in their post-stroke lives. They
informed that these feelings were linked with fatigue, and asserted that being positive motivated
them to ‘keep busy’ and occupy themselves mentally to overcome those feelings.

Mark

described feeling as though he was living in a “deep [state of] depression” in the early years of
his post-stroke life. Describing a typical day at that time Mark described:
“I’d be sitting in a chair; my wife would be at work. She was now the breadwinner. I’d
lost my business; I couldn’t function my business. She’d come home, and I’d be crying.
I’d be crying, and I’d be tired, and I’d go off to sleep, so basically I was fit for nothing.”
(Mark: interview 1)
Mark expressed that he felt ‘helpless’, which the Department of Health (2007) and Tsang (2003)
consider being a common feeling post-stroke. Mark also had a strong desire to be “left alone”
(Mark: interview 1). This contributed to Mark’s resistance to seeing his friends as mentioned
earlier, as he would try and stay away from the wider community:
“People started coming around and knocking on the door…….. I wouldn't answer the
door to anyone.”
(Mark: interview 1)

Such feelings, of wanting to stay away from the wider community as reported by Mark, confirm
the findings reported by Kitzmuller et al. (2012) and McKevitt et al. (2011) in the existing
literature. However, the findings inform that survivor participants had become more social over
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time (since their early post-stroke life). The participants stated that having a familiar local
community and being a member of a Stroke Club supported them due to the participants feeling
safe in a familiar environment, or an environment where other members had had the same
experience. This supports the aims of the Stroke Association’s (2015b) ‘Together we can
conquer Stroke 2015-2018 strategy’ and highlights ways in which social enterprise can support
survivors and caregivers in their everyday lives. In fact, the findings of this study show that
Stroke Clubs go beyond the aims of the Stroke Association in supporting caregivers as well as
survivors of stroke. Interestingly, Mark explained that despite becoming more sociable, the
feelings of depression which he experienced did not completely disappear. This emphasises how
depression can feel like a constant battle of the mind; trying to keep positive and active, in a
sense fighting the negative self against the positive self. Therefore, survivor emotional and
psychological wellbeing can be considered as changeable over time, rather than something which
improved with time. This was evidenced in the follow-up interviews as Thomas and Mark
reported feeling increased stroke fatigue than they did at the time of their first interviews, which
Mark felt had led to “more bouts of depression” (Mark: interview 2).
This emphasises the importance of supporting survivors in achieving and maintain a good level
of psychological and emotional wellbeing in their everyday life. This would also reduce the risk
of depression and the outcomes that depression itself brings, such as self-exclusion, feelings of
loneliness, isolation, and helplessness.

Mark felt that mixed emotions made it hard for him to gauge social situations. Giving an
example Mark explained that sometimes he “craved human contact” (Mark: interview 1), and at
other times he wanted to be alone. Mark also informed that due to the neurological impact of
stroke, he found it difficult to gauge appropriate actions in some social situations:
“Sometimes just I want say [a] cuddle, but because the other person can get offended or
the wrong impression you have to physically keep your distance.”
(Mark: interview 1)

This was also observed during Stroke Club observations as some of the members of the Stroke
Clubs seemed over-familiar, and would hug the observer and new members when they first met.
The host explained that this was a common post-stroke trait. As stated previous, the Stroke
Clubs created an environment where the survivor participants did not feel that they had to worry
about such challenges as they were in an environment where they were surrounded by people
who they felt understood them, and such behaviours.
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The contradiction of Mark feeling as though he wanted to be left alone one minute and then
seeking human contact the next, really emphasises the challenge in dealing with mixed emotions.
This was emphasised through Mark’s and Ruth’s beliefs that people in the ‘outside world’,
external to their home environment, did not understand stroke (discussed later in Section 7.6).
This had become a barrier to social participation for Mark in the external environment. This
demonstrates how psychological and emotional challenges can lead to survivors building their
own barriers to social participation in a response to their perceptions of the world around them.
The observation findings reported here further show how Stroke Club provided a social outlet for
the survivor participants where they would be surrounded by people who are living with the
shared experience; thus reducing barriers to social participation. As well as Stroke Club, support
from the statutory and third sectors in reducing such barriers to social participation could
contribute to a better perception of the outside world and improve mental and emotional
wellbeing. This could potentially improve the survivors’ own perceived quality of life. Dealing
with such conflicting emotions can create further emotional strain for the survivor, but also
impact on the caregivers and family members and their relationships. The notion of social
participation is discussed further in Chapter 8 (Section 8.4).

7.3.2 Caregiver Perspective
As stated previously, Penny’s daughter hated being a caregiver. However, the other caregivers
did not share the same feeling. Penny’s daughter did not express this as reluctance to care but
more as a statement of the emotional strain of seeing her mother in her post-stroke life, and the
challenge of leading a multi-role life. Penny’s daughter commented:
“I work full time, I’m a single parent, and I have now become a carer for my mother as
well, and I hate it. I struggle now I do; I hate it.”
(Penny’s daughter: interview 1)

However, despite the other caregiver participants not reporting that they hated the caregiving
role, ultimately in the long term, the mental, physical and emotional strain expressed by the
caregiver participants could potentially have a dramatic impact on their mental and physical
health. This was demonstrated by the caregivers of Prescho’s (2008) study discussed in Chapter
2.
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As previously discussed in Chapter 6, Sarah was discharged from hospital on the proviso that she
lived with her daughter on a temporary basis while she awaited a more suitable place to live.
Sarah’s daughter stated that this situation was a cause of strain for other family members as
Sarah was sharing a twin room with her teenage grandson:
“It wasn’t fair [on him] really because she was asking: ‘Where are you going? How long
will you be? I’m going to bed now it’s only 8 o’clock, but I want to go, are you going to
bed now?’.”
(Sarah’s daughter: interview 1)

This placed psychological strain on the grandson and infringed on his privacy. However,
considering how the family as a whole coped with the situation, Sarah’s daughter reflected:
“It wasn’t really suitable, but you managed knowing that there was something at the end
of it.”
(Sarah’s daughter: interview 1)

This suggests that the foreseen positive outcome and the temporary nature of the situation had
helped Sarah’s family to adapt to their new circumstances, demonstrating how positive attitude
can help caregivers to cope with difficult situations. Furthermore, where the situation was
deemed permanent, burden and strain felt by caregivers may be considered greater. This was the
case for Penny’s daughter who acknowledged that the permanence of her mother’s physical
disability meant that their situation would not improve, stating: “this is it!” (Penny’s daughter:
interview 1). The findings here highlight a relationship between there being no perceived future
improvement of the survivor’s outcomes and greater feelings of the caregiver’s emotional burden
and strain, regardless of the level of statutory sector support from care services they received in
their everyday lives. The author considers that in the case of Penny’s daughter an element of this
is the emotional impact of her observing how stroke had impacted upon her mother’s everyday
life; she sees her mother as a different person since stroke:
“She has no dignity; she’s lost her independence.”
(Penny’s daughter: interview 1)
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7.3.3 Feelings of Worry, Fear Anxiety and Uncertainty

There was an overall feeling of concern and anxiety expressed by the caregiver participants in
their everyday life, of which fear was an element. As Chapter 2 defines, fear can be an
emotional response to confusion and uncertainty. Fear can also result in anxiety and may impact
upon a person’s perception of the self and a person’s ability to come to terms with their stroke.
The findings identified that there was a lack of information which confirmed the findings of
McKevitt et al.’s (2010) study, and emphasised that this is an on-going issue. As previously
stated, this contributes to the notion of fear of the unknown entity of stroke, which Girgis et al.
(2013) found to lead to feelings of fear, uncertainty and anxiety among participants about what
might happen in the near and distant future. However, as previously stated the findings in this
study contribute to the existing literature by highlighting the effect of fear of the known entity of
stroke on the anxiety levels of a caregivers’ everyday life. Paul’s wife’s fears and concerns were
grounded upon her past experience of being a caregiver for her mother who had experienced a
severe stroke: however, she reflected that Paul’s stroke was “not as bad” (Paul’s wife: interview
1).
“I suppose when it happened it wasn’t as big a shock to me as it would be to most
because I had….., my mother started having strokes when I was 13, so of course I have
experience of stroke, so it wasn’t an unknown entity, but unfortunately also the bad side
of that was the fact that I knew what the results of stroke could be, er, because she was
just a vegetable in a chair.”
(Paul’s wife: interview 1)
Paul’s wife recalled feeling a sense of relief once Paul’s stroke was diagnosed:
“Once that had been diagnosed as a clot rather than a bleed I knew it was different from
Mum’s.”
(Paul’s wife: interview 1)
The known entity of stroke had initially created an element of fear and apprehension for Paul’s
wife who reflected and drew upon her past experience. This fear was reduced once she learnt
that Paul’s stroke was, in her words, “less severe” than her mother’s.
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The survivor participants tended to report feelings of worry, fear and uncertainty in their external
environment (outside of the home, in their local community and wider society) whereas the
caregiver participants reported feelings of worry, fear and uncertainty in their internal
environment (inside of the home, inclusive of close family relationships).

Richard’s wife

informed the author that Richard expressed anxiety outside his home environment, stating that
Richard did not feel safe “anywhere but home” (Richard’s wife: interview 1). This implies that
Richard feared for his safety in the external environment which impacts his participation outside
of the home in both his local and wider community. This supports earlier discussion about Mark
who reported that he wanted to stay away from the outside world because he felt that the outside
world did not understand. This is discussed later in Section 7.6.

In contrast, fears reported by caregivers related to the internal environment and included that of
safety in the home. Sarah’s daughter was concerned about her mother cooking as on one
occasion Sarah forgot to turn off the cooker. Sarah’s daughter explained that when Sarah first
resided in the bungalow post-stroke, Sarah would cook her own food, however, Sarah’s daughter
became concerned when she:
“walked in and couldn’t see with black smoke……Mam was sitting in the dining room
eating a boiled egg, the ring was on, the grill was on she’d done toast under the grill and
Mam hadn’t put anything off.”
(Sarah’s daughter: interview 1)
This demonstrates how Sarah’s memory problems impacted upon her post-stroke life. Similarly,
Paul’s wife stated that she worried about Paul when he was cooking due to his aforementioned
sequencing difficulties.

However, when she returned to work after having a break in

employment when Paul had his stroke, Paul’s wife (interview 1) reflected:
“Well I thought, everybody's keeping an eye on him, so I didn't need to worry, but that
helps.”
(Paul’s wife: interview 1)

This emphasised the value of support within their local community, which is further discussed in
Chapter 9.
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Penny’s daughter expressed concern for her mother’s safety in relation to visitors to the home, as
Penny would let people into the home via an electric door release without querying who they
were. This is because Penny was so used to different professional carers coming to the home
each day. Penny’s daughter commented: “she’ll just let anyone in” (Penny’s daughter: interview
1) and reflected that if a stranger came into the home:
“Because she is as disabled as she is, she wouldn’t be able to do anything about it.”
(Penny’s daughter: interview 1)
This was observed by the researcher as upon pressing the doorbell to Penny’s home the door was
released by the survivor without any question as to who was at the door.
Expressing further concern for Sarah being home alone Sarah’s daughter reflected:
“She does get up in the night, she could fall during the night, and she will not use the
assistance alarm.”
(Sarah’s daughter: interview 1)
Sarah’s daughter reported feelings of frustration and concern which stemmed from Sarah
keeping her assistance alarm on her bedside table; Sarah was at risk of potentially falling and not
being able to reach the alarm to call for assistance. This contributed to feelings of anxiety.
Sarah’s daughter further expressed that:
“People have tried to talk to her, she won't even put it [the alarm] in her pocket in the
day; she thinks that if she falls somebody will know; but we won’t know.”
(Sarah’s daughter: interview 1)

Fear in this context contributes to caregiver anxiety and uncertainty. Although these concerns
may be speculative, over time these fears can result in increased stress within a relationship and
emotional distress as caregivers become protective of the survivor. This confirms the findings of
Morris et al. (2014) reported earlier in Chapter 2.

The caregiver participants also expressed a fear of further decline in survivor health and the
safety and physical and psychological wellbeing of the person they care for.

This was

demonstrated by John’s partner being concerned about a future decline in John’s health as he had
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epilepsy which was brought on by his stroke: “he might have another epileptic attack” (John’s
partner: interview 1). Thomas’s wife expressed concern about the possible further deterioration
of Thomas’s physical ability which included his arthritis, while all caregivers were concerned
about the survivor experiencing a further stroke and the impact that a further stroke may have.
This confirms the work of Haley et al. (2009), Morris et al. (2014), Lawrence (2010), and
Laurence and Kinn (2013) who identified that it was common for caregivers of survivors of
stroke to be concerned about a further decline in health.

Survivors Mark and Ruth also expressed concern about experiencing a further stroke,
particularly Mark who suggested that he had come to terms with that possibility of a further
stroke, and the possibility that that may result in death: “I’m not afraid of death or dying”
(Mark: interview 2). As previously stated, Ruth addressed her concerns by opting for a less
stressful lifestyle to reduce the risk of a reoccurring stroke. This confirms claims by Haley et al.
(2009), Lawrence (2010) and White et al. (2014) who assert that fear of recurring stroke is
common amongst stroke survivors.

Mark felt that his personality had changed since his stroke, and he feared experiencing a further
change in personality (discussed further in Section 7.4). This fear stemmed from Mark being
concerned that he may one day become aggressive as he had heard that some survivors did so
over time.

Mark stated strongly that he was against any act of any person which could

potentially harm another person in any way, which provided a rationale for his fear. These
feelings extended to Mark having deep concerns about what may happen to his body when he
died. During his follow-up interview, Mark strongly expressed that he did not want any of his
organs to be donated as he feared that they could be given to someone that he would consider to
be a bad person. Mark expressed that these fears were founded on the overarching fear that he
may one day lose control over his body, or the ability to communicate his wishes should his
health decline in the future.

7.3.4 Caregiver Feelings of Frustration and Feeling Restricted

The caregiver interviews told of the strains and burden of caregiving. One could assume that the
more severe the outcome of stroke is, or the less professional caregiving support received, the
more strain and burden would be felt.

However, this was not the case.

The caregiver

participants reported burden and strain in different areas of their everyday life, regardless of the
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impact of stroke and the support provided by professionals. Furthermore, caregivers talked
about the physical aspects of caregiving which contributed to feelings of burden and strain that in
some cases were relieved by professional care services and respite care. Caregivers also reported
the emotional strain they had experienced in their everyday lives.

Those caregivers who were either adult children or spouses of the survivor participants who were
also employed expressed that when they were away from home and the survivor they were not
able to detach themselves from the caregiver role, regardless of any service provision in place.
This contradicts Bäckström and Sundin’s (2009) theory that caregivers often considered being
away from the survivor for a period of time, such as for employment, as a break from the
caregiving role. The caregiver participants who were the adult children of the survivors and
those caregivers who were employed spouses of the survivors of this study felt that the survivors
were “fully dependent” (Sarah’s daughter: interview 1) on them. Sarah and Penny’s daughters
reported feeling as though they always had to be ‘there’ for their mothers. This confirms
Bäckström and Sundin’s (2009) claims (reported earlier in Chapter 2) that survivors would
unintentionally put up barriers to caregiver ‘time-out’:
“Because of the way she is, she doesn’t think I have a life, and she thinks that I am there
now, totally at her beck and call.”
(Penny’s daughter: interview 1)
Reflecting on life pre-stroke, Sarah’s daughter reflected:
“I felt I used to have the freedom then [prior to mother’s stroke] more than I have now.”
(Sarah’s daughter: interview 1)

Highlighting that these caregiving constraints were also experienced when the caregiver was not
physically with their parent, Sarah’s daughter commented:
“I’m constantly leaving my mobile on just in case they want something. Is my mobile on
just in case? ‘In case this’ all the time. You’re not so relaxed when you do go out.”
(Sarah’s daughter: interview 1)

This suggests that Sarah, despite having physical time away from her mother, believed the
caregiving role continued to impact her psychologically. Sarah would often phone her daughter
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and tell her she had not seen anybody, or tell her daughter not to go to see her for an evening
visit. This added to the psychological and emotional burden. This further demonstrates that the
burden of caregiving is not just in the physical sense but also the psychological, as the
commitment to being contactable by mobile phone, and making regular telephone calls at agreed
times impacted on Sarah’s daughter’s sense of “freedom” (Sarah’s adult daughter: interview 1).
However, being able to contact her mother through regular phone calls at specific times of day
does relieve Sarah’s daughter of some worry about her mother.
“I like to know well at least she’s alright at seven o'clock, it's a peace of mind for me
more than anything else.”
(Sarah’s daughter: interview 1)
Sarah’s need of routine in her everyday life also meant that Sarah’s daughter had adopted a sense
of routine in hers. Sarah’s daughter stated that the routine could cause strain because she had to
plan her day around her mother’s routines. On the other hand, the routine also enabled Sarah’s
daughter to gain peace of mind as the routine had allowed Sarah’s daughter to know where Sarah
was and what she would be doing, and also gave specific times to call to make sure Sarah was
okay. Reflecting further on Sarah’s routine in their everyday life, Sarah’s daughter said that her
mother had taken to keeping multiple clocks around the house which she liked to keep at the
exact same time:
“And if any two clocks are not exactly the same it's a hell on earth for me.”
(Sarah’s daughter: interview 1)

Sarah maintained a rigid sense of routine in her everyday life, which also impacted on the daily
life of her daughter. Sarah’s daughter expressed further frustration as Sarah would not take up
the service provisions offered to her by the local authority such as the Meals on Wheels Scheme
and Sit-In Service (discussed later in Chapter 8). When Sarah rejected the Meals on Wheels
scheme offered by the local authority, Sarah’s daughter declared: “I felt I had to provide her with
meals” (Sarah’s daughter: interview 1). This further confirms Bäckström and Sundin’s (2009)
findings which report of unintentional barriers to caregiver ‘time-out’ being raised by survivors
through reluctance to accept support from others. This also supports the notion of kinship
obligation by Johnson and DeSouza (2009) and Kuluski et al. (2014) which was discussed earlier
in Chapter 2.
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Sarah’s daughter commented that she would prefer Sarah to be on the Meals on Wheels scheme
or take up the Sit-In Service as she was concerned about:
“What if?... what if I am taken poorly one day? How would Mam cope? There has been a
lot of mention of it, but my cousin said she could help if anything happened.”
(Sarah’s daughter: interview 1)

If Sarah was to take up the support Sit-In Service offered, the strain and burden expressed by
Sarah’s daughter may reduce:
“Sometimes I feel, ‘yes Mam, have them’, coz they never goes out on a Tuesday, they’ve
got nothing on a Tuesday.”
(Sarah’s daughter: interview 1)

Yet she felt reassured that:
“The offer has been there; it’s something that I can think of if needed, they’re not needed
at the minute.”
(Sarah’s daughter: interview 1)

Although the support services were there and it was felt they were not needed, the services
offered, if taken up, would relieve Sarah’s daughter of some of her caregiving responsibilities.

7.4

A Change in Personality

Confirming the work of Anderson and Whitfield (2013), some of the survivor participants
experienced a change in personality post-stroke. This was acknowledged by Mark personally,
and was also observed by the caregiver participants of other survivors (Paul’s wife and Sarah’s
daughter). Therefore, it was more common for the caregivers of this study to identify a change
in survivor personality than the survivors themselves. Perhaps Mark identified a change in
personality because he was more reflective on how stroke had affected him than the other
participants.
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The literature reports that caregivers often find it hard to cope with such changes in survivor
personality, with some likening their feelings to bereavement, grieving for the person they once
knew. This can be due to changes in the survivor’s neurological or physical condition (Boosman
et al. 2011; Gosman-Hedström and Dahlin-Ivanoff 2012). The caregiver participants of this
study confirmed this by commenting that the survivor was not the same person they were prior to
their stroke. The findings also contribute to the existing knowledge base by highlighting the
ways in which a survivor’s personality may have changed since their stroke and the impact that
has on the caregivers.
As previously mentioned, Penny’s daughter felt that her mother was not the same person poststroke and that she had lost her dignity. She expressed that she felt a sense of “constant grief”
(Penny’s daughter: interview 1) as she observed the permanence of her mother’s disabilities and
the impact which stroke had had upon Penny’s everyday life:
“She used to be so active, it is horrible, it really is.”
(Penny’s daughter: interview 1)
Penny had also “become selfish” (Penny’s daughter: interview 1), however, Penny’s daughter
rationalised:
“Other than her she has got nothing else to think about has she? She would go the whole
day in there [in her living room].”
(Penny’s daughter: interview 1)
This was also expressed by Paul’s wife:
“He can play the game without realising that he is playing it because there have been
quite a few times where we've had visitors, and he’s fine you know he’ll tend to them. If
it's only the two of us, he’ll tend to look after himself.”
(Paul’s wife: interview 1)
Acknowledging the change in Paul’s behaviour after stroke Paul’s wife asserted: “it wasn't like
that before” (Paul’s wife: interview 1), and explained that “Paul used to be really attentive.”
Paul’s wife rationalised this change by commenting that “it is easier for him to ask, rather than
do it himself”.
(Paul’s wife: interview 1),
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Paul’s wife’s explained:
“If he wants to open a bottle of sauce he can't, he has to give it to me, but if he wants to
open a bottle of whisky he can do it.”
(Paul’s wife: interview 1)

This shows how Paul was more motivated to carry out some tasks himself than others,
highlighting that motivation was what made Paul try harder.
Paul’s wife (interview 1) also informed that Paul: “will quite often plan my day” (Paul’s wife:
interview 1) and explained: “he doesn’t like taking responsibility”.
Stroke had affected Paul’s memory and Paul’s wife felt that by relinquishing responsibility by
informing her of tasks which needed doing around the home on a particular day, he no longer
needed to remember. This was also reported by Sarah’s daughter and Penny’s daughter, who
considered their days to be typically scheduled around the needs of their mothers.

Relinquishing responsibility contributed to caregiver burden and the caregivers feeling confined
in their everyday life. This confirms the work of Gosman-Hedström and Dahlin-Ivanhoff (2012)
discussed earlier in Chapter 3. These behaviours were considered by the caregivers to be part of
a post-stroke change in personality. However, the trait of relinquishing responsibility resembled
descriptions of people who had adopted an adaptive coping strategy, whereby responsibility was
relinquished.

Here, the caregiver perspectives support Boosman et al. (2011) who consider that caregivers of
survivors of stroke often find the cognitive difficulties which lead to a change in personality
harder to cope with than the more physical outcomes of stroke. However, the feelings of grief
reported by Penny’s daughter for her mother being less active than she was prior to stroke
highlight that these feelings are not purely associated with the cognitive ability and neurological
ability post-stroke, but also the emotional feelings about the person they care for.

This further emphasised that caregiving for a partner or parent who has experienced a stroke is
an extraordinary caregiving experience. The author found that there was no direct relationship
between these feelings and survivor support needs, the relationship between the survivor and
caregiver, or the support provisions in place from professional caregivers. Exampling this,
Penny had considerably more care needs in her everyday life compared to Paul and Sarah.
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However, the caregivers of all three (Penny, Paul and Sarah) expressed that they felt confined in
their everyday lives and that their days were planned around the survivor and their caregiving
role. Despite Penny receiving an extensive care package from statutory sector professional
caregivers, Penny’s daughter still felt as though she was constrained, suggesting that where
professional support provisions are in place they do not necessarily alleviate the caregiving strain
and burden felt by caregivers; despite this being a key health and social care policy objective
(discussed further in Chapter 9). This demonstrates that statutory sector service provisions are
failing to address caregiver need.
The findings show that it is possible for an event such as stroke to impact on the element of the
‘me’ identity concept as this aspect considers the perceived perceptions of others, contributing to
the work of Mead (1934) who stated that the self was presented in two forms: (1) ‘me’, a selfconcept where the perceptions of others are considered, and (2) ‘I’ which is subjective and refers
to the inner being. In doing so, the findings also challenge the work of Best (2005) and Goffman
(1967), who state that the ‘real me’ concept remains the same throughout life, by considering
that the perception of the ‘real me’ identity was challenged by the survivor participants as they
reflect upon stroke and what it meant to them. The realisation of surviving stroke, something
that is potentially fatal, led to the survivor participants of this study challenging their selfperception and revaluating their lives, and therefore the perception of the ‘real me’ may change.
This was exampled by Mark who asserted that:
“A good thing about stroke, is that it makes you evaluate uour life, and makes uou realise
what is actually important.”

(Mark: interview 1)
Mark felt that this self-evaluation of his life since stroke had made him “a more positive person”
(Mark: interview 1). Through reflection of his own experience, Mark had found contentment in
his everyday life. However, Mark considers that his spouse (not interviewed):
“Must find it hard to cope with, but I can’t help it, it’s who I am today.”
(Mark: interview 1)

7.5

Communication Difficulties
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Richard, John, Jane and Ruth experienced speech difficulties.

Richard was unable to

communicate verbally, and John and Ruth explained that they would know what it was that they
wanted to say, but found it difficult to communicate their thoughts:
“I knew what I wanted to say, but I couldn’t.”
(Ruth: interview 1)

Jane commented: “If I am tired I cannot understand” (Jane: interview 2), and on occasion:
“I can understand, but I cannot tell you what I’m doing, you could ask me, I would make
you a paned [Welsh, for cup of tea] and explain it, how I am going to sort it, it’s terrible,
no no its different.”
(Jane: interview 2)

During her interview, Jane explained how she knew how to make a cup of tea, but she would
find it difficult to explain the process involved or explain how she was going to make it.

Furthermore, the survivor participants became frustrated with their caregivers when they tried to
help unprompted, particularly where communication difficulties exist. This was evidenced by
John who informed that he felt frustrated with trying to converse and ensure people understood
what he was trying to say. During John’s follow-up interview when John paused to think about
the words he was going to say and his wife attempted to answer on his behalf. John got very
frustrated as she was not stating the words he was trying to think of. This confirmed the findings
of Schepers et al. (2006) and Thomson and Ryan (2009) who observed such feelings of
frustration from participants of their research.

This was also experienced by Richard and his wife due to Richard losing all verbal
communicative ability. Richard nodded his head in agreement to express that he felt frustrated
when communicating with his wife as she could not always understand what it was he was trying
to say. Sharing the frustration of her spouse, Richard’s wife reflected:
“He can't always express what he needs; that can be frustrating sometimes.”
(Richard’s wife: interview 1)
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This demonstrates how communication difficulties can be a source of frustration for both
survivors and their caregivers. However, Richard’s wife reflected:
“We have communication problems but we do manage.”
(Richard’s wife: interview 1)

Richard and his wife considered communication to be the key challenge in their everyday lives.
However, Richard’s wife reflected:
“We've been together 40 odd years so consequently we know each other really really
well, so I can kind of guess what he wants or needs, but sometimes it is very difficult.”
(Richard’s wife: interview 1)

This contributes to the existing research by highlighting that caregivers who were partners of the
caregivers and had been so for a while pre-stroke, could find it easier to understand and interpret
what it was the survivor (their spouse) was intending to say. This further defines the caregiver as
an interpreter for the survivor, in this context.

However, where a caregiver is not as familiar with the survivor, perhaps in the instance of a
professional caregiver being employed, the challenge of communication may be heightened, and
additional strain could occur for both the caregiver and the survivor. This could potentially
impact on the overall quality of life for both parties and impact on the overall recovery and
willingness to participate in rehabilitative activity, or wider society for the survivor. This also
emphasises that specialised skills training for care staff in relating to providing professional care
to people with communication difficulties is essential in providing an effective service provision.
This could be by way of training care staff how to communicate with survivors with such
difficulties.

7.6

Stigma

When first considering stigma, the first description which comes to mind is that stigma is
something someone may experience due to a lack of understanding of the people around them.
They may feel outcast, or stared at. We hear of extreme cases of bullying in the media, from
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people in society who do not understand disability or hidden disability. The findings of this
research present a much deeper level of stigma. There were no reports of bullying from the
external world or statements of incidents where people had acted towards the participants
inappropriately. However, this deeper level, the author feels, can have just as big an impact on a
person's everyday life, and their willingness to socialise.

Mark and Ruth felt that people who have not experienced stroke did not understand how stroke
can impact on a person’s life.

They felt as though they were different from the general

population because they had this ‘thing’, this unique experience. This is reflective of public
stigma, which Corrigan (2016) states can be simply defined as negative attributes a person
assigns themselves. This can lead the person to make assumptions about what people may think
of them. Reeder and Pryor (2009) and Weiss (2008) define this further, as anticipation, or a fear
of what the general public might think.

This can lead to paranoia and/or anxiety. The

anticipation of public stigma resulted in Mark feeling reluctant to socialise outside of his home
(in his external environment). He commented how people might think: “there he goes, the drunk
stumbling fool” (Mark: interview 1). This contributes to the work of Corrigan et al. (2009) and
Fung et al. (2007:2008) who assert that such self-stigmatisation (stigma perceived by the self)
creates a self-built barrier to social participation in the external environment. These barriers can
only be removed by the survivors themselves, through feeling more confident, perhaps through a
safe environment such as Stroke Club. This is a key consideration in accessibility to services
and should be considered by service providers. As stated previously, Stroke Club had reduced
barriers for social participation for Mark. However, Ruth also informed that she had observed
that Stroke Club allowed members to build their confidence in engaging with the wider
community. This further emphasised the value of Stroke Club in the participants’ everyday
lives, and their ability to adapt to post-stroke life.

Mark reported more feelings towards stigma than the other participants. However, his feelings
were so strong that they produced a rich insight into this concept. Although these feelings
should not be assumed as the same for all survivors due to the small sample of this study, and
Mark being one of nine participants. The author feels that his views were so pertinent that they
justified a strong consideration.
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Through experiencing stroke first hand, Mark felt that he had gained a more rounded and
realistic perspective of the world in which he lived than he had pre-stroke due to him
experiencing life as an able-bodied person, becoming disabled himself:
“I believe that disabled people need able-bodied people with them, to conjoin with them
in order for them to go on, and flourish and grow as people. Disabled people on their
own don’t seem able to do this themselves. As I said, erm, I believe that’s a realistic
statement. I’m not proud of saying that, but that’s after 30 years. I think I’ve arrived at
that having been non-disabled then becoming disabled. And now elderly disabled, you
can’t do it on your own ok. So that I still see the, er internet, as a powerful weapon, or
could be a powerful weapon.”
(Mark: interview 2)

This really emphasises how Mark felt that people who are living with a disability are not
supported in society. The statement is disconcerting. However, this was the experience observed
by Mark himself. Therefore it cannot be ignored. This also highlights the potential of the
internet in providing an avenue of communication for people living with disabilities. Perhaps the
internet could host potential for many reasons: (1) as a platform for a voice, (ii) to enable people
to communicate with people with a shared experience, and (iii) formation of an identify, perhaps
where the user feels as though they do not need to express the extent of their disability. This
notion is discussed further in Chapter 8.
Mark was particularly conscious of how people in the wider community would perceive him.
More so than the other participants. Mark felt as though people outside of his home criticised
him:
“I don’t always use a stick, and I’ve been criticised very often [for not doing so], and I
have tumbled OK; so what?”
(Mark: interview 2)
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Mark also felt as though people stared at his mobility car:
“OK, people look at it, I don’t care what people think OK, if I’m safe” and further asserts, “I
think not disabled, able-bodied people disapprove, and what am I supposed to do? Sit there and
wait for some bugger to get me? Well, they do that anyway, don’t get me wrong, but I don’t want
to be part of that.”
(Mark: interview 2)
Emphasising the importance of his independence on his self-identity, Mark affirmed: “this is me,
I want my independence” (Mark: interview 2). This demonstrates how Mark felt that he was
stigmatised outside of the home (in his external environment) by people who did not understand
stroke and disability. However, Mark did not let this stop him from doing whatever he could to
be independent; he was motivated to remain as independent as possible.

However, Mark also felt as though people close to him, within his internal environment, did not
understand stroke. An example of this was demonstrated by Mark when he spoke of his stroke:
“Now that’s something I have not been able to share with my wife or get my wife to
understand.”
(Mark: interview 1)

Therefore, Mark was at risk of feeling isolated and experiencing feelings of loneliness as he felt
that people who he reported as being close to him did not understand. Mark felt as though he
could not fully disclose his feelings with his wife, or that she may not fully understand his
feelings. This could potentially cause distance between the couple in their relationship.
Similarly, Richard felt a fear of the wider community:
“He does not feel safe anywhere but home.”
(Richard’s wife: interview 1)
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Suggesting a fear of the outside world was felt by both Mark and Richard; a fear of the outside
world, of a world that did not understand. Building on this, the follow-up interviews also
informed that Mark felt that:
“Society is ignorant of what disabled people can do.”
(Mark: interview 2)

7.7

A Positive Perspective

While reflecting on their post-stroke lives, the survivor participants considered whether they felt
they were content in their lives or not. Those participants who reported feeling content also
reported positive feelings. Mark and Ruth were consciously positive in their everyday lives:
“I always look on the bright side of life, and that’s now how I conduct myself outside in
the world, and I'm not quite sure if it is real, fictional, but it is me, that is who I am
today.”
(Mark: interview 1)

Chapter 2 introduced the notion of a positive attitude as defined by Berges et al. (2012) and
Stiers et al. (2012) who informed that taking a positive approach to a situation and focusing on
what they can do rather than what they cannot, can help people come to terms with challenging
aspects of their everyday lives, in this context, life after experiencing stroke.

Positive

perspectives have been discussed throughout this chapter and inform how being positive has
enabled the participants to come to terms with elements of their post-stroke lives. The positive
‘can do’ attitude asserted by some of the study participants contributed to them being able to
remain as independent as possible and had allowed them to increase their self-esteem and
confidence in their own ability. The positive perspective encouraged survivors to focus on the
things they could do rather than the things they could not. This had also influenced their levels
of social participation and contributed to their perception of their own quality of life.
Ruth reflected that:
“There is a life after stroke, it won’t be the same, but there is, you know, there’s other
ways of doing.”
(Ruth: interview 1)
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While Mark reflected:
“One of the advantages I find of having a stroke is that I have stopped worrying so much
and enjoy what you have to enjoy in life whilst I can still enjoy it.”
(Mark: interview 1)

Stroke resulted in Mark and Ruth gaining a new perspective on their lives, reflecting upon other
people’s perceptions. Mark commented:
“If having stroke means that you are bordering on lunacy or insanity, I put my hands up
and say - yes but it can be good!”
(Mark: interview 1)

Mark preferred to disregard the negative and focus on the positive and live his life for the future
(Berges et al. 2012). This ensured that he absorbed those things in life which he felt he had
previously taken for granted before his stroke. A positive attitude has already been identified in
Chapter 3 as being beneficial for rehabilitation and achieving mental and emotional wellbeing.
Berges et al.’s (2012) literature of positive attitude is further supported by Ruth who states that:
“It is no good getting, ‘my my, oh my’, if doesn’t do any good and it probably makes you
worse anyway.”
(Ruth: interview 1)

Ruth reports being initially naïve in regards to how stroke had affected her:
“I suppose in a way I was worse than I thought I was, but I never thought, I never
worried, it just kind of washed over me.”
(Ruth: interview 1)

7.8

Feeling Lucky

The survivor participants compared themselves and their lives to those of others when reflecting
on their post-stroke abilities. Such comparison supported them in rationalising their experience
and developing a sense of the post-stroke self. This confirms the work of Frankl (1963) and
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King and Hicks (2009). When the survivor participants compared themselves against other
survivors it gave them a grounded sense of their own reality:
“There are others a lot worse than me, at least I can talk.”
(Penny: interview 1)

This was also felt by Paul, John, Mark, and Penny. Such consideration helped the survivor
participants accept the outcome of stroke. Similarly, Mark compared that although he felt his
own experience of stroke was difficult to come to terms with, he observed other people who
were living with stroke. Mark considered that there were others with more severe stroke
outcomes than himself. These observations were made at his local Stroke Club which informed
that Stroke Club provided the survivor participants with the opportunity to rationalise their
experience, which ultimately helped survivors come to terms with the stroke. Mark asserted that
this helped him to recognise his sense of self and be positive in his post-stroke everyday life.

Furthermore, Sarah, Paul and Ruth reflected on their own lives and expressed that they felt lucky
compared to others. The sense of feeling lucky could either be an outcome of, a contributor to,
or run parallel to, a positive perspective. Ruth asserted: “I really really am lucky” (Ruth:
interview 1) and compared herself against a fellow member of the Stroke Club she attended:
“It’s affected her eyesight; she can’t trundle along on an electric trolley because she
can’t see properly. I mean there’s all sorts of things, you know, it is such a varied
illness.”
(Ruth: interview 1)

In summary, Ruth commented:
“I never felt ‘oh it’s happened to me’ or anything like that because it happens. But
fortunately, it wasn’t a bad one.”
(Ruth: interview 1)
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This rationalisation enabled Ruth to find contentment in her post-stroke life. Similarly, Mark
considered:
“I am very happy with me today, which gives me a strength that most other people
wouldn’t understand.”
(Mark: interview 1)

Further emphasising that stroke is a unique experience that people who have not experienced
stroke cannot comprehend.
Demonstrating that other things in life can contribute to their wellbeing, Richard’s wife
reflected:
“We’re very lucky, we’ve got a nice house, we’ve got a nice family; things could be a
great deal worse.”
(Richard’s wife: interview 1)
This showed how Richard’s wife looked at their life as a whole, not just focusing on stroke.
Highlighting how support from others can contribute to wellbeing, Sarah and Ruth felt lucky that
their daughters provided the care for them they needed:
“I am lucky compared to some coz some children don’t bother, do they. I’m very very
lucky.”
(Sarah: interview 1)

Reflecting on the support of his wife Paul reflected:
“I was lucky I had her, a lot of people, single people, are sent home, and they need
people to keep an eye on them type. I don’t think there is a lot of after-care.”
(Paul: interview 1)

This highlights that the survivors in coming to terms with their experience of stroke are aware of
the support around them and are reflective of how their lives could be different if they did not
have the people around them to care for them that they did have. This indicates a reliance on
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family as caregivers over professional caregivers and emphasises the importance of supporting
caregivers in their roles, further emphasising the desire for more community-based support.
Reflecting on the post-stroke experience as a whole, Paul’s wife commented:
“I do think we are lucky, but then again we are lucky because of the background support
we have.”
(Paul’s wife: interview 1)

While reporting the valuable contribution of support from the community and suggesting that the
perspective of post-stroke life can be influenced by past experience and expectation Paul’s wife
stated further:
“We are lucky, I mean if someone had told us we’d get to this level after the stroke we’d
have been made up, because I knew what the consequences of stroke could be.”
(Paul’s wife: interview 1)

These feelings were based upon her previously providing care for her mother, highlighting how
feelings of ‘being lucky’ can be based on past experience and expectation.
Feeling lucky to reside where they do, Sarah’s daughter and Ruth’s eldest daughter considered
the logistical aspects of the support they provide for their mother:
“We are fortunate she [Ruth] had her acute treatment fairly nearby when she had a
stroke, the local hospital is on our doorstep.”
(Ruth’s eldest daughter: interview 1)
Also considering their being local to each other, Sarah’s daughter reflected “Mam is lucky as she
lives by me” (Sarah’s daughter: interview 1) informing that she visits the survivor as often as she
can, as she lives near her home and place of work. This

highlights

that

location,

being

physically close to services and being physically close to the person they care for impacts on the
perception of the caregiving experience. Also, Ruth considered herself to be lucky as she lived
close to the services she needed to access. Furthermore, Mark reflected on where he resided, in a
rural town in Wales, and commented that he found where he lived to be good for his mental
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wellbeing. Comparing his locality to London, where he grew up and still visits his family from
time to time, Mark described the area in which he lived as:
“Spiritually uplifting, especially compared to a cesspit like London; I love it.”
(Mark: interview 1)

7.9

Chapter Summary

This chapter defines the caregiver participants of this study as daughters, partners, caregivers,
and interpreters of the survivor participants, and informs that the caregiver experience varied
greatly depending on the survivors’ personal needs and the outcome of their stroke, building on
the existing literature. This was not only for the physical tasks but also because caring for
someone with physical and/or neurodisability can be both physically and psychologically
draining. This combined with the emotional feelings and emotions experienced when a family
member experiences a stroke, can have a profound effect on those who care for their parents.
Furthermore, a lack of information was reported as a key unmet need for the caregivers of this
study. It was felt as though this impacted negatively on the caregiver participants’ ability to
provide effective care for the survivor.

In coping with life after stroke, the findings inform that the dominant coping strategy exerted by
the participants was an adaptive strategy, as they made adjustments to their everyday lives. This
applied to both the survivors and caregivers, particularly where a sense of routine had been
incorporated into their everyday lives. The participants’ perceptions of their everyday lives are
influenced by whether they have come to terms with stroke, how they have applied meaning to
the experience, and their own self-perception, and the perception of themselves in society. As
this chapter informs, part of the post-stroke self-evaluation process included a reflection of the
participants' own lives compared to others who had also experienced stroke and their past
experience and awareness of the possible outcomes of stroke. Such reflection required time and
allowed the participants to come to terms with their stroke. This also allowed the participants to
consider whether their life goals and expectations had been met. Those survivor participants
who reported feeling content in their everyday lives also reported positive perspectives. This
suggests that those participants who have come to terms with stroke, are content in areas of their
lives and consider positive perspectives are more likely to report a better quality of life than
those who are not content and feel as though their life goals and expectations have not or will not
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be met.

The findings in this chapter also highlight how Stroke Club contributes to the

participants’ everyday lives by reducing barriers to social participation and providing a source of
information for caregivers.

Throughout this chapter, study participants demonstrate that they value positivity within their
everyday lives and highlight positive attitude as a crucial aspect to their coping with post-stroke
life. Furthermore, the findings suggest that a positive ‘can do’ attitude has contributed to the
motivation to participate in the external environment and motivated them to make adaptions to
everyday tasks within the internal environment to enable them to regain aspects of their prestroke life.

This also supports theory discussed in Chapter 3 which highlights that there is a general lack of
provisions for supporting partners of people needing care, and highlights areas where such
support would be beneficial, such as gaining more information; talking to other caregivers of
survivors of stroke; and training in how to provide care. Such support should be provided to
caregivers prior to discharge to ensure that they are ready for the caregiving role when the
survivor returns home. Furthermore, the findings show that this needs to be a proactive effort
from the statutory sector services, rather than reliant on caregivers seeking the information
themselves. The author does not state here that the statutory sector services do not provide
information or support, merely highlights that there is an area of weakness in the implementation
as the caregivers of this study felt that they had to find the information they needed themselves.
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8.0

Findings: Intellectual Fulfilment, Hobbies, Interests and Social Participation

The findings discussed throughout this chapter continue to address research objective (1) to
explore the everyday lives and experiences of survivors of stroke and their caregivers and
research aim (2) to identify key individuals and organisations that provide support to survivors
and their caregivers in their everyday lives. The findings reported here are informed by the
participants’ BNIM interviews. Whereas Chapter 7 focused on coming to terms with post-stroke
life, the emotional and psychological impact of stroke, and survivor and caregiver feelings in
post-stroke life, this chapter discusses participants’ everyday lives in relation to their intellectual
fulfilment; hobbies and interests, activities they participate in and, social participation.

8.1

Intellectual Fulfilment, Hobbies and Interests

Survivor participants described that they sought intellectual fulfilment from activities such as
reading books, watching television, browsing the internet, engaging in debates and current
affairs, email communication and engagement with social networking sites such as Facebook.
However, the impact of stroke upon some survivor participants meant that not all were able to
continue with the activities and interests they engaged in prior to their stroke. This confirms a
plethora of findings from existing literature and confirms that the outcomes of stroke, physical,
psychological and neurological, can impact upon social participation and participation in
activities (Arntzen and Elstad 2013; Eriksson et al. 2012; Fallapour et al. 2013; Kitzmuller et al.
2012; the National Institute of Neurological Disorders and Stroke 2008; the Stroke Association
2016; Thomson and Ryan 2009).

Throughout this chapter, those activities, hobbies and interests which are specifically affected by
stroke, for example, those activities which the participants reported they had to give up or, or
activities which participants explicitly stated that they had taken up since stroke, are noted by the
author. Interestingly, in some cases (where the physical and neurological outcomes of stroke
permitted) stroke had allowed the participants to take up new activities, hobbies and interests
through their local Stroke Club.
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8.1.1 The Impact of Stroke

As discussed in Chapter 7 previously, the physical outcomes of stroke meant that survivor
participants were less able (or in some cases unable) to continue with some of the hobbies and
interests they had enjoyed before they experienced their stroke. Corroborating the findings of
the National Institute of Neurological Disorders and Stroke (2008) discussed earlier, that
informed that survivors were often faced with having to give up activities, hobbies and interests
after stroke, the findings here highlight these activities, and the impact which ‘giving up’ some
of these activities had on the participants’ everyday lives. Sarah explained:
“The one thing that I do miss is walking.”
(Sarah: interview 1)

Sarah considered herself to have been very physically active before she experienced her stroke.
However, post-stroke fatigue and difficulties she experienced with the reduced strength in her
legs (resulting from muscular weakness after her stroke) meant that she had become less
physically active. This impacted on Sarah’s level of post-stroke social participation (discussed
further in Section 8.4) in her everyday life. The other survivor participants noted similar changes
to their everyday lives since stroke. Demonstrating that this is changeable over time, Thomas
identified that he experienced more post-stroke fatigue at the time of his follow-up interview
than he did at the time of his first. Richard also found that post-stroke fatigue meant that he was
not able to attend Stroke Club as often as he had in the early months of his post-stroke life;
therefore engagement in this avenue for interests and support had been reduced. Thomas, Paul
and Mark reported that their stroke had affected their coordination and arm movement. This
impacted on their ability to partake in some hobbies and interests they had enjoyed prior to
stroke:
“I gave up model making; ships, planes, models. I used to make them for the kids, it
[Mark’s arm coordination] just don’t work now.”
(Mark: interview 1)

This further highlights how Mark was unable to participate in hobbies he shared with his
children, such as building model planes, demonstrating how the effects of stroke can impact on
elements of family life such as participating in activities with children. However, as discussed in
Chapter 7, Section 7.1 previously, Paul and Ruth had found new ways of doing the things which
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they had previously enjoyed, when they found their post-stroke disability may prevent them from
doing so. The National Institute of Neurological Disorders and Stroke report (2008) previously
asserts (in Chapter 3), that survivors of stroke are forced to ‘give up’ activities they were no
longer able to do after stroke. The findings here show that yes, in Mark’s case, he was unable to
participate in model making with his children, however, where an adaptive coping strategy is
adopted, the survivors, such as in Paul and Ruth’s cases, they were able to find other ways of
doing things or compensate for those things they were no longer able to do. Therefore, the
findings here show that not all survivors have had to ‘give up’ all activities they enjoyed after
stroke. However, there are other factors to consider in relation to this, such as the type of
activity undertaken, and the motivation of the survivor to continue to carry out said activity.

Regarding the neurological impact of stroke, Paul, Mark, Penny, Ruth and Thomas experienced
difficulties with their short-term memory, similar to the participants of studies conducted by
Haley et al. (2009), Hilari (2011), and McKevitt et al. (2011). This meant that Penny and Ruth
could not partake in the activities they used to enjoy prior to stroke due to their now reduced
concentration. Such activities included doing crosswords and word searches. However, further
suggesting traits of an adaptive strategy as identified by Wallengren et al. (2008) in Chapter 3
previously, Ruth stated:
“I compensate my mind with other things.”
(Ruth: interview 1)

Here, Ruth acknowledged she found crosswords and word search difficult due to her struggling
to concentrate and so occupied her mind with activities which required less concentration and,
which she could do in order to keep herself intellectually stimulated. This adds a further
dimension to the adaptive strategy being about changing the way survivors carry out everyday
tasks and changing the way they do things (discussed previously in Chapter 7). Ruth adapted the
source of intellectual fulfilment by seeking out activities she was able to do. Stroke Club offered
an opportunity for the survivor participants and their club members to try different activities, and
identify activities that they could enjoy post-stroke. They did this by holding various types of
activity sessions, which are discussed further in Section 8.1.2.6.
However, this was not always the case. The extent of Penny’s physical disabilities meant that
she was unable to take up any activity which required physical action. Therefore, Penny was
unable to stimulate her mind by picking up a book to read, or a pen to do a crossword, despite
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her memory not being affected and her being able to carry out those tasks on a neurological
level. Furthermore, there was the outcome of post-stroke fatigue, which had been reported by all
of the study participants, and which fundamentally impaired all daily tasks and varied day to day
and, seemingly worsened over time for some survivor participants.

8.1.2 Activities and Intellectual Fulfilment

The survivor participants reported reading, watching television, knitting, computing, the internet,
stamp and railway collections and photography as activities and hobbies in which they actively
engaged. There were also activities they participated in which occurred outside of the home
such as day trips (discussed later in Section 8.3) and going to clubs and socialising (discussed
later in Section 8.4).

8.1.2.1

Reading

Jane reported that she enjoyed reading a newspaper. Demonstrating the impact of stroke on
Ruth’s reading ability, Ruth commented that she had reduced concentration post-stroke:
“I used to read a lot, that’s one thing I find difficult now, concentrating on the pages you
know, but I, I’m getting there, I think.”
(Ruth: interview 2)

Highlighting that she was determined to keep trying to concentrate enough to read, Ruth stated:
“I can lose myself in a book, and that’s one of my…. I can’t concentrate so much, but I’m
quite happy.”
(Ruth: interview1)

The concept of losing oneself in a book is an interesting one. Here, the author considers whether
it is merely a desire to immerse herself in a good storyline, or a way of escaping from reality.
Further research into reading to escape reality in this context would be a recommendation for
future research.
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8.1.2.2

Watching Television

Penny would spend each day watching television and stated: “this is all I’ve got” (Penny:
interview 1). Television was Penny’s main source of stimulation. Thomas also reported that he
would watch television throughout the day, as did Paul each evening and during the daytime if it
was raining. Television provided an avenue of entertainment and potentially an avenue of
intellectual fulfilment for the survivor participants, particularly in Penny’s case. However,
highlighting that this was not the case for all, Mark stated:
“I forced myself for the week to just watch the telly and nothing else, and I found it the
most frustrating experience of my life.”
(Mark: interview 2)

8.1.2.3

Computing and the Internet

Mark expressed that he much preferred using his computer and the internet over watching the
television as he found it more intellectually stimulating.

Using his computer to communicate with the external environment (discussed further in 8.4),
Mark observed that since his stroke he had become interested in politics and worldwide current
affairs as an avenue of intellectual fulfilment:
“Without these things, I’d be bored out of my bloody mind.”
(Mark: interview 1)

Paul (follow-up interview), John and Mark also highlighted that they enjoyed communicating
with people via the internet. This provided an avenue of intellectual fulfilment for the survivor
participants. John, who was proficient in using computers pre-stroke, had relearnt computing
skills at his local Stroke Club and had gone on to do a computer course at a local college. The
internet provided a platform for communication with people outside of the survivors’ home
environment. This highlights how Stroke Clubs have the potential to break down barriers to
participation in the external environment for their members, by showing them how to use the
internet, and engage in social networking sites, as John’s local Stroke Club did.

This also
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demonstrates the intellectual fulfilment and stimulation which technology and the internet has
the opportunity to provide to a survivor of stroke, and potentially people living with similar
outcomes from other chronic disease and lifelong disability.

8.1.2.4

Collecting as a Hobby

John reported that he had begun to keep a stamp collection and since stroke, had become a
collector of model railways. However, John had “always had an interest in railways” (John’s
partner: interview 1) which suggests that John becoming retired due to the outcomes of his stroke
meant that he had more time to pursue his interests. Therefore, it is worth noting that John may
have begun a railway collection after retirement because of having more time rather than him
having an interest in model railways as a way of discovering new interests after stroke.

8.1.2.5

Photography

After their strokes John and Mark developed a keen interest in photography. This complemented
John’s interest in viewing photographic images on social media as a way of communicating with
people.
“I like photography, in the Stroke Club I like to photograph people and then over the
years you realise that friends, that people, have passed away.”
(Mark: interview 1)

This suggests that Mark may use photography to reflect upon his past, and to compensate, in
part, for his decline in his memory by observing photographs to reflect on significant changes in
his life; such as friends that have passed over time. This further demonstrates how Mark felt in
his everyday life, as stated in Chapter 7 previously Mark felt as though he was “living in a world
of past memories” (Mark: interview 1).
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8.1.2.6

Activities at Stroke Club

The observation data informed that Stroke Club provided the opportunity for Stroke Club
members to engage in activities such as scrabble, painting and computing (Stroke Club D),
verbal quiz (Stroke Clubs C and D), games such as beetle drive (Stroke Club F) and word tasks
to encourage thought, verbal communication and handwriting skills (Stroke Club B), bingo
(Stroke Club D) and dominoes (Stroke Club C). The tasks and games such as beetle drive,
painting and word tasks were observed as being thought-provoking and provided an opportunity
for participants to practise their handwriting and drawing skills at an easy level, with no
pressure; they could go at their own pace. Games of dominoes were also observed where people
with mixed communication abilities were able to participate, which meant that those who could
not verbally communicate were invited by other members to participate in the activity. This
highlights the inclusive nature of Stroke Club activities and demonstrates how the activities
reduced barriers to participation.

In addition, there was a volunteer who provided an art activity for the members of Stroke Club D
as she was a qualified artist. The artist (volunteer) helped the members who participated in this
activity to paint on pre-drawn pictures, saving all pictures into a folder for the participating
members, sometimes making calendars for them to take home. The pictures encompassed
themes such as boats, birds, landscapes and flowers which related to the members’ own interests.
The volunteer commented that over time there were some improvements noticed in the ability of
the members who engaged in this activity. There was also a volunteer at Stroke Club D who
practised computing skills (inclusive of email, setting up a social media presence and using
search engines) with the members, making a record of their progression each week. There were
laptop computers available for the members that had been purchased through funds donated
through a grant scheme; they also had online computer courses which the members could enrol
on and complete at the Stroke Club. It was through this that John relearned some of the
computing skills which he had lost when he experienced his stroke. This also demonstrates how
Stroke Clubs support survivors in developing an online presence, allowing them to participate in
online communities, and learn vocational skills, providing them with intellectual fulfilment.

There were also individual activities observed including members reading the newspaper (Stroke
Club D) and knitting (Stroke Club D). Furthermore, all of the Stroke Clubs observed held a
Queen’s Jubilee Party and Christmas Party to celebrate key events of the year.
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8.1.2.7

Guest Speakers

The observations discovered that guest speakers were invited to Stroke Clubs, and they offered
an avenue for intellectual fulfilment and in some cases advice on nutrition, health and wellbeing
after stroke. This further highlights how Stroke Clubs are a source of information for their
members. Guest speakers observed included representatives from a variety of special interest
groups and speakers from third sector organisations (Stroke Club F); a nutritionist from the local
hospital (Stroke Club E), a town councillor, a local naval reverend who came to talk about his
career in the Navy, and a representative from a social enterprise which offered services of
interest for people living with disabilities (Stroke Club A). In addition, performances from a
local singer (Stroke Club C), a local band (Stroke Club E), and bell ringers (Stroke Club C) were
also observed.

8.2

Caregiver reported Activities and Intellectual Fulfilment

Richard’s wife reported that she enjoyed swimming once a week but had recently stopped going.
However, she acknowledged that this was “not specifically because of [Richard’s] stroke”
(Richard’s wife: interview 1). Richard’s wife reflected that the caregiver role had not impacted
on her enjoying the hobbies and interests she had. However, Thomas’s wife had wanted to go
swimming in the mornings, but she had felt that she was not able to because she needed to be at
home when Thomas’s paid carers came to their home. This was so she could explain what they
needed to do, as she felt that this provision was not consistent (discussed further in Chapter 9).
This highlights that statutory sector support by way of professional service provisions does not
necessarily provide the caregivers of this study with more free time to themselves, despite this
being an aim of the Stroke Delivery Plan (2017) and Welsh Government’s (2014) Carers
Strategy: Second National Action Plan 2014 – 2016, both of which were discussed earlier in
Chapter 4 Section 4.3.4.
As previously mentioned in Chapter 7, Section 7.1.2, the impact of Penny’s stroke meant she
was unable to look after her daughter’s children. This meant that Penny’s daughter “gave up
learning piano” (Penny’s daughter: interview 1) as she no longer had anyone to look after her
children while she went to her piano lessons.
impact on the everyday life of the caregiver.

This demonstrates how stroke can indirectly
This further identifies a barrier to social

participation for the caregiver where caregivers are taking on the multiple roles; in this case
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being a mother of dependent children as well as being employed and being a caregiver of a
dependent parent. This confirms McKevitt et al.'s (2010) theory that there are not enough
provisions to help caregivers maintain their leisurely activities. This also supports the initiatives
introduced by the Stroke Delivery Plan (2017) and Welsh Government (2014a) Carers Strategy:
Second National Action Plan 2014 – 2016, which are to better support caregivers in their
caregiving role, enabling them to live a fulfilled life.

8.3

Day Trips

Day trips were reported to provide a break from everyday routine. Sarah, Paul and Thomas
regularly took day trips. Sarah’s daughter had often taken her mother out for day trips to the
local garden nursery or local town:
“She likes going out, I take her out for the day if say, I’m off [work] on a Monday.”
(Sarah’s daughter: interview 1)
However, Sarah’s daughter reported that due to Sarah’s disabilities post-stroke:
“I am limited to where I can take her now.”
(Sarah’s daughter: interview 1)

Such limitations are considered a barrier to access to services, activities and places of interest
outside of the home as well as for carrying out tasks such as food shopping (discussed later in
Section 8.4). Such limitations included access to the store, access around the store and amenities
within the store.

Paul and his wife as well as Thomas and his wife would occasionally go on a bus trip to a coastal
town: “it’s half a day’s work you know getting there” (Thomas’s wife: interview 1) and
continued:
“It does help. It kills a day, doesn’t it? You see something more interesting than just
sitting at home.”
(Thomas’s wife: interview 1)
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This demonstrates how a day out provided a change to the everyday life routine for the survivor
participants who engaged in day trips (Sarah, Paul and Thomas), which was viewed as a
refreshing time for the participants, and a break from the routines of the caregiving role for the
caregivers. Much of the existing literature, policy and practice, identifies that caregivers should
be given a break from the caregiving role, advising respite as the solution. However, the
findings here inform that such day trips are a break for both the survivors and the caregivers,
from their everyday lives. Although the author acknowledges that this may not be the case for
all, the benefits of having a day trip together in this case outweigh the benefits of a caregiver’s
day to themselves. Not only are the participants here having a break from the daily routine that
is the survivor-caregiver relationship, they are spending quality time together, therefore,
spending time as husband and wife, and mother and daughter, rather than survivor-caregiver.
This has a psychological benefit, whilst also provides physical benefit. Demonstrating her
efforts to encourage Thomas to be active, Thomas’s wife asserted:
“It keeps his legs going because we do try and take him out every day.”
(Thomas’s wife: interview 1)

This provided an example of where a caregiver can support survivors in rehabilitative activity by
providing encouragement. This suggested that Thomas and his wife viewed day trips as a way
of occupying themselves, as a way of experiencing a change to their everyday routine.
Reflecting on changes to their everyday life since Thomas experienced his stroke, Thomas’s wife
commented:
“We don’t go to the pictures or anything very often, you know, but try and get a walk into
town and back, most days anyway – weather permitting.”
(Thomas’s wife: interview1)
Similarly, Paul’s wife said that on occasion Paul would drive to the local bus station and they
would get the bus to a coastal town:
“It’s a nice change for Paul, he gets to see things that he wouldn’t see if he was driving.”
(Paul’s wife: interview 1)
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8.4

Social Participation

Social participation, defined in Chapter 3 previously, is considered by Stiers et al. (2012) and
Van Brakel et al. (2012) to be individualistic and dependent on the level of survivor disability,
the type of survivor disability, and the stage of rehabilitation. This was also evidenced by the
participants of this study. Although this study’s findings confirm that of Stiers et al. (2012) and
Van Brakel et al. (2012), the findings of this study offer deeper insights by identifying how
survivor ability impacted on social participation.

Throughout Section 8.4, engagement in social participation is considered in both internal and
external environments.

Stiers et al. (2012) consider social participation to differ from

participation in activities (as discussed in Chapter 3 previously). Stiers et al. (2012) define social
participation within the internal environment to be exhibited by engagement in domestic roles
and family life; as a caregiver, a family member, or as a friend. Whereas, social participation in
the external environment is inclusive of engagement in education, employment, engagement with
community groups and clubs, and social engagement (Stiers et al. 2012).

As discussed in Chapter 2 previously, Fallapour et al. (2013) consider there to be three different
stages of post-stroke social participation: (1) the survivor feels they cannot do activities as
before, (2) the survivor feels as though they are a different person, and (3) the survivor feels as
though they are not living their life. This study found that, whilst confirming these stages, the
stages do not necessarily occur in an incremental process, meaning that the survivor does not
move in order through the stages. Therefore, the survivor participants could not be bracketed
into any one of the three dimensions.

In fact, when comparing these ‘levels’ or ‘stages’

alongside the findings, the survivors moved between dimensions, depending on the context of
the social participation itself. Table 6 overleaf summarises this in tabular form.
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Table 6: Survivor Participants Categorised by Fallapour et al. (2013)
Fallapour et al’s
(2013) category/
Survivor Name

1
Survivor cannot
do activities as
before

Sarah

*

Paul

*

John

*

Mark

*

2
Survivor feels as
though they are
a different
person

3
Survivor feels as
though they are
not living a full
life

*

Jane
Richard
Penny

*

Ruth

*

*

Thomas

As Table 6 shows, Jane Richard and Thomas did not meet any of the three stages, whilst Penny
and Mark met two and Sarah, Paul and Ruth met one.

Furthermore, Stroke Clubs were also considered an avenue for social participation for survivors
and provided a safe place away where survivors felt they were with people who understood what
it meant to have a stroke. At Stroke Club, caregivers were also provided with the opportunity to
meet with people who understood the caregiving role. This proved an avenue of support in
helping people come to terms with their post-stroke lives.

The Stroke Club observations and interview findings inform that Stroke Clubs contribute to
increasing social participation within the internal and external environments. This was achieved
by activities and excursions laid on by the Stroke Clubs, and the informal social setting which
Jane considered as beneficial for people who were living with stroke in their everyday lives.
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8.4.1 The Internal Environment

This section discusses social participation in the internal environment. This includes engagement
in domestic roles and family life; as a caregiver, a family member, or as a friend. The majority
of the survivor participants engaged in family roles, home maintenance, housework, household
shopping and, food preparation. However, this was not the case for Penny due to her high level
of physical disability.

In terms of caregiver engagement in the internal environment, the

caregiver participants exhibited informal helping behaviours in personal care, food preparation,
housework, money management and, household administrative tasks. This demonstrates the
instrumental support aspect noted by Burholt and Dobbs (2014) who identified that support
networks consist of social, emotional and instrumental support. The level of engagement in the
internal environment varied between the cases, as did the abilities and needs of the survivor
participants.

In Section 8.4.1 the notion of independent living is first discussed, followed by discussion of the
support provided by the caregivers within the internal environment, participation in the home
environment, and the changing roles within the family unit.

8.4.1.1

Independent Living

A person’s own perception of themselves and their post-stroke life is influenced in part by their
perceived level of independence (Krančiukaitė and Rastenytė 2006).
“I try to do most things if I can, but I accept the things I cannot do and don't let them
destroy me.”
(Mark: interview 1)

The study participants valued independent living in their everyday lives. Five of the nine
survivors (Paul, Mark, Jane, Ruth, and Thomas) highlighted that it was important for them to be
as independent as possible in their post-stroke lives. Meanwhile eight of the nine survivors of
stroke (with exception of Penny) reported that they still did the tasks which they enjoyed doing
prior to their stroke, either independently or with support within the internal environment from
their caregivers. Emphasising the importance of “doing it for yourself” (Paul: interview 1), Paul
(interview 1), Jane (interview 1); Ruth (interview 1), and Thomas (interview 2) reflected upon
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adaptions they had made to the way they conduct everyday tasks in order to be as independent as
possible:
“There are ways of adapting, so I haven’t had to stop anything really.”
(Paul: interview 1)
Thus, where it was stated in Chapter 7 previously, that Paul’s wife felt that Paul would rather ask
her to do things rather than do things himself, this was not representative of all aspects of his
everyday life. Similarly to Paul, Ruth commented that she also compensated for her limitations
by adapting the way she carried out everyday tasks, demonstrating how she would use the door
hinges to open bottles and jars as she struggled to use a tin opener:
“It’s little things like that that have affected me.”
(Ruth: interview 1)

The extent of reported independence varied from case to case. The survivor participants, with
exception of Penny, stated that they were able to get themselves:
“Up, washed and dressed each morning.”
(Sarah’s daughter: interview 1)
In Sarah’s case, her daughter assisted by placing out her clothes out for the next day as she had
difficulty with selecting clothes to wear:
“She would put something like a short sleeve cardigan over a long sleeve blouse.”
(Sarah’s daughter: interview 1)
By placing her clothes out, Sarah’s daughter enabled Sarah to be independent in getting herself
dressed. Furthermore, Sarah’s daughter and Thomas’s wife reported that they assisted with
showering, with Thomas’s wife helping Thomas to apply a medicated skin cream. However,
during the first interview Thomas’s wife described difficulties in helping Thomas shower and
apply his cream daily as she herself experienced health problems. This evidence supports the
findings of Thomson and Ryan (2009) who identified the need for caregivers to be assessed on
their ability to care. During the follow-up interview Thomas and his wife reported that since the
first interview, the local authority had set provisions for professional paid caregivers to visit the
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house twice a week and help Thomas to shower and apply his medicated cream. This helped to
relieve Thomas’s wife of this responsibility and demonstrates how external factors such as
statutory sector caregivers can contribute support to the survivors’ internal environment.

The interviews also found that Paul, John, Mark, Richard, Jane and Thomas conducted their own
food shop independently. On further reflections of their independent daily routines, Paul, John
and Thomas reported that they prepared breakfast and most of the evening meals (Paul) “I’ve
become obsessed with food” (Paul: interview 2). Paul reported that he enjoyed doing things
himself around the home. These activities also contributed to a sense of increased self-esteem.
Sarah and Penny were unable to do these activities themselves due to physical and cognitive
impairment and had their meals prepared for them each day. Sarah’s daughter prepared meals
for her mother to reheat in the microwave when required, whereas Penny had paid caregivers
who would prepare and cook her meals for her, and help her to eat by cutting up her food and
placing it into her mouth.

The findings also show that for the participants, both survivors and caregivers, everyday tasks
which are typically considered ‘routine and requiring little thought’ required a greater depth of
consideration post-stroke. This was evidenced by Sarah’s daughter’s earlier reflection about her
being limited as to where she can take her mother. Contributing to this evidence, Sarah’s
daughter stated that she preferred one supermarket over the others in the area. This was because
it was more accessible and meant that Sarah could be pushed around the aisles in her wheelchair,
and that there was also a café and good access to facilities.
Sarah’s daughter summarised:
“She can go to the loo independently, she can go to the café, she’ll have something to
eat, she’ll sit in the cafe while I run round to do my shopping; brilliant.”
(Sarah’s daughter: inteview1)

This leads the author to note that making local provisions accessible and suitable for the needs of
survivors and their caregivers helps support them in their everyday life. This is a consideration
for service and amenity providers and can also be considered on behalf of people living with a
range of conditions, not just those resulting from stroke. Issues getting around a store if the
survivor is in a wheelchair may also cause embarrassment and contribute to feelings of perceived
public stigma.
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During his follow-up interview Paul informed that when his wife died he then employed a
cleaner for two hours a week to help maintain the home, as well as someone to do his ironing.
Paul also took over the management of household bills and finance using online banking. He
now manages the household administration independently, taking on more responsibility in the
home. This further confirms Oswalt et al.’s (2009) theory and earlier findings which suggested
that caregivers may unintentionally underestimate a survivor’s ability. However, taking Paul’s
wife’s comments at interview and previous discussion into account, Paul may have preferred to
delegate such tasks.

The findings contribute here by informing that survivors may also

underestimate their own ability too, as Paul did.
As previously discussed in Chapter 7, in the early months of Paul’s post-stroke life, Paul felt a
surge of motivation to do things for himself. Considering his independence post-stroke, Paul
reported a pivoting point in his life where he recalled: “feeling motivated” (Paul: interview 1):
“I had to pay somebody to put a porch on the back door [of his home].”
(Paul: interview 1)

Being a retired carpenter and joiner Paul reported:
“It aggravated me so much that I felt I had to start doing things myself.”
(Paul: interview 1)

This sense of aggravation encouraged Paul to make a change; to accept the impact that stroke
had had upon his everyday life and progress forward, adding another dynamic to King and
Hicks’s (2008) theory of accepting the stroke being a big element of coming to terms with poststroke life. Paul began using clamps to secure items to a workbench so he could drill holes,
screw nails, and saw materials himself. This allowed Paul to make adaptions around the home.
Paul also bought a buttering board which would hold a slice of bread in place to enable him to
make a sandwich. During his follow-up interview Paul reported that he had recently bought a
chopping board with a series of nails in which held meat and vegetables in place so he could
chop food and, peel potatoes and carrots independently.
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8.4.1.2

Supporting Independent Living

Jones and Morris (2013) assert that the biggest challenge for caregivers is supporting survivors
in their everyday lives, whilst encouraging them to be independent.

The findings from this

study confirm this. The findings also confirm the findings of Thomson and Ryan (2009) who
assert (in Chapter 2) that those survivors living with physical disability report a need for
assistance in the home. The participant survivors in this study reported a requirement for
variable levels of support at home such as, housework, meal preparation, dressing, eating meals,
and food shopping.
Sarah’s daughter, Paul’s wife and Ruth’s daughters highlighted their commitment to supporting
the participant survivors in independent living. Reflecting back on an earlier discussion where
Paul’s wife highlights that Paul would ask her to open a bottle of sauce for him, but can open a
bottle of whisky for himself, this suggests that when Paul was more motivated to complete a
task, such as opening a bottle of whisky, then he had more motivation to try.

This notion of

asking for help rather than trying themselves was also highlighted by Sarah. However, the
caregivers reflected that they would feel guilty if they did not help despite acknowledging that it
is important to “make her try, and be more independent” (Sarah’s daughter: interview 1) further
supporting the findings of Jones and Morris (2013).
Aware of this, Paul’s wife accounts:
“I suppose in a lot of ways I am guilty of answering him, but I’ve learned now that really
I shouldn't, I should make him.”
(Paul’s wife: interview 1)

This correlates with earlier findings within this chapter, and confirms Oswalt et al. (2009) who
suggested that caregivers can unintentionally demotivate the survivor in trying to do things for
themselves, by helping too much; potentially unintentionally inhibiting long-term recovery.
These feelings and conflicting emotions can contribute to feelings of frustration for the
caregiver, and caregivers feeling as though survivors are more dependent on them than they need
to be.

This also emphasises the important role of caregivers in supporting survivor

rehabilitation. If the caregivers encourage the survivors to be more independent and complete
tasks themselves, then they may be more likely to have a higher level of independence than if the
caregivers help the survivors too much. This would also relieve caregiver strain and feelings of
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burden as the survivors would be more independent. This would also provide more time for
caregivers to partake in activities they enjoy, allowing them to have a better perceived quality of
life. Helping caregivers know how to support survivors in independent living should be a key
focus of caregiver support.

However, it is worth noting that quality of life is subjective and based upon experience.
Therefore, the survivor and caregiver participants may not have reported a better perception of
their quality of life if the survivors were more independent, and the caregivers had more time to
themselves, even if perceived feelings of strain and burden may be less. This confirms the
literature reported in Chapter 2 by Gosman-Hedström and Dahlin-Ivanoff (2012) and White et al.
(2014) who assert that caregivers often feel confined or restricted in their role, and also
Bäckström and Sundin (2009) who noted that survivors may unintentionally present barriers to
caregivers getting alone time, away from the caregiving role.

Highlighting that it is best for caregivers to actively encourage survivors to be as independent as
possible, Ruth’s youngest daughter reflected that:
“Trying to put yourself together in order to re-engage in motor activities is quite key and
I think it is an important issue for people because otherwise the person who has had the
stroke can become even more dependent on their family members.”
(Ruth’s youngest daughter: interview 1)

This was demonstrated by Sarah and her daughter. Sarah maintained the routine learned whilst
she lived temporarily with Sarah’s daughter post-stroke. This sense of routine assisted Sarah in
maintaining a level of independence once she moved into her current home. Sarah’s daughter
reported that independent living was a priority in the way she provided support for her mother, as
she considered supporting independent living to be a key aspect of the caregiving role. This
supports suggestions made earlier in Chapter 4, for a more rigorous caregiver policy which
provides greater detail as to how caregivers can encourage and motivate stroke survivors to
undertake tasks whilst providing adequate care and support.

Where the suggestion previously put forward suggested a focus on practitioners integrating
social participation into rehabilitative programmes, the focus on independent living routines in
rehabilitative support practiced by Sarah’s daughter indicates a key contribution to survivor
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independence. This further supports the author’s previous statement that caregiver policy and
stroke support service should support caregivers in helping survivors in independent living.

Sarah was able to carry out aspects of her everyday life independently which reflected on her
self-esteem and confidence, aiding overall recovery and perspective of post-stroke quality of life.
This was expressed in Sarah’s interview as she reflected that she was independent at home.
Therefore, the author considers that it would be valuable for practitioners to inform ways of
supporting survivors in independent living routines. The flip side of this of course is that the
more independent the survivor is, the less strain there may be on the caregiver. For instance, if
Sarah’s daughter had not thought to leave clothes out for her each day, there would be a chance
that she would be making additional visits to Sarah to assist her in dressing each morning.
Sharing these thoughts around the value of independent living, Ruth’s daughters also expressed a
value in independent living.
Ruth’s youngest daughter recounts that supporting independent living required a degree of
commitment of time and patience alongside her other commitments. Therefore, a focus on
participation in the internal environment and independent living would be beneficial to survivors
of stroke and their caregivers prior to the survivor being discharged from hospital, and
particularly for those survivors who do not have family at home or nearby to assist them.

8.4.1.2.1

Social Participation and Rehabilitation

Sarah’s daughter, John’s partner, Ruth’s daughters and Thomas’s wife reported that they felt a
responsibility to improve survivor social participation and support the survivors in independent
living. Sarah’s daughter and Thomas’s wife encouraged the survivors to do their exercises and
move around the house in order to encourage increased mobility and help them to retain
independence, contributing to their social participation and rehabilitation.
Also being aware that depression can be an outcome of stroke, Sarah’s daughter reported that she
actively encouraged her mother to be as independent as possible and ‘not give up’:
“I don’t want her to give up on herself, I’ve got to push push push and I want to push
because I don’t want her to go to a corner.”
(Sarah’s daughter: interview 1)
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The significance of carers wanting to support survivors in independent living and improving
social participation confirm the findings of Morris et al. (2014) who assert that caregivers are
often key to supporting survivors in rehabilitation and recovery.
Expressing a key challenge they faced, Ruth’s daughters considered making the initial transition
from:
“Being in hospital for quite a long time and encouraging her (Ruth) to get back to social
and personal activity; to be as independent as possible.”
(Ruth’s elder daughter: interview 1)
“It was becoming a little bit more stressful and requiring a bit more intervention and
tending to be a bit last minute.”
(Ruth’s elder daughter: interview 1)
Ruth’s youngest daughter acknowledged that this transition stage impacted more so on her sister
(Ruth’s eldest daughter) as she lived more locally to Ruth’s home. This contributes to the
existing literature in that this presents a further challenge in the caregiving role, but this case also
rejects Johnson and DeSouza (2009), Kuluski et al.’s (2014) and Twigg and Atkin (1994) theory
of kinship obligation as here it was not the eldest sibling taking sole caregiving responsibility but
the closest, and in Ruth’s case, two of her four children are supporting Ruth in her everyday life.
Similarly, Penny’s daughter also contradicted this theory as she had a brother who lived a
considerable distance away:
“And a sister who’s less than useless, so there you go, it’s all down to me.”
(Penny’s daughter: interview 1)

Therefore, the notion that caregiving responsibility (where there is no spouse) automatically falls
on the eldest child has been found to be untrue in this study. In fact, the findings suggest that the
caregiving responsibility where there is no spouse falls to the child who either resided closest, or
was most willing to provide care. This further supports the notion of assessing caregiver
willingness to care (Thompson and Ryan 2009) which has been addressed by the Carers
Strategy: Second National Action Plan 2014 – 2016 (discussed in Chapter 4 previously, Section
4.3.4.
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A contribution to the literature reported in Chapter 2 surrounds the notion that caregivers can
unintentionally inhibit stroke recovery (Oswalt et al. 2009) as contrary to this opinion, in this
study, the findings report that in some instances the caregivers were very much consciously
encouraging the survivor participants:
“I was chivvying you (John) up, making you do the exercises, making you, doing the
speech therapy.”
(John’s partner: interview1)
This suggests that John’s partner assisted in John’s rehabilitation as she kept encouraging him to
do his exercises. This motivated John which supported his rehabilitation. However, this did not
occur in every case in this study. Sarah’s daughter, Ruth’s daughters and Thomas’s wife were
aware that they may be offering too much caregiving support and indeed, Thomas’s wife was
aware that Thomas was “not as agile as he was” (Thomas’s wife: interview 2) at the point of the
follow-up interview.

This indicates that Oswalt et al.’s (2009) claims are not clear cut. In this study, there are some
areas where the caregiver participants may unintentionally inhibit the survivor participants’
recovery by helping too much, but there were also some instances where they were aware that
they were helping too much, such as Paul’s wife who asserted “I suppose I am guilty of helping
him too much” (Paul’s wife: interview 1), and others such as Sarah’s daughter, John’s partner
and Thomas’s wife where they were actively encouraging recovery. Although Oswalt et al. do
not claim that all caregivers unintentionally inhibit recovery; these findings contribute further
knowledge of this research area by providing further dimensions to their theory. Furthermore, it
cannot be assumed that one individual caregiver exhibited solely one or another of the
behaviours identified, but that they may fluctuate between encouraging the survivor and
unintentionally doing too much, depending on the situation they are in. This could even reflect
the caregiver’s confidence and level of feeling they want to protect the survivor in certain
environments. This finding is key in helping to understand how to support survivors and their
caregivers as it informs the type of support caregivers need in their caregiving role.
Reflecting on the notion of caregivers inhibiting recovery by helping too much, Paul’s wife
acknowledged that she perhaps provided too much assistance in daily tasks, which discouraged
Paul from trying to do things for himself. However, as this section highlights, caregivers of this
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study also provide encouragement for their caree to carry out rehabilitative exercises, and
encouragement to be independent.

The author also observed Stroke Club members participate in rehabilitative exercises at Stroke
Clubs A, B, C, and D. The exercises varied from club to club, were based on physiotherapy
movements and were interactive. The exercises consisted of movements which mimicked the
range of movement used to get dressed and undressed, and household tasks in an attempt to
support that range of movement. Stroke Club B consisted of voice exercises and Stroke Club C
and Stroke Club D consisted of seated exercise to music from a professional. However, during
observation 1 of Stroke Club D exercises were played on a projector screen whereas
observations 2-4 were in person. This highlights that this provision is not consistent. The
exercises were based on physiotherapy movements and were interactive with use of a ball to pass
to each other and catch, and songs to sing along to. The exercises included movements such as
putting on gloves, and also coordination exercises. These exercises were designed to help the
members dress independently and carry out tasks at home. All of the members of Stroke Club B
participated in the voice exercises which consisted of mouth movements, talking, and thoughtprovoking tasks such as ‘name a name beginning with the letter A’ games. Commenting on this
this activity, Jane observed that the speech exercises at Stroke Club (Stroke Club B) had helped
her with her speech. However, Jane did state that she felt more at ease when talking around
family and friends as opposed to strangers.

John had sought such speech exercises, however they were not offered at his local Stroke Club.
This highlights inconsistencies in delivery and suggests that if the clubs had a standardised
activity role then the members would all have the opportunity to access the desired activities.
This suggests that there is an opportunity to improve stroke support via the Stroke Club delivery
by initiating speech and language sessions across them all. This of course would have resource
implications. Notably the Stroke Club which Thomas attended did not have rehabilitative
exercises. Reflecting on Thomas’s wife’s comments in Chapter 8, where she stated that she felt
that she had a responsibility to motivate Thomas to do his exercises, if Thomas’s Stroke Club
had held rehabilitative sessions then this would have assisted in motivating Thomas; perhaps
relieving Thomas’s wife of the responsibility she had felt.

The majority of survivors in Stroke Club C and D participated in the exercises, and were all
encouraged to do so. The Stroke Club hosts felt that the exercises (both verbal and physical) had
helped the survivors. The hosts commented that they had seen an improvement in many of the
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members who engaged with the exercises they offered. The exercises were participative and
were facilitated in a very informal way which meant that the participants were laughing and
joking throughout the sessions. Survivors from Stroke Clubs C and D also sang along to the
songs they liked when they were played, carrying out actions to songs such as ‘The Hokey
Cokey’ and ‘The Twelve Days of Christmas’ during their physical exercise sessions. It was a
notable observation that the voice exercises (Stroke Club B) were facilitated in a way that
encouraged participation, for instance taking it in turns going clockwise around the circle, each
person in turn. The participants were also encouraged to try for themselves, with hints by
volunteers if they were really struggling to say the words they wanted which allowed them to
complete the rest of the word themselves.

8.4.1.2.2

Housework

Describing Sarah’s independence at home, Sarah’s daughter stated that Sarah:
“Will dust the house and clean the kitchen floor on a regular basis.”
(Sarah’s daughter: interview 1)
Sarah’s daughter carried out a “thorough clean [of her mother’s home] every six or eight weeks”
(Sarah’s daughter: interview 1), in addition to hoovering and carrying out a quick clean every
Sunday. This demonstrates how Sarah’s daughter provided assistance for Sarah in her home to
support Sarah in managing the home herself.

8.4.1.2.3

Food preparation

Reflecting on the early stages of Sarah’s post-stroke life, Sarah’s daughter observed that she
herself had considered ways to enable her mother to be more independent at home. Due to her
concerns about Sarah cooking meals at home in case she left the cooker on (as she had done
before) Sarah’s daughter would prepare meals for Sarah to reheat in the microwave. Prior to this
Sarah’s daughter had left notices up around the home to remind Sarah to turn all of the kitchen
appliances off. However, neither Sarah nor Sarah’s daughter liked the note as they felt that it
affected Sarah’s dignity and pride, particularly if friends came over to the home and saw the
notices. This led to alterations being made. Sarah’s daughter bought a toaster for Sarah to use
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instead of a grill, and a microwave instead of the oven. This demonstrates that Sarah and Sarah’s
daughter developed an adaptive strategy.

8.4.1.2.4

Money Management

Sarah’s daughter assisted with money management, describing how she would pay the household
bills on behalf of Sarah. Sarah’s daughter would also separate Sarah’s money into envelopes for
each day of each week to allow Sarah to maintain a sense of financial independence:
“I do her money every week with her, she likes doing Sunday school savings but I still
want her to have her independence, I’m a strong believer……I don’t want to take
everything away from her so I give her her purse, and I give her £100 – I’ve got it to do
with her and she will do it like this: she gives me £40 for her electric, her gas, her phone
and her lottery and papers…. so that’s the £40 which leaves her with £60. I have to do it
like that so she knows what I am doing. She gives me £20, puts it in little wallets because
she saves £16 every week for Sunday school savings; it’s a club she has to save money
for each week through the year for her Christmas spending.

Then she gives each

grandson £2 into their Sunday school savings, so that’s the other £20 which leaves Mam
with £40 which is her pocket money.”
(Sarah’s daughter: interview 1)

This supported Sarah in independent living as money was distributed into money wallets to make
sure she had enough for the week, and she can distribute the money to the relevant payees.

Activities held at the Stroke Clubs also provided the opportunity for survivors to improve their
numerical and money management skills. John reported that he had gained more confidence
with handling money through activities at his local Stroke Club.
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8.4.1.2.5

Participation in the Home Environment

Demonstrating his involvement in maintaining the family home, during his first interview, Paul
presented a wooden display unit which he had made for displaying ornaments inside the house,
and showed the researcher a coal bunker which he had built, located outside in the garden.
Contributing to discussion presented earlier in the chapter, this highlighted how Paul discovered
ways of continuing his woodwork and joinery hobbies and interests through various adaptions.
This allowed Paul to contribute to manual tasks within the home.

Similarly, Thomas also continued to engage in do it yourself (DIY) tasks around the home and
garden post-stroke, reporting in his follow-up interview that he had recently fixed the fireplace in
the living room. This supports earlier claims of feeling motivated to continue to contribute to the
home environment in ways that they did prior to stroke. This may contribute to building upon
survivor self-esteem, confidence, and identity forming post-stroke.

However, Thomas

acknowledged:
“Obviously I can’t do what I used to do; used to do a bit of DIY which is very limited
now.”
(Paul: interview 1)

The author considers this to be another dimension which confirms King and Hicks (2008) theory
of accepting the outcome of stroke and having a realistic perception of one’s own abilities poststroke in order to be able to come to terms with post-stroke life; as this could be considered a byproduct of coming to terms with stroke and moving forward with a post-stroke way of life.
Paul, Mark, and Jane report that they enjoyed gardening, as did Richard’s wife. However, Mark
reported:
“I like my gardening, although I’m getting less able to do it; my wife now has a tendency
to take over now.”
(Mark: interview 1)
This highlights a variation to his wife’s role within the home since Mark experienced his stroke.
Similarly, Paul enjoyed tending to his own garden, however he also tended to a vegetable plot at
a neighbour’s home where he produced vegetables for local shows.
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This challenges the definition of social participation as defined by Stiers et al. (2012) earlier in
Chapter 3, as for those survivors who enjoyed gardening, this can be considered an individual
activity, however under Stiers et al.’s definition, it is a domestic role within the internal
environment. Furthermore, Paul’s interest in showing his produce merges his gardening hobby
into social participation in the external environment. Therefore, the activity itself must be
clearly defined along with its intent in order to ascertain whether or not it is: (i) an activity or a
hobby, a contribution to the internal environment, or (ii) a contribution to the external
environment. Stiers et al.'s (2012) earlier definition of social participation in the internal and
external environments may be to some extent, reflective of or guided by the individual activities
a person participates in, inside and outside of the home. Paul also highlighted that he had always
enjoyed gardening, and that as he was now retired he had more time to pursue his interests. This
notion was earlier reported by John who asserted that he had more time to persue his hobbies
when he retired. This again highlights that the changes in levels of engagement in hobbies and
interests reported by the participants are not necessarily a post-stroke life change, but that they
have more time to pursue their interests due to being retired because of the outcomes of their
post-stroke.
Paul reported previously that he had “become obsessed with food”, adding to this, Paul’s wife
commented that he “makes the most wonderful sandwiches” (Paul’s wife: interview 1) and that
Paul is capable of cooking. However, Paul’s wife described how when cooking a hot meal Paul
would not necessarily prepare and cook the meal in the right order:
“He has problems sequencing, because he will do the jobs he can do first, so new
potatoes he can do, he’ll cut potatoes in half and put them in the pan so he’ll do that
because he can do that but won’t think about the meat having to go into the oven because
it’ll take longer, he just focuses on ‘he’s going to make food’, so he just gets the easy bits
he can do over with first.”
(Paul’s wife: interview1)
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This meant that often the ingredients for the finished meal would not be cooked and ready at the
same time:
“He’ll put gravy granules in the water, but then won’t think of heating it in a microwave
because it looks alright.”
(Paul’s wife: interview1)

However, Paul was motivated to participate in meal preparation despite these challenges.
Paul’s wife also recalled two occasions where Paul had set fire to the microwave:
“Twice he’s set fire to the microwave, two different microwaves, he put a jacket potato
in, like a small potato, and put it on for 15 minutes, and has no sense of smell so even
when it starts burning he doesn’t realise and that’s twice now, so would have been things
like that I would have worried about”.
(Paul’s wife: interview 1)
Paul’s wife began to assist in the kitchen with cooking meals due to these challenges. However,
notably Paul’s wife would assist rather than ‘take over’, thus supporting earlier claims that the
caregiver participants of this study sought to support survivors in their everyday lives, rather than
limit activity. Similarly, John’s partner would often assist with cooking, whereas Thomas’s wife
recounted that typically Thomas would make a cereal breakfast and cups of tea in the morning
and she would cook the hot meals.
As previously mentioned Paul’s wife took on the management of household bills and
administration. This also applied for Sarah’s daughter, John’s partner and Thomas’s wife.
However, John’s partner highlighted: “I’d rather help him with filling in forms” (John’s partner:
interview 1) suggesting that her role here was more of an overseeing role rather than her doing
things on his behalf. John’s partner would also:

“Take him to appointments where I’ve got to sort of speak for him.”
(John’s partner: interview 1)
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Here John’s partner also presents another aspect of the caregiving role where she would act as a
mediator in John’s meetings due to his post-stroke communicative ability.

This further

demonstrates another way in which caregivers may provide support for survivors of stroke in
their everyday lives.

8.4.1.3

A Change of Roles and Family Relationships

Throughout this chapter, findings are discussed which highlight that there are some role changes
in the family unit post-stroke. Chapter 2 asserts that in some cases survivors of stroke transition
from being care providers in the family unit; for example, a parent looking after their children, to
being cared for by their children (Presho 2008). This role reversal was apparent in case studies
where some of the caregivers were providing care for their parents. Furthermore, as a single
parent of dependent children, Penny’s daughter used to rely on Penny to look after her children
on occasion, however the outcome which stroke had on Penny meant that Penny was no longer
able to child mind for her grandchildren.
Highlighting a change in role within their cohabiting unit Paul’s wife reported of a “role
reversal” (Paul’s wife: interview 1), where Paul had called for his wife to tell her that the fridge
had stopped working, asking her to fix it:
“I was in here ( in the living room) one night and Paul was in the kitchen, and he came
through and said “the fridge isn’t working” so I automatically went into the kitchen,
pulled out the fridge, and hit it with a wooden spoon, and I mean I don’t know why I hit it
with a spoon but it started working again so I pushed it back and then said “you know
what, in any other house it’s the wife who asks to husband to fix things” and all he did
was laugh.”
(Paul’s wife: interview 1)

Mark also described a role reversal within the home from him being the major breadwinner to
him not being able to run his business anymore. Therefore, Mark’s wife (not interviewed) had
also experienced a change in her role as she became the major breadwinner. This had a negative
impact on Mark’s self-esteem as he described that he felt he was “fit for nothing” (Mark:
interview 1). These feelings contributed to Mark experiencing a “downward spiral” (Mark:
223

interview 1). Mark’s explanation of his depression feeling like a downward spiral resonates with
the NHS Choices (2014) description of feelings associated with depression
This provided an example of Boosman et al.’s (2011) notion of ‘role switching’, further
demonstrating how caregivers often lead multi-role lives, presented earlier in Chapter 2. Further
to this, John’s partner reflected upon another role within the caregiving spectrum. When John
became unwell, John’s partner reflected:
“They wouldn’t see you in hospital, so I was being a nurse then.”
(John’s partner: interview 1)

The hospital would not admit John onto a ward because he was contagious. Although this
experience was not stroke-specific, it is still an important element of everyday life as it further
demonstrates that the caregiving role is variable in nature.

Considering support within the internal environment and the survivor-caregiver relationship,
Sarah reflected upon her life with stroke and summarised that both her and her daughter have
“been like clockwork” (Sarah: interview 1) and asserted along with Ruth that she had not taken
any of the support which she had had form her daughter for granted. Similarly, Thomas’s wife
and Richard’s wife reflected that:
“It’s been ok up to now, we’re managing alright.”
(Thomas’s wife: interview 1)

This suggests that the study participants, although they manage post-stroke life differently and
the caregiver participants provided care for survivors in different ways, all of the participants had
adapted to post-stroke life in a way which suited the survivor’s personal circumstance. This
further emphasises the unique nature of the stroke experience and the caregiver role.
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8.4.2 The External Environment

Social participation in the external environment includes engagement in education, employment,
engagement with community groups and clubs, and social engagement (Stiers et al. 2012). This
section informs of the barriers to social participation in the external environment as reported by
caregivers.

The survivor participants asserted that adopting a positive attitude enabled them to increase their
social activity over time. Mark, Jane, Ruth, Paul and Paul’s wife expressed that it was important
to meet people and socialise as this contributed to a positive lifestyle.

This shows their

awareness of the effects that a positive attitude can have on post-stroke life. This supports
Berges et al’s (2012) theory of positivity which was discussed previous in Chapter 7, Section
7.6.

Five of the survivor participants (Paul, John, Mark, Jane, and Ruth) reported that they felt they
had a good social life whilst Penny considered her social life to be poor. At the point of the
follow-up interview Thomas and his wife stated that they had started going to concerts, despite
saying that they “don’t go out as often as we used to” (Thomas’s wife: interview 1). This
suggests that social participation can improve with time. Furthermore, Richard’s wife reflected
upon Richard’s aforementioned post-stroke fatigue and his not feeling safe away from home, and
described that this had impacted on his level of engagement outside of the home. This supports
Stiers et al.’s (2012) theory of emotions being able to impact on social participation and also the
individual’s own feelings. However, Richard reported being more socially active post-stroke
than he had been in recent years which suggests that him not feeling safe away from home is due
to concerns which surround his increased fatigue. Therefore, it may be that Richard felt less
confident to leave home as he was not sure if he would become suddenly tired.

On the other hand, Jane reported feeling safe in her local community. This suggests that there are
other factors to consider. Jane’s local town was a place that she considered “everybody knows
each other” (Jane: interview 2), a place where everyone and everything is familiar. Whereas
Richard resided in a deep rural area, a considerable distance away from a local village or town.
It may be that the local towns or villages host different levels of community integration and
community life, however it could also be that pre-stroke levels of community engagement were
different for Jane and Richard. However, both Jane and Richard were employed in their locality
and Richard worked with community groups, thus highlighting that the place they live may be a
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factor as well as the distance to the nearest village or town. It could also be confidence. As
previously reported both Richard and Jane experienced verbal communication difficulties,
however Jane had more verbal ability than Richard. This may be why she feels more confident
outside of the home than Richard. However, the point here is that there are various aspects to
consider when comparing the case studies.

The communication difficulties reported by John, Jane and Richard had also meant that they
engaged less in social participation, however Jane reported that confidence in her speech had
improved as she had joined Stroke Club, and this gave her the confidence to socialise more.

Highlighting an example where social participation had been positively influenced by feelings of
contentment within the local environment, during her first interview Jane identified that people
from her local town knew her and were able to understand what she was trying to say. This
helped Jane feel confident shopping locally and practising her communication:
“It’s good being [in a] local area, people know me and [if I] want apples [I] just point
and (holds four fingers up) and they know [what I] want”.
(Jane: interview1)

During her follow-up interview Jane built on this information and reported that she had begun to
enjoy going to the local pub with friends and felt confident to do so. She found it easy to
socialise, Jane reiterates: “everybody there ………knows me … you see” (Jane: interview 2)
which suggests that unlike Mark and Richard, Jane felt that there was an element of community
support within the area where she lived. This helped her feel confident outside of the home
which had a positive impact on her engagement in social participation, particularly as Jane
reported that her speech was better when she felt confident in her surroundings. This suggests
that the community support where the survivor lives can have an impact on recovery and
adaption to post-stroke life.

8.4.2.1

Online Communities and the Internet

Paul reported during his follow-up interview that he had gained an interest in technology and had
begun to use online banking; accessing banking services from his own home. This had allowed
Paul to manage the household finances after his wife’s death. Further to this, and as previously
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discussed, Paul (interview 2), John (interview 1), and Mark (interview 1) reported that they
actively engaged in online communities and on social networking sites. Although internet use
can be included in the internal environment, in this context, the internet is considered as a
connection into the ‘outside world’, and thus is categorised by the author as participation within
the external environment.

Over the last decade the use of social media and the internet has dramatically increased the
opportunities for people socialising globally (Simplican et al. 2015). More specifically, social
networking sites such as Facebook and Twitter have enabled people to engage in online
communities, allowing them to keep in touch with friends and family, and also participate in
social and political engagement. This highlights an avenue for intellectual fulfilment and social
stimulus, which in this context contributed to the everyday lives of people living with stroke. Gil
de Zúñiga et al. (2012) consider social networking sites to be pro-social, commenting that social
networking often supports people in constructing their personal identity, form social
relationships and for entertainment (Gil de Zúñiga, et al. 2012). This research study also
confirms this. For example, Mark explained that he enjoyed engaging in online debates:

“It’s interesting to talk to people, to challenge people. They don’t know who I am, I
don’t always know who they are; but it’s the engagement in their opinion. Finding out
what makes people tick.”
(Mark: interview 1)

John stated that he enjoyed using social networking sites to communicate with people and felt
confident in doing so. John had learnt to use social networking sites at his local Stroke Club.
Communicating online using a keyboard allowed John time to think about any comments he
made and he was able to communicate them in the same way as everyone else; by text. This
took away the need for him to communicate with people with his caregiver (his partner)
alongside to help him converse what he was trying to say. This suggests an avenue for feeling
independent. However, John’s partner observed that John was “struggling with emails” (John’s
partner: interview 1) because he had difficulties in reading, writing and interpreting written
communication. Johns wife went on to explain that with social networking sites John was able
to view short written posts from other people and see pictures, “something that isn’t easily
observable by email” (Johns partner: interview 1).
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At the point of follow-up interview Paul also informed that he had been using social networking
sites to communicate:
“When I was in Australia, my daughter put me on Facebook, so she can keep in touch.
She persuaded me to get an Apple iPad, so I can go through there. So, I mean, I’m
getting more into technology than I was, and I’m enjoying it, it keeps me out of mischief
(laughs). So that’s a change, for the good”.
(Paul: interview 2)

Paul is using social networking sites to keep in touch with his family who live abroad. This
demonstrates the way in which social media sites reduce barriers to social participation in the
external environment.

Therefore, such advances in technology allow for increased social

engagement as the participants are able to engage with other people, online, from their own
home. This can potentially reduce feelings of isolation and loneliness which contribute to
feelings of depression (Gilbert 2014), and provide an avenue for survivors to form an online
identity which may present the self that the survivor wants to present, sharing only what they
want to with the outside world. This may reduce feelings of vulnerability and perceived public
stigma (defined and discussed earlier in Chapter 7, Section 7.5). Mark also identified that the
internet can be an outlet for people with shared experiences to communicate and acknowledged
the impact which technological advances have had on people’s lives. Expressing that he felt that
disabled people are not often heard in society, Mark reflects on the benefits of the internet for
disabled people:
“I believe the internet is the way forward for disabled people, who can’t connect
physically, somehow, they can get a coming together.”
(Mark: interview 1)

This is an area which the Welsh Government aims to address in the 2014 Social Services
Wellbeing Act through its initiatives to provide a stronger voice for its service users. Mark
reported that he gained intellectual fulfilment through use of the internet. Demonstrating that he
felt that the internet had given him a voice, Mark described how he had also created a website to
campaign for areas of interest he felt strongly about, bringing matters into public debate. One
key area of current interest was described by Mark during his follow-up interview, as wanting to
“prove the cruelty of man to man”, explaining that he felt that “people in society can be cruel”
(Mark: interview 2).
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“I hope I have another 20 years of this (his current life), because then, I’ll get to really
prove my point, insanity and the cruelty of man to man”.
(Mark: interview 2)

The findings here support the notion of telecare packages from the statutory sector (discussed
earlier in Chapter 4) as they have the potential to provide more regular communication between
service users and professionals. However, the findings also suggest that social networking sites
may be another avenue of exploration for the initiative, or a community online forum,
particularly for those service users who may have communication difficulties as they allow for
easy access to imagery, verbal communication via podcast and video link, as well as written
form.

8.4.2.2

Engagement in Educational Activity and Re-learning Skills

Prior to stroke John was highly computer literate however he “lost all his keyboard skills”
(John’s partner: interview 1) when he experienced his stroke. Since his stroke John had pursued
his interest in computers and retrained, learning basic computer skills at a local library and at his
local Stroke Club. John described how he was actively engaging in educational activities at a
local college and in order to relearn some of the skills that he had lost since stroke” (John:
interview 1). John was also relearning money management and numeracy skills at his local
Stroke Club using “pretend money and [playing] Sudoku” (John: interview 2). When asked
during his follow-up interview if the money practice had helped since the first interview, he
replied “I think so” (John: interview 1) to which John’s partner said:
“He tends to just give the cashier a note at the shop and come home with lots of change, I think
he finds it easier than dealing with change”.
(John’s partner: interview 2)

To which John nodded and laughed in agreement.

During his first interview, John stated that he had enrolled on a course on researching family
history which he had completed at the time of the follow-up interview. John’s enrolment onto
the course at college resulted in the college asking John to talk about his life with disability to
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students on another course, which he enjoyed. John felt that this broadened his socialising
opportunities. John’s motivation to purse social opportunities to relearn the skills he had lost
when he experienced stroke demonstrated how he was working towards rebuilding his life,
working towards attaining the skills he had had prior to stroke. This suggests desire to return to
a pre-stroke life to be at the route of his motivation, driving John to participate in educational
and social activity. This highlights that rehabilitative support needs to be person-centred.
Learning about a person’s pre-stroke life and helping them to find ways to return to that prestroke life could provide them with the motivation they need to rebuild their lives post-stroke.
This supports the notion of goal setting as reported by Reed et al. (2010), which Reed et al.
suggest is usually provided through community support, through avenues such as the Stroke
Club and local college as John exampled.

8.4.2.3

Survivor Engagement in Employment

Stiers et al. (2012) consider employment, either voluntary or paid, to be an avenue of social
participation. As identified in Chapter 6, the outcomes of stroke resulted in five of the survivor
participants (Sarah, Paul, John, Mark, and Jane) leaving paid employment post-stroke as they
were unable to continue their current vocations. John, Paul, Ruth and Jane acknowledge the
importance of social activity, whilst Jane commented that it was important to “get out and
about” (Jane: interviews 1 and 2), and did so by taking on voluntary work. At the point of first
interview, Jane was volunteering as an assistant at a charity shop and also the stroke support
group of which she was a member. During the follow-up interview Jane informed the researcher
that she had taken on more voluntary work; at a bird sanctuary and also helping housebound
people, stating “it helps me to help people” (Jane: interview 2) as it gave her a sense of
responsibility and purpose. This helped to form Jane’s post-stroke identity.

Whereas Chapter 4 described and confirmed that policy makers, practitioners, and academics are
in agreement that the third and social enterprise sectors provide a useful avenue for providing
support to survivors and caregivers, the findings from this study also highlight that they do more
than that; they also provided voluntary employment for the survivor participants. Paul also
carried out voluntary work for a social enterprise which he was introduced to at his local stroke
group. This enabled him to use his own skills to make items which assist people living with
disabilities in their everyday lives. This “hobby with a purpose” (Paul: interview 1) assisted him
in finding motivation to do things and provided an opportunity to socialise. This supports the
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notion of survivors being motivated to rebuild their lives post-stroke through opportunities such
as this, discussed in 8.4.2.2.
Both Paul and Jane report of their voluntary employment as a means of socialising and “keeping
busy” (Jane: interview 2), highlighting how voluntary employment had reduced barriers to social
participation and socialising. Jane felt that her voluntary employment also helped to retain a
good level of self-esteem and maintain a sense of her pre-stroke identity; supporting Bäckström
and Sundin’s (2009) notion of survivors seeking to retain a sense of pre-stroke life, as discussed
earlier in Chapter 3, and the previous section (Section 8.4.2.2).

This highlights the third and

social enterprise sectors as a source of support for survivors in their everyday lives, contributing
to research aim 3: To explore how the social enterprise sector delivers support to survivors of
stroke and their caregivers.

Furthermore, John and Ruth demonstrate how their local Stroke Club had become an avenue for
voluntary employment in that they had become committee members of their local Stroke Club.
Ruth reflected that she had initially felt that: “no more was I going to be in charge of anything”
(Ruth: interview 1) as part of her initiative to have a less stressful post-stroke life. However, she
was encouraged to take on the role as the committee was formed to run their local Stroke Club as
a result of a threat of closure (discussed further in Chapter 9).

The findings suggest that where Jane volunteers at a local charity shop, she does so for her own
incentives, such as to “keep busy” (Jane: interview 2) and to get her “out and about” (Jane:
interview 2); highlighting that it is important to her psychological wellbeing, conforming to the
non-idealist theoretical perspective. However, when Jane volunteered for the Stroke Club and
the home help centre, she was conforming to the idealist perspective in that she volunteered to
help people within those groups, suggesting that a person may not necessarily portray the
behaviour of either one or the other perspectives. Similarly, where Paul volunteered with a
voluntary organisation, he was conducting a combination of the two as his incentives are initially
to help people in wider society, but also had the incentives of keeping busy and practising his
skilled hobbies of carpentry and joinery. The findings suggest that those survivors who were not
able to gain paid employment but were able to seek voluntary employment, reaped the benefits
in that it helped them to build a sense of identity and maintain their physical and psychological
wellbeing; conforming to the non-idealist perspective.
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8.4.2.4

Caregiver Employment

As the Table 4, in Chapter 6 previous shows, Sarah’s daughter, Paul’s wife, Penny’s daughter,
and Ruth’s daughters were employed part-time alongside their caregiving responsibilities. This
demonstrates the multiple roles and responsibilities of the caregivers in their everyday lives with
Sarah’s daughter reporting light-heartedly: “I divorce my husband on a Sunday” (Sarah’s
daughter: interview 1). Ruth’s youngest daughter who resided a considerable distance away
sought employment in Wales in order to help her sister care for their mother mid-week. This
meant that Ruth’s youngest daughter commuted a long distance during the week, staying away
from her own family unit. This not only demonstrates a change to Ruth’s daughter’s (b) life, but
also her own immediate family back at home. Ruth’s youngest daughter reflected that:
“It just happened to be at the right point in my working life and personal life where it
was possible to give up work (her previous place of employment) and then come and
actually spend part of the week up here and part of the week back home.”
(Ruth’s youngest daughter: interview1)

As mentioned earlier, this highlights an area of contradiction to Johnson and DeSouza (2009)
and Kuluski et al.’s (2014) theory of kinship obligation as here, caregiving responsibility was
shared – despite the distance between residences within the studies sample. Reflecting on her
employment, Paul’s wife stated that she sometimes felt her employment was a “break away”
(Paul’s wife: interview 1) from the caregiving role. This supports the theory reported by
Bäckström and Sundin (2009) earlier in Chapter 2 which reported caregivers viewing their
employment as an opportunity for time away from the caregiving role.

8.4.2.5

Engagement in Community Groups

As Table 4 in Chapter 6 previous shows, seven of the survivor participants stated that they
attended Stroke Club on a regular basis, some of which attend with their caregivers.

Richard

and his wife noted that they attended Stroke Club on an occasional basis and Sarah regularly
attended a day centre run by the local authority services, thrice weekly. Survivors also reported
that they attended the Women’s Institute (Sarah), chapel or church (Sarah and Paul), an over 50s
club (Paul and Mark), a gym (John), a luncheon club (Paul), a book club (Richard) an
osteoporosis group (John), an employer-related retirement club (John and Thomas), and a GP232

referral rehabilitative exercise class (Sarah). Notably, during her interview Sarah used the phrase
‘I belong to’ which suggests a sense of attachment; a belonging to a group. Such phrase and
attachment to a group, is thought by Goffman (1967) to contribute to a sense of individual
identity.

In the wider community, participants from case studies 2, 3, and 9 reported going to clubs which
they were invited to through friends they had made at Stroke Club. This demonstrates that
Stroke Clubs were also an avenue for other social opportunities for participants to engage in.
Notably those caregivers who were spouses of the survivor participants also attended Stroke
Clubs with the survivors, informing of a social aspect to Stroke Club which the survivor and
caregivers may participate in together. Paul’s wife reflected “we don’t have a bad social life
actually” (Paul’s wife: interview 1) noting that both herself and Paul got invited to attend the
Over 50s club by a member of their local Stroke Club. Paul’s wife further commented:
“We went there and we knew different people, and through that, a girl we met there (at
the local Stroke Club) invited us to the luncheon club, so we go to the luncheon club, and
then, from the luncheon club we got invited by a friend of ours, who invited us to go to
the church carol service, which we did, and we enjoyed it so much we started going to the
church on a Sunday.”
(Paul’s wife: interview1)
Emphasising that: “all the time we were meeting new friends” (Paul’s wife: interview 1). Paul
and his wife had been proactive in finding avenues of social participation in the external
environment through social groups within their local community. As previously mentioned in
Chapter 7, Paul would also attend his wife’s place of work. Paul would see his wife and visit his
wife’s employers club house and socialise with the members, however, since his wife’s death
Paul no longer felt a need to go there.
Reflecting upon her and her husband’s pre- and post-stroke lives, Thomas’s wife compared:
“I find the social life a bit lacking to what it was in Spain.”
(Thomas’s wife: interview 1)
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This emphasises the impact of the life change which Thomas and his wife encountered when
they returned back to the UK after Thomas’s stroke.

Penny reflected that she used to play bingo, and stated that:
“There was an afternoon club there on a Monday, I used to go there.”
(Penny: interview1)
However, the impact of Penny’s stroke had prevented her from attending such social groups with
exception of her local Stroke Club. Furthermore, Penny stated that the only time she would
leave her house was once a month to attend her local Stroke Club. John also revealed that he had
stopped attending several general interest clubs due to the impact that stroke had had on his life.
However, John still attended the real ale club meetings post-stroke although his role there had
changed. Before his stroke John would manage the website design, after stroke he attended as
the club’s photographer instead. Richard reported that he had recently become a less regular
attendee of his Stroke Club due to increased post-stroke fatigue and the distance it was to travel
from his home:
“It’s too much in a day; he’s tired before we get there.”
(Richard’s wife: interview 1)

Mark felt he gained intellectual fulfilment through his membership of a political organisation and
also the “the old peoples club” (Mark: interview 1) which was an over 50s social club. Mark
described:
“They’re not all stroke victims, or they’re not all disabled; some of them are quite bright, and I
like that, I like intellectual stimulus”.
(Mark: interview 1)

Throughout his interviews Mark expressed a desire for intellectual fulfilment, however again
there were contradictions against earlier statements presented by Mark. As previously stated,
Mark sometimes felt the desire to be left alone. Perhaps some days Mark felt better than others,
or perhaps it was that Mark felt secure in certain groups of people he knew and certain
community groups which he associated himself with, further highlighting the importance of such
groups to Mark’s everyday life. Expressing the importance of positivity in his everyday life
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Mark commented that he consciously surrounded himself with positive people and would avoid
negative people “because [negativity] it's contagious” (Mark: interview 2). This highlights that
such membership of a social club or community group is an avenue of intellectual fulfilment.
However, during his follow-up interview Mark informed that he had stopped going to the over
50s club as:
“It was looking as though it was going to lose funding”.
(Mark: interview 2)

This emphasises how vulnerable such community groups are (discussed further in Chapter 9).
Notably, the Stroke Clubs observed had also faced closure whilst they were an initiative
financially supported by the statutory sector and run by the third sector. However, they were
taken over by the members and became social enterprises, sustaining their own future (discussed
further in Chapter 9).

8.2.2.4

Transport

Paul and Mark reported upon how having a mobility car assisted in independent living:
“It’s independent, I go on my own I come on my own.”
(Mark: interview 2)

This highlights that support from the statutory sector support and DVLA (Driver and Vehicle
Licensing Agency) in regaining a driving licence post-stroke and adapted mobility cars
supported Paul and Mark in independent living. However, Paul reported that it was very difficult
to obtain the information needed to apply for his driving assessment, indicating further
information which could be inserted into the information pack suggested by Paul’s wife in
Chapter 7 previously. This is discussed further in Chapter 9. Paul described:
“I have a special adaption to the steering knob with the controller about the size of a
cigarette packet next to the steering wheel – you control it with your thumb.”
(Paul: interview1).
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John informed that he lost his driving licence due to him experiencing epileptic secures as an
outcome of his stroke. At the time of his follow-up interview John was reapplying for his
driving license as he had not experienced an epileptic seizure for two years. This presented an
opportunity for John to potentially drive again; increasing his level of social participation in the
external environment. This would also reduce strain on his partner in her everyday life as
despite holding a driving licence herself, John’s partner identified John being unable to drive
post-stroke as a barrier to her own (caregiver) social participation:
“In the beginning it was a bit difficult; I used to have to take him.”
(John’s partner: interview 1).
Reflective of her social life since John experienced his stroke, his partner commented: “we don’t
go out and about as much as we used to” (John’s partner: interview 1), and rationalised,
“because of the driving really, I don’t like driving in the dark” (John’s partner: interview 1).
This suggests that it cannot be assumed that because a caregiver is able to drive, they are
confident in driving in all driving conditions. This has already been identified as a factor which
impacts on the activities John and his partner engage in, but could also potentially present further
challenges when considering hospital appointments.

8.2.2.4.1

A Reliance on Public Transport Services

Paul’s wife had never held a driving licence. While Paul was awaiting his driving assessment
and modifications to his car, their neighbour would drive them on occasion, but otherwise they
would use the bus. Paul’s wife described how on occasion, they would still get the bus from the
bus stop outside of their house and go to the coast for a day out, however the bus service did not
need to be relied upon as a main mode of transport. Paul’s wife reflected:
“I suppose, if we had been off the main roads it would be more difficult but the fact that
we are so handy for local transport anyway.”
(Paul’s wife: interview 1)
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Both John and Thomas reported that having a bus pass which they obtained on grounds of their
disabilities made their travel free of charge and allowed them to access local amenities:
“He wasn’t affected at all, he can walk to the bus stop and to the local facilities. The only thing
was when there were lots of appointments to attend.”
(John’s partner: Interview 1)
Thomas and his wife asserted that: “there’s one [bus] every 12 minutes or something like that”
(Thomas: interview 1). This bus service passed close to their home while sometimes a change of
bus was needed if going further afield for a day trip. Thomas’s wife reflected:
“It’s been very good since we have been here.”
(Thomas’s wife: interview 2)
“We chose this house so that we could get easily to the shop.”
(Thomas’s wife: interview 2)

8.2.2.4.2

A Local Taxi Firm

Thomas’ wife further commented that there is a taxi service if they need one, but added:
“If you want a taxi even if for the shortest journey it is £2.50 and when you are on
pension you try not to.”
(Thomas’s wife: interview 1)
Whereas Thomas’s wife initially reported that they walked to the bus stop or into town and that
they avoided using the taxi as it was considered expensive, during the follow-up interview she
reported that she had started to use the taxi service:
“I do get the taxi to my friends because it’s a bit far really.”
(Thomas’s wife: interview 2)
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Sarah’s daughter provided transport for Sarah on occasion, however Sarah would tend to get a
taxi to day centre and to her GP-referred exercise class. Sarah’s daughter considered taxis to be
expensive and would maybe be cheaper if there were service provisions closer to Sarah’s home.
“I feel sorry that she has got to pay £12 to get a taxi to go from one village to another, to
have the keep fit class just for an hour.”
(Sarah’s daughter: intreview1)
However, Sarah’s daughter reflected on the value of the service provided and considered that the
travel cost to get there was worth paying:
“They’ve got to pay £12 to go to my place of work on a Saturday but that's from choice,
isn’t it? It’s somewhere to go, isn’t it? She doesn't have to sit down in a little room on
her own on a day that she don’t see me.”
(Sarah’s daughter: interview 1)

Ruth considered that there would be potential difficulties if the outcome of her stroke was worse,
however reflected that she lived local to the services she needed. Ruth used a local taxi service
for her main mode of transport. Whilst comparing the taxi to obtaining a lift from a friend:
“It’s less hassle; I’m not beholden to anybody. I’ll use taxis as long as I can.”
(Ruth: interview 1)

This further expressed her desire to remain as independent as possible and informed how using a
local taxi firm allowed her to do so.

8.5

Planning Ahead, Holidays and Respite

As affirmed in Chapter 2 previously, stroke can result in uncertainty which can lead to survivors
and caregivers often avoiding making plans for the future. Eight of the nine survivor participants
(Sarah, John, Mark, Richard, Jane, Penny, Ruth, and Thomas) stated that they were not
considering any holidays in the near future. However, Paul and his wife vacationed abroad
shortly after their first interview. Paul had also just returned from Australia prior to the follow-up
interview.
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Highlighting that stroke can also impact on the caregivers in this context, those caregivers who
were providing care for their parents reflect that their caregiving responsibility had impacted on
them being able to plan ahead for holidays:
“Because I know that today’s been planned, tomorrow is planned it’s alright, but it has
affected me like things like holidays.”
(Sarah’s daughter: interview 1)
Emphasising her need to consider the care for her mother; “all my world revolves around Mam”
(Sarah’s daughter: interview 1). Sarah’s daughter further commented:
“We don’t go on holidays as holidays; wherever we go we, go for three or four days.”
(Sarah’s daughter: interview 1)
Sarah’s daughter explained that Sarah would say:
“As long as I’ve enough stews in the freezer and your cousin it wouldn’t bother me….as
long as you get my clothes out for two weeks.”
(Sarah’s daughter (mimicking Sarah): interview 1)
Other caregivers make other arrangements. John’s partner and Richard’s wife would take
holidays separately from their spouses, whilst other caregivers reported that they did not plan for
holidays due to care commitments, and increased insurance premiums for the survivor.
Sarah’s daughter and John’s wife stated that their neighbours had offered to provide meals for
Sarah and John, and expressed that both Sarah and John would cope if they had some meals at
home they could reheat at mealtimes. However, Sarah’s daughter expressed concern about ‘what
if’, suggesting that even if Sarah’s daughter did take a vacation, she may worry about her mother
and would not have time off mentally away from the caregiving role.

Sarah’s daughter also

reflected that if Sarah would accept the aforementioned meals on wheels service or sit in service
it would take some of the worry away from her and they could go away for a short break.

This suggests that it was not Sarah who was intentionally preventing her daughter from vacating,
but it was Sarah’s daughter and her own concern about the wellbeing of her mother. The
reluctance to take up services offered supports Bäckström and Sundin (2009) theory that
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survivors often unintentionally ‘put up’ barriers to social participation for their caregivers. In
this instance Sarah is not intentionally preventing her daughter from taking a holiday but due to
her refusal of the meals on wheel scheme, and her daughter’s own anxiety about leaving her
alone,, Sarah’s daughter is reluctant.
On a similar note, John and his partner looked into having meals delivered to John whilst John’s
partner was away and were unsure who to contact. This suggests another area where there is a
lack of information for people living with stroke and their caregivers, further supporting the need
for an information pack which provides such information.

This further emphasises that

caregivers are active seekers of information as Johnson and DeSouza (2009) describe in Chapter
2 (Section 2.2). However, highlighting that professional care provisions do not necessarily
provide opportunity for caregivers to vacation, Penny’s daughter commented that despite having
around-the-clock care, due to her mother’s care needs she:
“Can’t plan ahead, you can have thoughts but you can’t be specific because you don’t
know what the next thing will be.”
(Penny’s daughter: interview 1)
This highlights that the support offered by professional services was not relieving Penny’s
daughter of the caregiver role to the extent that she could take a break away.
John’s partner and Richard’s wife also reported of changes when it came to planning holidays,
reporting that they were unable to travel with their partners as they did prior to stroke and now
vacationed alone or with friends. This indicates a change in travel patterns for John’s partner
and Richard’s wife. However, in contrast Thomas and his wife informed that they may be
vacationing in the UK on a canal boat:
“We talked about having a holiday on the (canal) boat which we’d love to do, and my
daughter said she’d come with us to help because we couldn’t manage the locks on our
own.”
(Thomas’ wife: interview 2)

John and his partner informed the author that they struggle find a hotel suitable for a holiday or a
respite “unless you’re ancient; nothing for their age group” (John’s partner: interview 1). John’s
partner highlighted that he approached a stroke-specific third sector organisation to gather
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information, however they were unable to make any recommendations for respite or services
which would deliver meals to the house. Both John and John’s partner were uncertain as to who
they would approach about this, expressing an unmet need regarding information for respite
provisions. Reflecting on a previous occasion where John’s partner went away with friends,
John and his partner described how they had relied on informal support provisions, supporting
the work of Burholt and Dobbs (2014) which defined support networks as consisting of social,
emotional and instrumental elements:
“A good friend across the road came over and checked they was fed and Ok, I left plenty
of food and instructions to check on you if they hadn’t seen you.”
(John’s partner: interview 2)
It was then revealed that on one occasion John had stayed at a hotel in a local town while John’s
partner went away.
John’s partner stated that because the cost of travel insurance for John had become
“phenomenal” (John’s partner: interview 1) because he had experienced stroke, they were
reluctant to fly abroad:
“Of course, we can’t go abroad any more, well because we I suppose we could but the
insurance; hence we went on the cruise because there was no flying involved, we went
from Liverpool, and all other holidays are taken in this country, aren’t they?”
(John’s partner: interview 1)

Therefore, John and his partner had changed their holidaying behaviours, valuing holidays away,
rather than ceasing to vacation despite reporting that they “are not getting out and about as
much as we used to” on a daily basis (John’s partner: interview 1).

However, Paul and his wife still vacationed abroad post-stroke and reported during the first
interview that they were flying to Portugal to visit friends for a week, one week after the first
interview. At the follow-up interview Paul informed that he had spent Christmas and New Year
with his daughter in Australia. This emphasised that not all participants had changed their
holidaying behaviour.
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Feeling as though he could no longer vacation because he found walking difficult Mark
explained:
“My wife always says…She talks about going on holiday, but I can’t, I’ve had to give up
going away because I can’t walk and I’d be useless.”
(Mark: interview 1)
This also indicated a change in Mark’s wife’s life, as similarly to Richard’s and John’s wives’, if
she wished to vacation she would do so alone or with friends. Furthermore, Richard had on
occasion gone camping post-stroke, however due to his reduction in confidence over time he had
recently stopped going away. This also highlights a change in life since stroke as before stroke
Richard was a keen mountaineer and travelled the world on various expeditions. The findings
here suggest that reduced confidence in going outside of the home can impact negatively in
holidaying activity. Therefore, building confidence and self-esteem outside of the home should
be a key focus in supporting survivors of stroke in their post-stroke lives.

8.6

Chapter Summary

This chapter discussed the survivors’ and caregivers’ everyday lives in terms of intellectual
fulfilment, hobbies, interests and social participation. The survivor participants engaged in a
wide range of activities in order to reap intellectual fulfilment, some of which exampled an
adaptive strategy.

Exploring this in more depth, this chapter examined how the survivor

participants have made adaptions to their everyday lives, not only in the way they carry out tasks
but also the type of hobbies which they engage with. One reason for this is that they actively
sought to find activities which they were able to do post-stroke, however this chapter also
highlighted that some of the activities taken up were not new interests for the survivor
participants, but highlighted that for some survivor participants, becoming retired from
employment, their stroke had provided them with more time to pursue the interests that they did
not have time to pursue prior to stroke.

The survivor participants valued their independence and the caregiver participants played a part
in supporting them with this. However, despite expressing that they sought the survivors to live
independently, their actions did not always reflect that. There was also reluctance for caregivers
to take on support which they were entitled to as they felt that they were coping. Therefore,
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there were opportunities for caregivers to be relieved of some of the burden which were not
being taken up. This demonstrates how caregivers may construct their own barriers to relieving
caregiver burden.

In terms of the level of social participation and engagement in activities, survivor ability was a
factor as to how engaged or how independent a survivor could be. The caregiver participants
supported the survivors in many aspects of their everyday lives, again the level of which was
dependent on the needs of the survivor. The common areas of support included an overseeing
role of cooking tasks, and household administration.

Over time the caregiver participants

reflected upon many roles they have undertaken: overseer, nurse, representative, mediator, and
caregiver as well as being a wife, a daughter, or a cohabiting partner. This emphasises the
dynamic nature of the caregiving role, not to mention the added complexity for those caregivers
who were mothers of dependent children or employed.

One key consideration was that the more independent the survivor was perceived to be by the
caregiver, the fewer burdens was felt by the caregiver. Therefore, supporting caregivers in
supporting survivors with independent living is a key element for reducing caregiver strain and
burden. The caregiver experiences varied case by case. Some of the caregiver participants
reported that they had to give up activities due to lack of time since their caree experienced
stroke, whereas others did not report giving anything up. However, it is worth noting that where
there were service provisions in place, they did not relieve the caregiver participants of their
caregiving responsibilities. The service provisions and their delivery are discussed further in the
next chapter, Chapter 9.

The survivor participants, who were able, were focused on keeping busy. Some of them were
able to take on committee roles at the Stroke Club in voluntary employment. This provided them
with a sense of post-stroke identity and responsibility which contributed to their overall
wellbeing. The findings also show that social media and online technologies are reducing
barriers to social participation for the survivor participants, allowing them to socialise easily in
both text and image form. The internet allowed the survivor participants to form an online
identity and supported a sense of self and they were able to communicate with other people from
inside of their home.

This chapter further informs of the value of Stroke Clubs in reducing barriers to social
participation in the external environment by being a ‘safe zone’; a place where the world of
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stroke is familiar and where people understand stroke and its impact. Through Stroke Clubs,
barriers to the outside world may be reduced or even removed by working with other
organisations to provide them with opportunities to regain the confidence in the external world
for some survivors and, relearn the skills they had before stroke while being around people who
they feel understand them, and seek safety away from their perceived public stigma. This
resonates with the findings of Van Brakel et al. (2012) who observed that stigma reduction
activities and socio-economic rehabilitation are urgently needed in addition to strategies to
reduce the development of further physical impairment after release from treatment.

The findings here confirm the literature on the caregivers’ influence on the everyday lives of
survivors. However, this study builds on the existing knowledge by explaining why and how,
and highlights the challenges experienced by the caregivers. This highlights the value of using a
narrative approach and qualitative research as the findings here build on the quantified measures
reported by researchers in this field.

The next chapter builds on the findings reported so far by discussing survivor and caregiver
support.
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9.0

Findings: Supporting Survivors and their Caregivers

Building upon discussion within the earlier findings chapters (Chapters 6, 7, and 8), this chapter
further contributes towards research aim (2) to identify the avenues of support of the study
participants, and also addresses research aim (3) to explore how Stroke Support Clubs deliver
support to survivors of stroke and their caregivers.

The findings thus far assert that survivor support should revolve around social participation,
independent living, aspiring to return to a pre-stroke sense of life, forming post-stroke identity,
and reducing barriers to social participation.

This highlights that supporting the survivor participants in being independent in their everyday
lives can reduce caregiver burden.

This also provides survivor participants with renewed

confidence and increased self-esteem. The caregiving role presented a variety of challenges for
the families of the survivor participants of this study. Caregiver support was important in
reducing caregiver burden and strain; however, burden and strain did not disappear completely.
It was identified that survivor-focused support also helped ease the burden for the caregiver
participants. In particular Penny’s daughter who stated that the paid caregivers by supporting
Penny also supported her: “they help me to help Mam” (Penny’s daughter: interview 1).

Support was provided to the participants in their everyday lives via various avenues: family,
friends, neighbours, people within the local community, the caregivers’ employers, the statutory
sector, the third sector and the social enterprise sector. The participants’ perspectives of such
support are discussed throughout this chapter. This chapter also discusses the ways in which
social enterprise, in this context Stroke Clubs, have supported the survivor and caregiver
participants as they live with stroke in their everyday lives.
With this in mind, the author reflects upon Wenger’s (1989) support network typologies,
discussed in Chapter 4 previously.

Table 7 shows the typology which best describes the

circumstance of each of the survivor participants. By considering Wenger’s research here, the
table provides a summary of support, as defined in the existing knowledge base. Throughout this
chapter, the findings build on these descriptors by describing in more depth, the support received
by the study participants in their everyday lives.
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Table 7 overleaf shows where the survivor participants and caregiver participants meet the
network typology descriptions. Notably those caregivers who were daughters of the survivor
participants had a wider support network than their mothers. However, the spousal caregiver
participants met the same characteristics as their husbands or partners, with exception of
Richard’s wife who had a wider support network also. This was due to the daughter’s own
lifestyles, and Richard’s wife being more involved in the external environment as Richard’s care
needs were such that allowed it. However, this cannot be generalised for all caregivers and is
solely reflective of the participants of this study.

The author notes that Jane meets two descriptions. This is because she had established a local
support network through long-term residency, however, she also participated in the wider
community. It is worth recalling earlier discussion from Chapter 3 which accounted that over
time, a person may transition between descriptions. This can be due to increased dependency
(Wenger 1989). However, in this context it could be due to increased confidence in the poststroke self or that the survivor has come to terms with stroke, and the caregiver has come to
terms with the caregiving role.

To provide an example, the author refers to Richard. Earlier in Chapters 6, 7, and 8 it was
established that during the early days and months of his post-stroke life Richard had been more
active and was more involved in the external environment than he was at the time of his first
interview. Richard’s decrease in confidence as his post-stroke fatigue increased meant that his
support network had changed. Perhaps in the early months of his post-stroke life Richard would
have met the descriptors of the local integrated support network or wider-community focused.
However, at the time of interview Richard met the private-restricted typology.

Furthermore, it is worth noting that not all of the participants meet (fully) the typology they have
been assigned. For example, Richard and Penny have local kin. However, they are a closer fit to
the private-restricted typology than the others due to their lifestyle and limited contact with the
local community. Thus, these typologies must be considered loosely.
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Table 7: Support Network Typologies

Support Network Typology

Description of Traits

Participants who Portrayed
these Traits
Local Integrated
Typically incudes close Jane , John and John’s partner
relationships with family,
friends and neighbours;
usually based upon longestablished residence and
active community
involvement in the past or
present.
Local Self-contained
Typically arm’s length
Mark
relationships or infrequent
contact, if any, with local kin.
Relies mainly on neighbours.
Have a retiring nature and
largely privatised housecentred life style.
Community involvement if
any is low key.
Wider-community Focused
Typically includes distant
Jane, Paul and Paul’s wife,
kin, with high salience of
Sarah’s daughter, Penny’s
friends and some neighbours;
daughter Richard’s wife and
characterised by high levels
Ruth’s daughters
of community activities and
involvement, usually
associated with absence of
local kin.
Family-dependent
Primary focus on close
Sarah, Ruth, Thomas and
family with few peripheral
Thomas’s wife
friends or neighbours. Often
based on shared housing
with, or living close to, an
adult child.
Private-restricted
Absence of local kin, other
Penny and Richard
than perhaps a spouse.
Limited contact with local
community. No local friends
and superficial contact with
neighbours.
(Informed by Wenger 1989, in Jefferies M. 1989, 171-172, presented in Figure 3 of this thesis:
Wenger’s Network Typologies, page 52).
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9.1

Support from Employers

Those caregiver participants who were also employed full-time highlighted that their employers
had been supportive alongside their caregiving roles. As previously mentioned, Sarah’s daughter
and Paul’s wife found their employers to have been supportive in allowing Sarah and John to
attend their place of work during the day; each day for Paul, once weekly for Sarah (when there
was a day centre clinic on). Paul’s wife and Penny’s daughter were employed within the service
sector, whilst Sarah’s daughter and Ruth’s daughters were employed in the healthcare sector.
Paul’s wife considered:
“I was lucky really; I had a job where it was alright.”
(Paul’s wife: interview 1)
Sarah’s daughter, Paul’s wife, Penny’s daughter and Ruth’s daughters also reported that their
employers had been supportive in allowing flexible working hours with Ruth’s daughters
reporting that they were able to take unpaid leave from their employment if required:
“I think we are probably both fortunate in that where we work, there is a degree of
understanding if we need to take leave to organise things.”
(Ruth’s daughter (a): interview 1)

This suggests that as their employer was aware of the potential challenges they faced as they
were employed within the statutory health sector, there was a degree of support which existed.

9.2

Support from the Local Community, Family and Friends

The study participants valued the support they received from people residing within their local
community, their families and their friends. The WRO (2009) identified that 94 percent of
Welsh respondents to their studies reported a very good or fairly good perception of quality of
life, owing it to a positive feeling of community life. Their participants reported that they valued
the community in which they lived and the support which they received.

This was also

evidenced by the participants of this study. Furthermore, the participants of this study reflected
that they found the areas in which they lived spiritually uplifting; contributing to a feeling of
wellbeing in their everyday lives. More specifically, Paul’s wife found that the community in
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which she lived hosted a: “relaxed way of life” (Paul’s wife: interview 1) which she felt was
beneficial to her wellbeing. Paul’s wife also commented on the friendliness of people within her
local community:
“There is always somebody you can talk to, even strangers, they will all stop in the layby and have a chat.”
(Paul’s wife: interview 1)

These views were also expressed by Sarah and her daughter, Jane, and John and his partner who
commented that they felt a sense of security where they resided, as they knew everybody within
their community, and had family and friends who lived nearby.

These views build upon

community structure theory reported earlier in Chapter 3 by Williams (2008).

As previously mentioned in Chapter 8, community cohesion allowed Jane to feel confident
within her community as people were aware of her communication difficulties and were
supportive in understanding other ways which Jane may communicate, such as using hand
gestures for example. However, this was not the case for all of the participant survivors. Mark
and Richard expressed that they lacked confidence within the external environment (in their local
community) due to perceived public stigma (discussed in Chapter 6 previously). This supports
earlier statements from Reeder and Pryor (2009) and Weiss (2008) in Chapter 2 who claim that
anticipation of public stigma is a barrier to social participation to the external environment. In
addition, Ruth described that she felt there was a lack of awareness about stroke within her local
community as well as a general lack of awareness of physical and neurological disability.
Describing this as “an on-going battle” (Ruth: interview 1) Ruth considered that with an
increase in stroke awareness campaigns coming from the statutory sector people were:
“Finally beginning to become more aware of stroke.”
(Ruth: interview 1)

Reflecting back to the literature discussed in Chapter 4, this highlights an area of contrast.
Williams (2008) suggested that traditional community structures in Wales were eroding due to
increased migration. This suggests that the increase of migration into Welsh communities could
result in the close-knit community networks not being as strong as they once were due to cultural
divergence, which was said to impact upon community values. Although the study findings
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cannot be generalised across the whole of Wales, the participants of this study had not
experienced this. For instance, Jane had lived in her local community all of her life and felt that
there was strong community cohesion, as did Paul and his wife who had migrated into the area
from England. Paul’s wife reflected on their experience of the community in which they lived,
and reflected that they had migrated from England into Wales not long before Paul experienced
his stroke:
“With us only been here 18 months so you don't know how people are going to react.”
(Paul’s wife: interview 1)

Emphasising community cohesion, she continued:
“The thing that made a big difference is that everybody asks and talks to us, ‘how you
doing?’”
(Paul’s wife: interview 1)
Identifying the extent of support and cohesion within the community, Paul’s wife (interview 1)
asserted: “even the bus driver.” However, despite this contrast with the literature reported by
Williams (2008), it is worth considering that in this case, the participants and their neighbours
were able to communicate in fluent English. The literature here may refer to migration patterns
reported by Williams (2008) as inclusive of Polish, Lithuanian, Estonian and other migrant
groups, where the cultural divergence and communication gap may be greater.
Reflecting further upon family support, Sarah’s daughter found that support and understanding
from other family members alongside the caregiving role was beneficial to her coping with her
caregiving responsibility, as her caregiving role meant that she spent a lot of time away from her
family and the family farm. This contributes to the findings reported in Chapter 7 which
highlight the impact on the lives of those family members of caregivers. Suggesting that such
support was not the case for all, such support was not felt by Penny’s daughter who expressed
frustration at her siblings:
“I’ve got an older brother and a sister actually; one lives away and the other is less than
useless so, it's all down to me.”
(Penny’s daughter: interview 1)
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This also suggests that where others receive support from their family in their caregiving role,
this is not always the case. This highlights a potential conflict as Penny’s daughter had taken on
sole caregiving responsibility as one of three siblings, as did Ruth’s daughters, being two of four.
In fact, Penny’s brother had followed the migration trend informed by Williams (2008) in
Chapter 4 as he migrated into England in search of further work. This further highlights the
change in community structures as people are moving out of rural Wales into more urban areas,
seeking employment. This supports Williams’s (2008) theory that migration is corroding typical
community structures (discussed in Chapter 4 previously) which leads to there being increased
reliance on statutory sector healthcare and support (the Institute of Rural Health 2009).

A key change in everyday life reported by Paul during this research was the aforementioned
death of Paul’s wife. The support Paul received from his community; friends, neighbours, and
Stroke Club had helped him to come to terms with this event:
“My neighbours have been an absolute godsend; they can’t do enough for me.”
(Paul: interview 2)

Another key event experienced during the duration of this study was reported by Ruth, whose
home had been flooded prior to her follow-up interview. Praising her family for their support,
Ruth explained how she temporarily resided with her youngest daughter until the local
authorities had repaired the flood damage to her home. This emphasised a key value in support
from family as the local authorities could not arrange temporary accommodation for Ruth at this
time. However, Ruth’s daughters reflected that they were disappointed that the Stroke Club did
not do more by way of community support:
“She didn’t hear from them and she had lost everything.”
(Ruth’s daughter (a): interview 2)

The findings here emphasise how community support can impact on a survivor’s everyday life,
and how those people within their community; their friends, family members, neighbours, and
employers contributed to supporting the caregivers in their caregiving role.

This further

supports the aims of the Welsh Governments Stroke Delivery Plan (Welsh Government 2017)
and its aim to support people in their local communities.
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9.3

Statutory Sector Support

With older populations and vulnerable people in Wales being more reliant on informal social
support structures, The Institute of Rural Health (2009) suggest that the aforementioned erosion
of traditional communities will result in greater reliance on the statutory sector. Here the
participants’ reflections on their statutory sector support experiences are discussed.

Statutory sector support was provided via local authority services provisions which included inhome adaptions, accommodation, and professional caregivers. Support from the statutory sector
also included financial support by way of state benefits.

Throughout Section 9.3 the participants perspectives on the support they received from the
statutory sector whilst at hospital during the early stages of their post-stroke lives, and the
support received in the months and years thereafter are discussed.

9.3.1 Whilst at Hospital
During the early stages of their post-stroke lives, the participants’ experiences were mixed.
Ruth’s eldest daughter recalled feeling “grateful” (Ruth’s daughter (a): interview 1) that they
happened to be employed at the hospital where their mother was receiving treatment. This was
because they felt that:
“Some of the things that were happening were quite upsetting”.
(Ruth’s daughter (a): interview 1)
Ruth’s daughters explained that they were able to visit their mother outside of normal visiting
hours. This meant that they saw Ruth was not being helped to eat at mealtimes. Ruth’s eldest
daughter reflected that she would feed her mother by helping her cut up her food and put it on a
fork for her:
“If I hadn’t been there she wouldn’t have had proper food to eat.”
(Ruth’s daughter (a): interview 1)
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Feeling dissatisfied with the support Ruth was receiving at meal times from nursing staff, Ruth’s
eldest daughter affirmed that the hospital:
“Hadn’t done the thorough assessment. That should have been done!”
(Ruth’s daughter (a): interview 1)
The reflections of the early stages of stroke highlighted that Ruth’s daughters felt that the
outcome of Ruth’s stroke in relation to her communication difficulties had been misdiagnosed,
which Ruth believed to have impacted upon her communication effectiveness in the months and
years thereafter:
“I went to a speech place, but all they did was show me objects, and I couldn’t say what
they were, they didn’t seem to realise that it wasn’t that I couldn’t talk, it was…. all of a
sudden……………. I couldn’t remember what they were.”
(Ruth: interview 1)
In this instance, Ruth felt that her diagnosis was incorrect, and her recovery affected. Ruth’s
eldest daughter also felt that Ruth was at risk of a decline in nutritional health because she was
not given the assistance she needed to consume food.
Expressing further frustration, Ruth’s youngest daughter reported that she felt that there was also
a lack of focus on prevention. Providing an example, she explained that Ruth had experienced
reoccurring urine infections as a result of her stroke. As a result of this Ruth’s daughters felt that
Ruth had increased vulnerability:
“When in the middle of one (a urine infection) you have a limited capacity to move
around, which obviously make the person a bit more vulnerable if they fall.”
(Ruth’s daughter (b): interview 1)
Explaining that the hospital was aware, Ruth’s youngest daughter explained that:
“It was sort of assessed (by the hospital) with a view to whether she might be eligible for
provision of prescription pads.”
(Ruth’s daughter (b): interview 1)
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Emphasising that this was a limited solution and failed to solve the long-term issue, Ruth’s
youngest daughter continued: “but that is only one element of it” (Ruth’s daughter (b): interview
1).

Informing of her frustration that the hospital had not provided an effective solution to the ongoing problem, and had not provided a solution to prevent the initial infection, Ruth’s youngest
daughter emphasised:
“It is actually recognition that these were becoming an occurrence and what that could
be doing was never addressed.”
(Ruth’s daughter (b): interview1)
Taking matters into her own hands, Ruth’s youngest daughter, through her employment, carried
out a referral to an incontinence specialist and reflected:
“They’ll assess you and decide whether or not you can have something.”
(Ruth’s daughter (b): interview 1)
However, Ruth’s daughter b) further asserted:
“It looks like you were asking for that kind of provision when in fact you are not, you are
asking for general help in management and controlling it and preventing something
which if it wasn’t controlled, had an impact on that person’s capacity to manage.”
(Ruth’s daughter (b): interview 1)
Summarising, Ruth’s daughter reflected:
“There was a certain level and depth of support, but it would be nice if it went to a
deeper level occasionally.”
(Ruth’s daughter (b): interview 1)

This suggests that there could be more of a focus on prevention and management of conditions in
general incorporated into the hospital’s patient strategy. It is a concern that Ruth’s daughters had
to refer for appropriate treatment themselves. This leads the author to consider other scenarios:
what if the caregivers were not employed in the statutory sector and were not able to refer Ruth
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themselves? Or what if Ruth didn’t have any caregivers?

The impact of experiencing

reoccurring infections was likely to take a toll on Ruth’s wellbeing. Furthermore, treating
problems as they occur is not the most cost-effective strategy for the statutory sector; prevention
being far more cost-effective as well as being better for the wellbeing of the patient.

Recognising that their own employment could be considered advantageous to the situation,
Ruth’s daughters reflected:
“I feel really strongly around those people who don’t know the system or are not local so
they don’t know who they are trying to contact – that I should imagine has quite a big
impact on time and just dealing with it must be quite hard.”
(Ruth’s daughter (a): interview 1)

This notion and gaining information is discussed further in Section 9.3.3.

9.3.2 Rehabilitation
At point of discharge from hospital a stroke patient, once assessed, is typically given a
rehabilitative plan. This plan is unique to the individual and aims to help them return to an
independent life.

Sarah and Paul both had an occupational therapist who would visit their homes as part of their
rehabilitative plan. Paul’s wife reflected that Paul’s occupational therapist, who visited the
house twice weekly, was considered “a mentor” (Paul’s wife: interview 1) as they were able to
answer any queries Paul and his wife had, acting as:
“A safety net really, someone there if I had a problem.”
(Paul’s wife: interview 1)

Thomas also received speech and language therapy at his local hospital.

Furthermore, a

physiotherapist had given Thomas a list of exercises to carry out, however there were no followup appointments to assess his progress.
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Thomas’s wife highlighted that this lack of follow-up meant that Thomas was not very motivated
to try:
“He’s got all the help but he doesn’t do it.”
(Thomas’s wife: interview 1)

This highlights that the support was there, however as there was no follow-up procedure in this
case, there was a lack of motivation to participate in the recommended exercises and activity.
This further supports goal-setting as a way of motivating survivors to carry out rehabilitative
exercise, and further examples how caregivers take on the role of encouraging participation.
Ruth’s youngest daughter reflected that:
“If you felt that you needed certain support around exercise opportunities to continue
your rehabilitation as much as is possible it would be extremely difficult.”
(Ruth’s daughter (b): interview 1)
Ruth’s daughters informed that Ruth was offered access to additional rehabilitation locally
however the provision was unreliable as it was cancelled on three out of four occasions.
Furthermore, Ruth’s daughters felt that the period of service delivery on this occasion was not
sufficient:
“They tend to concentrate on the very basics of personal care and although there was
some suggestion that they might look at that next stage which is getting people back to
moving around in the wider environment, which is very key; that didn’t really happen.”
(Ruth’s daughter (b): interview 1)
Ruth’s eldest daughter affirmed that there was a lack of stroke-specific rehabilitation and
opportunities to gain on-going support after hospital discharge and commented:
“The services stopped a little soon in that they do tend to concentrate on the very basics
of personal care.”
(Ruth’s daughter (a): interview 1)
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This suggests that it is key to provide support for survivors outside of the home in their local
community, not just enabling them to return home. Further highlighting the insufficiency of the
support provided, Ruth’s eldest daughter affirmed:
“That is where there is a lack of support – in rehab, definitely.”
(Ruth’s daughter (a): interview 1)

This further emphasised the need for support in the months and years after stroke. When Paul
and John were discharged from hospital they returned as day patients for physiotherapy once
weekly, which was limited to a specified number of weeks. The survivors reflected that they
would have liked such provisions to be a part of their everyday life for the longer term; for the
months and years after stroke. More specifically Paul reflected upon a joinery workshop which
he had attended as part of his rehabilitation and wished that he was still able to attend. This
emphasises that the participation aspect of this was a valuable part of Paul’s rehabilitation
programme and that Paul wished to incorporate such clubs into his everyday life. This highlights
a demand for a long-term strategy focused upon supporting people living with stroke. However,
this may not necessarily be through the statutory sector rehabilitative strategy; but through
supporting people through activities in everyday life which could be best delivered through
social outlets, and community groups such as Stroke Club, or other social enterprise or third
sector organisations. In fact, Paul’s keenness to have such activity in his everyday life was
further evidenced by his participation in voluntary employment.

Therefore, encouraging

survivors into voluntary employment (where they are able) may help to address some of their
own needs whilst supporting their local community.

9.3.3 Gaining Information
Lack of information was reported by McKevitt et al. (2011:2012) to be an unmet need of
survivors. McKevitt et al.’s studies dated in 2011 and 2014 suggest this to be an on-going issue.
This study shows that lack of information was still an issue, despite the changes in statutory
sector policy which sought to address it.

This lack of information was experienced whilst in hospital, and in the months and years after
discharge. Supporting Johnson and DeSouza’s (2009) notion of the caregiver being ‘active
seekers of information’, the study participants describing that information sharing was “pretty
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much one way” (Ruth’s daughter (a): interview 1). The caregiver participants felt that they were
given information if they asked for it, and that they were:
“Relying on others to fill in those blank bits.”
(Ruth’s daughter (a): interview 1)
Supporting this, Penny’s daughter affirmed: “they don't tell you anything” (Penny’s daughter:
interview 1).

As previously stated, the caregivers felt that this lack of information caused a great deal of
unnecessary uncertainty, strain and worry. They felt that if they were told more about the
possible outcomes of stroke they would have been better prepared for the caregiving role.
Furthermore, those caregivers shared a desire to learn more about stroke such as how and why it
occurred, and the cause, regardless of their prior experience or potential knowledge base. This
highlights a weakness in Welsh health and social care strategy and is something which the Welsh
Government (2015) aims to address in its 2014 Social Services Wellbeing Act, through its efforts
to make information available to all. Ruth’s daughters explained that despite them working in the
sector, there were still things that they were not aware of:
“We are not aware of the carers groups, or aware of what support there is out there.”
(Ruth’s daughter (a): interview 1)
Ruth’s eldest daughter reflected:
“We know the system and what to ask, but it makes you wonder how much support new carers
who have never had that role at all; never having experienced anything like that before, how
much information you get imparted to you to help make their journey into the caring role.”
(Ruth’s daughter (a): interview 1)
However, Ruth’s youngest daughter added:
“We didn’t seek it and it wasn’t offered, but it makes you wonder whether it is offered on
a regular basis.”
(Ruth’s daughter (b): interview 1)
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Ruth’s daughters felt that the hospital staff had made assumptions about their prior knowledge
and perhaps the staff didn’t share information with them because they thought they knew all
there was to know. Ruth’s daughters considered that their experiences may be non-comparable
to those who were not employed in the healthcare profession. They reflected that hospital staff
may have assumed that their knowledge base was adequate for their situation because they had
some knowledge through their employment. However, they did not feel that this was the case.
Considering the reflections from other caregivers, it can be stated that the lack of information
provided wasn’t because the staff assumed they knew the information; it was a general issue with
information sharing. However, this issue has been acknowledged by policy makers in their plans
to improve caregiver information, and support services they are entitled to through the Welsh
Government’s (2014) Carers Strategy for Wales.
Furthermore, Ruth’s youngest daughter pondered:
“Perhaps because you are seen to deal, they (the hospital staff) don’t feel the need for
that kind of pushing (to give you information), regardless of what your potential
knowledge base is.”
(Ruth’s daughter (b): interview 1)
Despite a lack of information whilst at hospital being a key issue for the participants, Ruth’s
daughters and Paul’s wife stated that there were some staff at the hospital who were a good
source of reference:
“If you did ask the questions you got reasonable answers, and you got a reasonable
understanding of what the difficulties might be.”
(Ruth’s daughter (b): interview 1)
Paul’s wife also had this experience and expressed concern that people would be asking the right
questions:
“You don’t know the questions, so you can’t ask, and it’s up to us to ask.”
(Paul’s wife: interview 1)
This supports the notion of caregivers being ‘active information seekers’ further supporting
Johnson and DeSouza’s (2009) description of caregivers being active seekers of information.
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Ruth’s daughters reflected that their employment within the statutory sector was beneficial when
accessing support as they had:
“Some knowledge of the system, of the way the system works, and the way that (LA)
Services work.”
(Ruth’s daughter (a): interview 1)
However, Ruth’s eldest daughter commented that despite them having this knowledge they
found that:
“It was quite frustrating sometimes to get everything in place.”
(Ruth’s daughter (a): interview 1)

Furthermore Richard, Thomas and their wives reflected that they had received support and
information from their district nurse and their local GP practice:
“If I needed support the (GP) surgery is very good, so if I needed support that would be
the place to go.”
(Richard’s wife: interview 1)

The GP practice had informed Thomas and his wife of where to find information about financial
support and home adaptions Thomas’s wife reflected:
“The doctor told me to get onto the county council, so we did.”
(Thomas’s wife: interview 1)
However, John’s partner recalled an incident when she was approaching the GP practice asking
for referrals to an exercise scheme:
“I think a lot of it was me sort of instigating these things.”
(John’s partner: interview 1)
John’s partner here demonstrated the proactive information seeking behaviours described by
Johnson and DeSouza (2009) discussed earlier in Chapter 2. This highlights the importance of
the caregiver role in ensuring that the survivors’ needs are taken care of, and that the survivors
also receive the information they need. The lack of information reported by caregivers is not just
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in relation to the caregiving role, but also information for the survivor participants and how they
can address their needs, and ensure that they get the treatment and support they need and are
entitled too. However, as Paul’s wife questioned (interview 1): “How do the caregivers know
what to ask if they do not know what is available to them?” This highlights an area of great
concern for survivors and their caregivers in their everyday lives.

Highlighting inconsistencies with the delivery of information, the caregiver participants reported
that:
“It was just down to individual staff, because when you went in the unit sometimes they
imparted information and sometimes you had to go and ask and seek.”
(Ruth’s daughter (b): interview 1)

This resulted in the caregiver participants feeling responsible for finding out information, when
in reality they wanted to be offered the information unprompted:
“You would quite like them to be answering the questions for you.”
(Ruth’s daughter (b): interview 1)

The caregiver participants reported that this contributed to feelings of burden and strain during
what they considered to already be “a challenging time” (Paul’s wife: interview 1). This
suggests that there is a need for healthcare professionals to focus on the timeliness and
consistency of information delivery to service users.
Ruth’s daughters described a challenge they faced with Ruth’s GP practice. Despite them being
aware of Ruth’s difficulties with her writing and memory, the receptionists would telephone
Ruth with the results of her warfarin tests. However, Ruth found: “writing down numbers”
(Ruth’s daughter (a): interview 1) hard, furthermore Ruth could not memorise the numbers
either:
“This lack of recognition at a GP practice meant that they are sending information
verbally over the phone to somebody who potentially couldn’t record it.”
(Ruth’s daughter (a): interview 1)
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This highlights an area where improvements could be made by training receptionists of the GP
practices in being more aware of the communication needs of their service users. This would
assist them in providing a more effective and efficient service. With the Welsh Government
investing into GP surgery staff training, the author hopes that this issue will be addressed in the
future.

Policy makers have acknowledged that there is an issue with information sharing to survivors
and caregivers, and although the strategy may be implemented from 2012, the delivery of the
strategies in place to address this issue need to consider not just those survivors and caregivers as
they leave the hospital from 2012, but also those who are living with stroke in their everyday
lives from strokes which occurred prior to 2012.

However, there are further challenges in delivery. There is the issue of caregivers and how to
identify them, but also how to deliver the initiatives to survivors who may have had a stroke
outside of the UK, as was the case for Richard and Thomas who had already faced difficulties in
trying to access the support they needed from the UK’s statutory sector.

Identifying that there is a need for continuous support post-stroke, Paul’s wife also affirmed that:
“Some issues don’t manifest themselves until they have got over the initial trauma and
they are trying to regain their life.”
(Paul’s wife: interview 1)

This was emphasised by caregivers in this study who valued their local Stroke Clubs as avenues
of support which allowed them to ask other members for advice and guidance about issues which
occurred in their everyday lives. Providing an example of this, Paul and his wife reflected that
they were not aware that Paul could apply for a mobility car initially. However, with the help
and advice from the host of their local Stroke Club and other members at their local Stroke Club,
Paul discovered who to contact about a driving assessment, which allowed him to get an adapted
mobility car which allowed him to drive again, supporting his independence. Paul’s wife also
described how Paul had developed a rash under his immobile arm which caused them concern:
“nothing was shifting it” (Paul’s wife: interview 1). After asking a caregiver at Stroke Club if
they had ever come across something similar she discovered that the rash was a common
occurrence for survivors with immobile limbs due to the skin irritation caused by the lack of
movement. They were advised which cream worked and therefore gained a remedy. This
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further demonstrates how Stroke Club provided an avenue for gaining information for the study
participants.
In addition, Paul and Thomas’s wives, John’s partner and Penny’s daughter expressed irritation,
confusion, and frustration in regards to claim forms they were required to complete for DVLA
and financial support.
Paul’s wife explained:
“We kept getting these forms, but nobody tells you, you don't know! But even if we'd
known that with the modifications he could drive again, we wouldn't have known what
modifications Paul would need because until he had been assessed he wouldn’t know
what he was capable of anyway.”
(Paul’s wife: interview 1)
Paul’s wife recalled that she was also unaware that they could claim Disability Living Allowance
(DLA) until she had a chance conversation with a nurse at the hospital:
“If it wasn’t for the lady at the hospital mentioning that we could apply for disability
living allowance, we wouldn’t have known it even existed.”
(Paul’s wife: interview 1)
Reiterating the issue with delivery of information Paul’s wife also explained that the civil
servants who she had dealt with regarding benefits and financial support were not helpful in
telling her what Paul and herself were entitled to:
“Civil servants think you know more than you do, or you should know more than you do.
I wish they would realise that, they ought to be more well-informed.”
(Paul’s wife: interview 1)

This added further stress to what was already a stressful time. In addition, this highlights that the
effectiveness of statutory sector support offered, and any policies and initiatives in place rely on
the people employed in the customer-facing roles. This suggests that there is an issue with
implementation and delivery of information. Such issues can lead to barriers to access to
information and thus access to support structures put in place. Furthermore, there is also
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potential for survivors who are not coping well with their stroke, or caregivers who are not
coping with their caregiving role, to feel reluctant to ask for support if the information is not
easily available.
There is also potential for opportunities to support such individuals being missed as the system
was not proactive in offering support to survivors and caregivers:
“They don't know the consequences for the people at the other end, and also, you don’t
necessarily know what questions to ask, you know, as to what you are entitled to.”
(Paul’s wife: interview 1)

Reflecting upon early post-stroke life the caregiver participants reported that they felt they were
alone and were unaware of what was going on. However, Ruth’s daughters reported that they
were more informed once Ruth had been referred to a rehabilitation unit:
“They give a lot more information to you themselves when you are visiting in the rehab
unit.”
(Ruth’s daughter (a): interview 1)

Furthermore, a contradiction of information provided and actions between different professionals
was reported, highlighting that there was an inconsistency of communication between hospital
staff, support services and the service users themselves. This impacted negatively on the overall
efficiency and coordination of treatments and services.

However, reflecting back to the

outcomes of stroke and their unpredictability, it is possible that the hospital staff were better
informed at rehabilitation stage. This suggests that once medical staff establish the outcome of
the stroke and the patient is undergoing rehabilitation, the appropriate information may be more
available.
The findings discussed here support Paul’s wife in her recommendation for a standardised pack,
as discussed in Chapter 7 previously.
“Written in layman’s terms that everyone can understand.”
(Paul’s wife: interview 1)
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9.3.4 Local Authority Support
Representatives from the local authority services visited the homes of the survivor participants
and offered support to Sarah and Penny. As previously stated, carers in the morning and
evening, the meals on wheels and the sit in service schemes were rejected by Sarah:
“I don’t know who they are going to be. No, I don’t want strangers coming to my
house”.
(Sarah: interview 1)

Other than concerns that the visitors may be people she did not know, Sarah felt that she may be
restricted by the times they would want to come over:
“If I want to go to bed and they have not been, I can’t go.”
(Sarah: interview 1)
Furthermore, Sarah’s daughter considered: “why pay when we are managing?” (Sarah’s
daughter: interview 1).

This suggests a preference for support from people known to the

survivor, and contributes towards the findings discussed in Chapter 8 previously in supporting
Bäckström and Sundin’s (2009) theory of survivors putting up barriers to caregivers by not
accepting support from others. However, Sarah’s daughter felt reassured in knowing that there
was support available if it was needed at any point in the future. However, in-home adaption
provisions had been put in place for Sarah and Penny. John also reported that he had received a
home assessment by local authority services, however he did not require any of the provisions
that they suggested.

Penny was fully dependent on professional carers for all aspects of daily living. Describing the
support put in place by the local authority services, Penny described:
“They do my shopping, they wash me, and dress me, they take me to the toilet and bring
me back to this chair, and then they come back at dinner time, give me something to eat.”
(Penny: interview 1)
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Penny’s paid caregivers would also ensure that Penny had eaten a sufficient amount of food at
meal times.

The professional care provided by local authority services relieved Penny’s

daughter of some of the caregiving responsibilities:
“They’re a godsend as far as I'm concerned, they really are.”
(Penny’s daughter: interview 1)

Although the provisions of professional caregivers were initially centred around caring for their
client, such provisions also provided a level of support for their caregivers. This supports
initiatives that have been put in place by Welsh Government with the aim of supporting
caregivers in living a fulfilled life.
Thomas’s wife reflected that the local authority employed a caregiving organisation which had
sent nurses to their home to help Thomas with his personal care, helping him to shower and
apply body cream. Dissatisfied with the service provided, Thomas’s wife reported that they
were unorganised and irregular:
“Sometimes they’re an hour and a half late, and Thomas would be sitting in their pyjamas
waiting when we could be out walking.”
(Thomas’ wife: interview 2)

This highlights where this provision had placed time constraints on Thomas. Furthermore
Thomas’s wife reflected that because the caregiving organisation would send different people
each day, she was also constrained to stay in the house to wait for them so that they could be
informed what needed to be done, reflecting that Thomas would often:
“Say that he is OK today, and then they don’t do anything.”
(Thomas’s wife: interview 2)

This supports claims within the literature reporting the support provided to be inadequate
(McKevitt et al. 2011). Thomas’s wife also reported that she had asked the nurses to let
themselves into the house as Thomas had hearing difficulties and could not always hear the
doorbell. However, the nurses would not walk in and so often they had been and gone, and
Thomas would still be sat there waiting. This resulted in Thomas’s wife staying at home to wait
for the nurses to come. Thomas’s wife considered the local authority paid caregivers to have
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been helpful as she was struggling before due to her own health, however she felt that she was
still constrained to being in the house until they had been.
Similarly, Penny’s daughter reported feeling frustrated at the rotation of paid caregivers,
rationalising that:
“Once they have been here a while and they had become familiar [to the person they
cared for], and they had gotten to know the routine, they’d turn them out.”
(Penny’s daughter: interview 1)
Penny’s daughter had expressed that it was useful when the paid caregivers became aware of the
type of things Penny liked for her shopping and how Penny liked things done around the home:
“She won’t always say what she wants or if she needs anything.”
(Penny’s daughter: interview 1)

The nurses who knew Penny would prompt her with suggestions of food she had liked in the
past. Penny’s daughter concludes her frustration: “it’s a joke” (Penny’s daughter: interview 1).
However, acknowledging how beneficial the paid caregivers could be, Penny’s daughter
reflected that: “having good carers makes a lot of difference” (Penny’s daughter: interview 1).
They relieved her of some of her caring responsibility and supported her in her own life by
giving her time for her own commitments; her work and children.

However, highlighting other areas where support had been good, Jane, Penny and Thomas
(interview 2) informed that they received an allowance for them to have a cleaning service visit
their homes:
“This is all through the local authority and the hospital board Our Care, very good –
and people get a little allowance which pays for the cleaning.”
(Thomas’s wife: interview 2)
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This took some of the household responsibility from the participant caregivers:
“I’ve given up worrying about the house now.”
(Penny: interview 1)

This highlights the broad depth of support which the local authority services provide in
supporting the participants in their everyday lives. Here, the caregivers also highlighted that
although the support provisions were client focused; they also provided a support to the
caregivers as it relieved them of some element of the caregiving role.

However, implementing the provisions required for Penny hosted further challenges for Penny
and her daughter. Despite Penny and Ruth reporting that they felt lucky as their homes had
already been adapted for wheelchair users, Penny’s daughter informed that it took a long time to
get the necessary additional adaptions made to meet the needs of Penny. Frustrated, Penny’s
daughter’s stressed: “it took them (LA services) ages” (Penny’s daughter: interview 1). Penny’s
daughter reported that the bathroom should have had the necessary adaptions before Penny was
discharged from hospital as although it was adapted for a wheelchair user, it was unsuitable for
Penny’s post-stroke needs. Penny’s daughter reported that the adaptions were made three years
after Penny’s discharge. This is an area of great concern and highlights where there is a lack of
communication between the hospital and social service departments. This is something that the
Welsh Government aims to address in its 2014 Social Services Wellbeing Act. The fixtures for
the bathroom were a necessity as they assisted Penny’s daughter in getting Penny showered and
washed properly.

Not only did this situation cause upset, strain, stress and frustration, it

contributed further to the burden of caregiving and could potentially have implications for the
privacy and dignity of the survivor:
“She had no dignity. It was awful.”
(Penny’s daughter: interview 1)
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9.3.5 Financial Support and Advice
Those survivor participants who were not eligible for a pension at the time of their stroke were
able to draw on their pensions early because they were unable to work, or claim pension credits.
The survivor participants informed that they also claimed Disability Living Allowance, with
Penny also being eligible for income support. With Sarah, Penny and Ruth residing in wardenassisted accommodation, they also stated that their rent was paid in part by the statutory sector.
When reflecting upon gaining awareness as to what they could apply for, Paul’s wife reflected
(in Section 9.3.3) that a “chance conversation” (Paul’s wife: interview 1) with a nurse at the
hospital enabled her to find out which financial support both Paul and herself may be able to
apply for. Furthermore, they reflect that the advisors at the Job Centre were also helpful at this
stage.

9.4

Third Sector Support

During the transition home, five of the nine (Sarah, Paul, John, Ruth, and Penny) case studies
declared that a representative from a stroke charity had visited them whilst at the rehabilitation
unit or recently after discharge at home, informing them of their support services and Stroke
Clubs in the area. Furthermore, John’s partner recalled that the stroke charity representative also
telephoned to assess if John needed any home adaptions, exampling how the third sector
organisation aimed to meet their aim of making at least 90 percent of survivors aware of their
services when they experience stroke by 2015 (Stroke Association, 2013). However, John’s
partner felt: “they didn’t really tell us much, did they?” (John’s partner: interview 1), this
suggests that this opportunity for communication with the survivor and caregiver participants
here was not utilised effectively.
distributed.

This was a missed opportunity for information to be

Penny had also received support from an older person’s charity who sent a

representative to her home to help complete finance-related forms. The older person’s charity
had also provided Sarah with:
“A green pot, I call it the emergency pot, and they’ve got a piece of paper inside the pot
which you fill in details of your next of kin, all the medication and everything, and then
put a sticker on the door outside to say that you’ve got a pot in the house so that in the
event of an emergency, the paramedics or whoever comes out, they know they have the
details they need.”
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(Sarah’s daughter: interview 1)
This demonstrated how the older persons’ charity focused on helping with practical advice in
everyday life.

Thomas and his wife had also been offered support from a caregiving organisation as they
responded to a leaflet which was distributed through the letter box. Thomas’s wife further
stated:
“We’ve had a lot of good people, they’re good down at the carers service, they keep
ringing up to make sure everything is alright.”
(Thomas’s wife: interview 1)
Thomas’s wife reflected:
“I think we’re very well looked after really you know, the 12 months that we’ve been
here, I think Wales is excellent for elderly care you know.”
(Thomas’s wife: interview 1)
However, reflecting on carer support, Thomas’s wife observed:
“I can go to the carers’ meeting, and can go to lunches and things, but the trouble is
sometimes you can’t take your partner but I mean what is he going to do for lunch while I
go somewhere else for it? You see?”
(Thomas’s wife: interview 1)
Thomas’s wife reflected that “I don’t think that I’ve been to a meeting properly” (Thomas’s
wife: interview 1), highlighting that she would like to go, however her caregiving role was
preventing her from being able to take up the support offered.

However, Thomas’s wife

reflected that if the carer’s service was delivered in a way that:
“We could go together and have a coffee there, you can sit and have a chat even while I
nip around and do some shopping.”
(Thomas’s wife: interview 1)
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Thomas’s partner expressed that she would be more able to attend if Thomas was able to come
too. This highlights that access to caregiver support becomes a barrier when the survivor is not
considered by the support provider; rendering the provision inefficient. However, as they would
get the bus there, they would more likely only go when the weather was nice. This highlights
that the support is there if it is needed, however accessibility prevented Thomas’s wife from
utilising the carers support service on a regular basis.
9.5

Support from Social Enterprise: The Stroke Clubs

Each of the eight participants who were recruited via the Stroke Clubs considered the Stroke
Club to be a valuable contribution to their personal support network and their everyday lives.
This supports Burholt and Dobbs (2014) research which describes support networks to include
social, emotional and instrumental support. In this section the Stroke Clubs are introduced and
discussed, followed by the case study participants’ perspectives which were gathered during
interviews.

9.5.1 Defining Social Enterprise in this Context
Using Leadbeater’s (1997) Cross Sectional Model of Entrepreneurship (Figure 4, Chapter 4
previous) in this context, the Stroke Clubs demonstrate ways in which social enterprise
incorporates elements of each sector. Within the statutory sector, the Stroke Clubs share the
same social aims as statutory policy; to support people living with stroke in their everyday lives.
From the private sector, the Stroke Clubs use private sector business structures and practice,
giving people roles such as treasurer and member coordinator. Finally, from the third sector,
Stroke Clubs were offered some promotional support.

However, more specifically, they

fundraise in a similar way, and again, share a common social aim; to support people living with
stroke in their everyday lives.
With that in mind, reflecting upon Martin and Thompson’s (2010) Triple Bottom Lines,
discussed earlier in Chapter 4 (Section 4.6). In this context the social aim of the Stroke Clubs is
to support survivors and their caregivers in their everyday lives, the economy element relates to
the Stroke Club supporting society as a whole through their support of people in their everyday
lives. Whilst the finance element of the model refers to the Stroke Clubs raising money in order
to be a sustainable initiative.

Becoming self-sufficient protects the social enterprise from

fluctuations in the third and statutory sector which may impact on their resource and thus the
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ability for them to meet their social aim. Therefore, the Stroke Clubs are a good example of
social enterprise as they show how businesses in this sector are focused on social aims and
output, and profit to reinvest into the initiative.

This is discussed further throughout the

remainder of the chapter.

However, instead of being set up by people to meet a social aim, or support others in society.
The Stroke Clubs are run by individuals who run the clubs to meet a need which they themselves
wish to be met, as such the social entrepreneurs in this context are described as social
entrepreneurs by necessity.

9.5.1.1

Background Context: Stroke Club

Each of the Stroke Club hosts have experienced stroke in their lives; either personally, in their
professional capacity, or as caregivers. A semi-structured interview with the host of Stroke Club
A informed of her motive to form the club which came from her own unmet need when she was
recovering from stroke. The host (Stroke Club A) had sought to attend a stroke support club and
discovered that there was nothing available in the area. Considering that there must be more
people in a similar situation, the host started the Stroke Club in order to meet her own needs.
Twelve years later her Stroke Club had recruited over 50 members, highlighting that there was a
need for such a club in that area. Presenting a similar demand trend, Stroke Club C began as a
club of eight members and rapidly expanded to have 60 members registered over the four years it
had been running. The host was concerned that the venue was becoming too small and was
concerned that they might have to turn people away. They had considered a larger venue, but the
costs were too great. Similarly, Stroke Club D began as five members and has expanded to have
21 members registered. The mere expansion of the Stroke Clubs over time highlights that there
was a demand for the initiative and such support in the community. Especially when you
consider that, due to the geography of the study site which was in a rural region; some of the
Stroke Club members were travelling 45 minutes or over to attend. Furthermore, in terms of
establishment and longevity, these clubs varied from four years to 25 years. Despite Stroke Club
B being a referral club there was no restriction on the length of time people stay members, and
they do not turn anybody away. This emphasises the lifelong support they are able to provide,
which was not offered by statutory sector provision.
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Interestingly, Stroke Clubs were offered support from the third sector, but realising their
potential to raise funds on their own initiative, the larger clubs (A-E) were sustainably sufficient
being managed by entrepreneurial individuals who exhibited both a social and economic focus.
This highlights how the Stroke Clubs have transitioned into becoming a social enterprise, and
their founders into social entrepreneurs. When asked about support they receive from external
organisations, they informed the author that a related third sector organisation had given them
affiliated status which enables them to receive communications from them and posters if they
were having a fundraising event, in return for half of the money they would raise. However, all
the clubs in the study stated that they preferred to fundraise without the support of the third
sector organisation as they were then able to keep all of the funds they raised.

9.5.1.2

Social Aim

The common mission of the Stroke Clubs was to provide support to people living with stroke,
and a place where people could socialise with others who have the shared experience. They also
focused on making the service accessible, by organising car share and some providing a minibus
which was driven by a volunteer. Transport to and from the Stroke Clubs was primarily by car
or taxi with a small number of members from Stroke Clubs D and E walking to the venue. One
club owned a mini bus (Stroke Club E) which the members who use pay a small fee, and another
club had a charity mini bus (Stroke Club A) which charges a small fee for people who use it.
However, accessibility was also achieved by providing a support service which had reduced
barriers to access such as it being run by people in the community (caregivers and survivors),
and it being a social setting where there were people with the lived, shared experience.

The stroke-specific element of the Stroke Clubs contributed towards the survivors’ sense of
‘belonging’ and the reassurance of the shared experience which reduces the perceived and
anticipated stigma and misunderstanding of the external environment. However, showing that
they were not turning people away who were living with other lifelong conditions, one Stroke
Club observed had a member with dementia and another member living with physical disability.
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9.5.1.3

Financing and Income Generation

Initially supported financially by funding from the local authority and a related charity, with
clubs B-F being run by the related third sector organisation, the financial recession recurred and
there was a change in monetary focus. The third sector organisation was unable to support the
clubs financially and local authority funding was also withdrawn. Participants of the study and
the club hosts described the impact withdrawal of funding had on its members. They were
tearful, distressed, and upset, when they thought their local Stroke Clubs were going to close,
commenting that “it makes such a difference to their lives” (Ruth’s daughter (a): interview 1).
For several of the members:
“It is the only social interaction they get, and not just for people with stroke.”
(Stroke Club B Host)

As publicly funded clubs, these enterprises were once considered a service of the third sector.
When the funding was withdrawn, certain individuals who were members of the clubs sought to
keep the club open and investigated ways for the support clubs to become self-sufficient and
sustainable. Some of the clubs formed committees to run the club and adopted an organisational
structure not dissimilar to a private sector organisation (although they were not paid); the Stroke
Club committees consisted of their host and founder, a treasurer, a member’s secretary and club
volunteers. Sales of raffle tickets, fundraisers, table top stalls and sales of the service is what
make the clubs a social enterprise. As illustrated in Table 4: Stroke Club Profiles, members of
Stroke Clubs C, D and E paid a small sum1 in addition to a raffle which contributed towards tea,
coffee, snacks and the hire of the venue. In addition, Stroke Club C members paid for their own
lunch which was ordered on the day (if they wanted it) and delivered by a local sandwich shop.
The Stroke Club A members paid no fee but paid for their own food which was ordered in
advance, and drinks from the bar. Money for the running of Stroke Clubs A, B, and F was raised
through fundraising efforts and a raffle they held each time.

The money they raised from raffle and fundraising events outside of the regular session went
towards the venue and outings and entertainment. Venue hire costs varied between clubs as
Stroke Club A was hosted in a hotel, Stroke Club C was hosted in a social club, and clubs B, D,
E and F were hosted in community centres. Clubs A and C had relocated their venue due to a
growing number of members, and with Stroke Club F having few members and a charge of £20
1

Stroke Club C: £1.50, Stroke Club D: £5.99, and Stroke Club E: 50p.
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for use of the hall, their future was under threat as the raffle did not cover the cost. Although
some members donated money into the club each week, the host was topping up the amount to
cover costs herself which she stated was not going to be sustainable. In addition, as previously
mentioned, the host from Stroke Club A expressed a desire to run the club each week, but it was
too much for her to organise due to her own post-stroke health.

The smaller club (F) is faced with low membership and high hire charges for the hall, and so the
host makes up the shortfall with her own financial input. This club could potentially recruit
more members by raising awareness of the club. However, as it is in a very rural area, perhaps
one option could be that the club could make itself less stroke-specific in its image, and thus
open its services to people living with disability in the community. However, this may take
away the ethos of the Stroke Club as the survivor participants who were Stroke Club members
reported that it was beneficial having a stroke-specific club to go to.

9.5.1.4

Economic Impact

Stroke Clubs are valuable to the communities. Their contribution in providing support to
survivors and caregivers, in areas where policy and support from other sectors lacks is
particularly crucial. The economic output of Stroke Clubs is their contribution to supporting
survivors and caregivers in their everyday lives. Findings discussed earlier in Chapters 6, 7, and
8 emphasised the value of Stroke Clubs in this context by discussing the participants’
perspectives and observation data. Further discussion is also provided below.

9.5.2 Supporting Social Participation through Stroke Support Clubs: Observations
Earlier in this chapter, as well as Chapters 7 and 8 previously, Stroke Clubs have been identified
as a valuable source of advice, rehabilitative exercise and intellectual fulfilment. It has been
identified that Stroke Clubs create a ‘safe zone’ for their members and are a valuable
contribution in reducing barriers to social participation both in the external and internal
environments. Each of the Stroke Clubs was set in an informal setting. Stroke Club A was
hosted in a hotel, Stroke Club C in a social club, and clubs B, D, E and F in community centres.
However, as the members of Stroke Club B were generally recruited by GP referral, and the host
of Stroke Club B referred to their service users as clients, whereas the other hosts referred to
275

their service users as members, this suggests that Stroke Club B may take a more serviceprovider than a support-club approach. This informal setting enabled the Stroke Club members
to communicate with each other. This allowed the formation of a few friendship groups within
the clubs, some of whom were planning holidays together.

Refreshment provisions were provided in various forms, dependent on the provisions of the
venue and time of day the club was held. Being held over the lunch hour, members from Stroke
Club A were offered a sit-down pre-ordered meal served by hotel staff, and drinks were bought
from the bar. Members from Stroke Club C consumed tea, coffee and biscuits throughout the
session laid on by the host and committee, and ordered food from a local sandwich shop which
would later be delivered. Members from Stroke Club D would have tea, coffee and biscuits
throughout (served by the volunteers) and sit down to a buffet laid on by volunteers, members of
Stroke Club E would have tea and coffee, as well as sandwiches and cake laid on and distributed
by the volunteers. Being afternoon sessions, Stroke Clubs B and F volunteers would lay on tea,
coffee, and snacks for their members.

9.5.3 Supporting Each Other
The observed participants were supported by Stroke Club volunteers, and also each other. On
some occasions one member was helped to stand up, move around the venue, and to and from
the lavatories and to and from the taxi (Stroke Club D), and members from Stroke Clubs with
communication difficulties (Stroke Clubs A, B, C, D, and E) were observed talking to people,
despite communication difficulties, demonstrating a sense of support from members:
“We’ve had people that haven’t spoken and because we understand and we continue to
talk to them, I think what’s needed is, their confidence has gone and we need to get that
back.”
(Ruth: interview 1)

Notably, assistance was given by both volunteers and able-bodied survivors (Stroke Clubs B, C,
D, E). Volunteers helped to cut up food and put it on the fork for the survivors to eat. Volunteers
also encouraged Penny to eat as much as she could as they were aware that Penny was not eating
as much as she usually would (Stroke Club A). Other ways in which survivors were observed
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helping each other eat was exampled at Stroke Club D, members were observed helping another
take a cake out of the wrapper, so they could eat it, and holding a cup of tea to their mouth.

Stroke Club D observation 4 observed an incident were a member was dropped off at the Stroke
Club by his daughter without his wheelchair because she did not want him to use it. However
the member required assistance from a volunteer as he was unable to walk. Another member
insisted they used their wheelchair to help get the member into their taxi when the needed to go
home. In addition, Stroke Club C observation 4 observed a new member who became
overwhelmed and thus became too hot, and felt music too loud and so was moved closer to the
door. The Stroke Club host and other volunteers looked after them and phoned the key worker
on their behalf as they felt it was too soon for them to be coming to the club. This highlights a
level of understanding of adapting to life with stroke from the Stroke Club organisers; something
which may not have been understood by a more generic non-stroke-specific support club.

This level of empathy with support was observed at all of the Stroke Clubs who participated in
this study. The host from Stroke Club A observed that when someone is ill, they telephone
around to other members to let them know, send letters and flowers, telephone the person, and go
and see them at home or in hospital. They give each other support and a morale boost. If a
member does not attend for a few weeks, the host phones to check they are OK as she
commented that it can be lonely, and that some members live on their own too. However, Ruth’s
daughter mentioned previously that they had expected that the Stroke Club would have been in
touch when Ruth’s home was flooded, unfortunately this was not the case.

9.5.4 Stroke Club Support: The Participants’ Perspectives
“Stroke Club is all she’s got; it’s the only time she leaves the house, otherwise, she just
sits here; it’s no life really.”
(Penny’s daughter: interview 1)

Emphasising that the Stroke Clubs provide a valuable avenue for social participation in the
external environment, Penny’s daughter identified this as the only time Penny will leave the
house and see other people.
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Ruth’s eldest daughter felt that “Stroke Club was really important” (Ruth’s eldest daughter:
interview 1) as going there gave Ruth something to focus on:
“To get out of the house twice a week, which they might not have otherwise done.”
(Ruth’s daughter (a): interview 1)

The survivor participants informed that they enjoyed the activities (discussed in 8.1.2.6 previous)
which are laid on for them at their local Stroke Clubs. The participants who attended Stroke
Clubs B, C and D noted that the rehabilitation exercises had helped them, in some cases, improve
their physical and communicative ability, which made them more confident in performing their
everyday tasks. For example, Jane and John were more confident in their communication at the
follow-up interview. The survivor participants also described how Stroke Club gives them a
‘safe zone’; a safe place where they are surrounded by people who have a shared experienced,
and they felt understood them which Schales and Schneider (2012) state as key for making
support services accessible. These perspectives are discussed in more detail throughout the
remainder of this section.
“It’s my only real sense of reality because I see people who are far worse than me
physically or mentally. Yet somehow I’m connected or sharing. They understand me
better than people who have not had a stroke.”
(Mark: interview 1)

Furthermore, Mark comments on how Stroke Club had helped him come to terms with his stroke
emotionally:
“The comfort I get from Stroke Club; in accepting the things I can’t do and being
grateful for what I can do.”
(Mark: interview 1)

Being reflective, Mark considered how stroke had affected him compared to other Stroke Club
members. This helped him to come to terms with stroke and its reality. Mark also reported that
he takes comfort in having the opportunity to socialise with other people living with the shared
experience and be around people he can connect with, who understand what they have been
through. This shows how Stroke Club provided an opportunity to help Mark to come to terms
with post-stroke life. By attending Stroke Club, Mark was able to evaluate his life and consider
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his own ability and post-stroke self compared to others who he met at the Stroke Club. This
contributed to him asserting a realistic self-perception of his post-stroke life. This supports the
viewpoints of Frankl (1963) and King and Hicks (2009) (reported previously in Chapter 7), that
gaining a realistic perception of the self after a life-changing event such as stroke was key in
coming to terms with the event itself and moving forward in your post-event life.

Ruth identified:
“You cannot always see what the outcome of stroke is as not all outcomes are physical,
and so, from the outside looking in, you can’t see what that individual is coping with.”
(Ruth: interview 1)

This was supported by the participants considering Stroke Club as a place to go where other
people have had a shared experience, and they are aware of “what you’re going through” (Mark:
interview 1) and so became a familiar social setting where there was shared understanding of
stroke and where survivors who may lack confidence and can feel safe. Supporting this point,
Mark reported that Stroke Club was a place that he felt he could confidently socialise without
fear of being exposed to public stigma.

This was supported by the interviews with the Stroke Club hosts, who identified that the
members really valued having a place to socialise that they considered to be a friendly,
unthreatening place where “they don’t have to worry, they can just be themselves. On bad days
where they are struggling, we all understand” (Stroke Club A Host).
John’s partner reflected upon how Stroke Club had assisted John in regaining his confidence and
rebuilding his life after his stroke:
“Didn’t think he was going to live to get here.”
(John’s partner: interview 1)
John’s partner did not expect John to reach the stage of recovery which he had at the time of his
first interview.
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Highlighting the contribution which Stroke Club had made to John’s recovery, John’s partner
asserted:
“He was a different person before the Stroke Club, I didn’t think he would live to get
here.”
(John’s partner: interview 1)

Also supporting this view, Ruth also highlighted how Stroke Club helped people to regain their
confidence and self-esteem.

Paul also confirmed the additional support received from the Stroke Club when his wife died.
However, this depth of support was not experienced by all. From another Stroke Club, Ruth’s
daughters previously claimed that they were disappointed that there was no contact from the
Stroke Club when Ruth was having a difficult time after their home was flooded. However, upon
reflection Ruth’s daughters consider that:
“There wasn’t a lot they could have done.”
(Ruth’s eldest daughter: interview 2)

Richard and his wife highlighted that now Richard experienced more post-stroke fatigue than he
used to, they were unable to attend Stroke Club regularly. However, the host of the Stroke Club
which Richard is associated with often visits them and keeps in touch; highlighting a further
depth of support.
Emphasising the value of Stroke Club, Paul’s wife asserted:
“We couldn’t cope without the Stroke Club.”
(Paul’s wife: interview 1)
Stroke Club allowed Paul’s wife to receive support in her caregiving role as she was able to gain
information from other members, and the host of Stroke Club. It was felt by Paul’s wife that this
information would otherwise not have been gleaned, therefore highlighting that Stroke Clubs
were providing information to their members which was not being distributed by the statutory
sector provisions. This suggests that Stroke Clubs are ‘filling several gaps’ in such service
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provision. Information and advice from people who had first-hand experience of stroke was
valued by the caregiver participants over more professional avenues for information.

Further confirming Burholt and Dobbs (2014) research who assert that support networks consist
of social, instrumental and emotional support elements; it was noted by the caregiver participants
who were spouses of the survivor participants that they valued the Stroke Clubs too, for their
social aspect as well as support. Reflecting back upon Table 4: Stroke Club Profiles, it was noted
that different clubs have different frequency of delivery. Perhaps if the Stroke Club which
Penny had attended was more frequent, then she would have felt that she had more social
participation in the external environment as she would have had more opportunities to leave her
home.

However, this is speculative, and the interview with the host from Stroke Club A had

declared that she “wished we could do it more than once a month” (Stroke Club A Host). On
reflection, this could not happen because the host’s own post-stroke health prevented her from
doing so. This highlights a need to support social entrepreneurs running such support clubs.
Particularly as this study found that the hosts of the Stroke Clubs observed were either survivors
of stroke themselves and had their own needs and challenges such as stroke-fatigue and
disability, or they were already acting as caregivers who were caring for people who had
experienced a stroke and they were running the clubs alongside a caregiving role.
Reflecting on those members who formed a committee, Ruth’s eldest daughter felt that Stroke
Club gave them an opportunity to contribute to helping others:
“It gave people that were involved in the setting it up, and actually, did what it was set
out to do which was to empower people who have had strokes and to understand that
they could continue to contribute and that they didn’t have to be passive participant, but
it is a really really difficult thing to do.”
(Ruth’s daughter (a): interview 1)

This demonstrates how Stroke Clubs can contribute to the lives of survivors and caregivers in
many ways. For committee members and organisers, they provided a sense of responsibility,
while for survivor participants they provided a place to meet other people who have experienced
stroke; helping them to come to terms with their post-stroke lives (King and Hicks 2009) as well
as make friends and widen opportunities for social participation. Furthermore, they provided the
survivor participants with a social output, while providing activities which provide intellectual
stimulation and rehabilitative support which was reported as lacking from the statutory sector
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provisions in the longer term. Although managing the Stroke Clubs has some benefits, it also
holds concerns. The larger clubs, clubs A, C, D and E, had a key host, but also a committee who
take on different roles, which relieved some of the responsibility. However, the host from Stroke
Club A reports that she experienced post-stroke fatigue which meant that she often finds it
challenging to organise the Stroke Club.

9.5.5 The Stroke Club Hosts’ Perspective
These research findings define social enterprise in this context, and demonstrate how social
enterprise can complement the statutory sector in meeting their aims and objectives; of
supporting survivors and caregivers in their everyday lives. The transition from being supported
by the statutory sector and third sector, to becoming a ‘self-sufficient’ social enterprise
demonstrates the ways in which the Stroke Club hosts have become social entrepreneurs out of
necessity. Defining the social entrepreneurs in this context; they are survivors, or caregivers.
Social entrepreneurs exhibit unique social entrepreneurial traits as they are driven by benefitting
a community group rather than a financial return (Edwin 2014). Although this had its benefits as
they are familiar with stroke, it also held concerns as the outcome of stroke on their everyday life
in addition to this, added responsibility can cause great strain. Survivor participants reported a
desire to lead a less stressful post-stroke life. However, the larger clubs (A, C, D and E) had a
host, but also a committee who take on different roles which relieve some of the responsibility.

The Stroke Club Hosts from Stroke Clubs A, E and F were interviewed. A survivor of stroke
herself, the host of Stroke Club A explained that when she was in hospital, she was daunted by
the prospect of being discharged and having “nowhere to go”:
“I couldn’t keep working, but I couldn’t just sit there and do nothing. I’d have been
bored and felt useless. So I asked the nurse if there was a club or something for others in
my position, she said there was nothing. So I just decided to start one myself and see if it
would take off.”
(Stroke Club Host A)

This describes how the host of Stroke Club A had started Stroke Club to meet her own need, the
need to be doing something. This story really is remarkable as the host explained that there were
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12 people the first week, and the club grew to over 50 people over the next six years. Reflecting
of its popularity, the host commented that some people travel about 40 minutes to get there and:
“For some, it’s the only interaction with an actual person they get. We all keep an eye
on each other too. If someone is not here and we expected them to be, we rally around to
check they are ok, as some people are so lonely.”
(Stroke Club Host A)

The host from Stroke Club E was also found that their Stroke Club was popular. Both hosts
commented about possibly needing bigger venues, with Stroke Club E having already changed
venue in order to accommodate its growing membership. The host of Stroke Club E was a
caregiver. She commented that her motivation for running the club was that:
“We all want to support one another, the stroke people and us as family and caregivers.
It can be hard, especially when your husband cannot talk to you because of stroke. There
are a few here that cannot talk, and us caregivers would go potty in a week if we didn’t
have people to talk to!”
(Stroke Club E Host)

Stroke Club F, however, reports of low membership rates and was concerned that it might have
to stop running the club. More rural than the other Stroke Clubs, the host of Stroke Club F stated
that she paid for the venue out of her own money because the membership didn’t cover it and the
members would not be able to afford to pay more money. Stroke Club F struggled with
recruitment, despite feeling that there must be people who did not know about the Stroke Club.

Stroke Clubs E and F differ from that of Stroke Club A as they were originally set up by the
Stroke Association, as was Stroke Club B, of which Ruth was a committee member. As Ruth
stated, the clubs were going to face closure due to funding cuts. Similar to Stroke Club B, Hosts
E and F took over the clubs as there was a need for them. They were so important to people’s
lives. When asked about third sector support, the hosts informed:
“Pfft, it’s not worth it! All they do is turn up every once in a while and see what you are
doing, give you ideas in a booklet, which you cannot use because they do not help you set
them up, and there isn’t always enough money to make it work long term….. And then
they just then go off….And if you want to raise money, they give you things to help
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advertise, but then they want half of everything you raise! So, it’s not worth the effort in
the end. So we just try and raise the money ourselves and keep the lot.”
(Stroke Club E Host)

The hosts felt that it was disheartening that the third sector organisation which offered them help
took such a large percentage. Therefore, third sector support it is not always appropriate or
effective. This suggests that there must be a more effective way of supporting Stroke Clubs.
Supporting survivors, caregivers and widows or widowers (of survivor), the Stroke Clubs deliver
value to all their members. However, this is not without its challenges. Other than the lack of
support from the third sector, the Stroke Clubs felt that they primarily needed support in
marketing and fundraising. Recommendations for Stroke Clubs are provided in Chapter 10.

9.6

Chapter Summary

This chapter discusses the ways in which the participants were supported in their everyday lives.
The findings here report of the observational research, which is strengthened by the participants’
perspectives obtained by their interviews. During the early stages of their post-stroke lives, in
the first days and months living with stroke, the participants were supported by hospital staff,
with exception of those participants where the survivors had experienced stroke abroad. The
study participants were supported in their everyday lives, in the months and years after stroke, by
their family, friends, people in their local community and Stroke Clubs (for those eight
participants who attended).

The study participants highlighted a key issue for survivors and caregivers as the scarcity and
lack of clarity of information. This had been acknowledged by policy makers, practitioners, and
academics alike. However, the findings here contribute to the existing literature by affirming
that it is not that the information is not available; it is that the participants had to actively seek
the information. This suggests that the issue is with the accessibility and delivery of information.
The findings here also highlight that there are issues with the service user interface. More
specifically, the people at the forefront of customer service in hospitals, GP practices and
financial support teams.
The findings here emphasise the significance of Stroke Clubs in the participants’ everyday lives.
They provide an opportunity to share their experiences and act as an informal route to obtaining
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information. However, this rather understates the value of the Stroke Clubs observed. Stroke
Clubs offer a stable pattern of interaction, a branch of community, and provide a valuable social
and participative outlet for survivors of stroke and their caregivers.

Policy makers have reported the value of social enterprise and community groups in
complementing policy initiative and supporting people with complex conditions in their
everyday lives. The findings contribute to the existing literature on policy and social enterprise
by showing how Stroke Clubs, an example of how social enterprise, fill a gap in statutory sector
service provisions by providing a focus on lifelong support for survivors of stroke. Therefore,
social enterprise in this context creates a world for survivors of stroke where they feel they can
express themselves in a ‘safe’ environment and have an opportunity to contribute to and engage
with society as a whole.

The final chapter of this thesis, Chapter 10, concludes the research findings of this study, their
contribution to the existing knowledge base and recommendations for future policy, practice, and
research.
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10.0

Conclusions, Recommendations, Implications and Reflections

This chapter synthesises the key research findings and exposes the authors concluding thoughts.
In doing so, it lays out the authors recommendations, and informs policy makers, practitioners,
social entrepreneurs and the academic community.

The limitations of this study are also

addressed, along with the author’s reflection of the study itself and the methodology adopted.

This thesis reports a study which set out to better understand the everyday lives of survivors of
stroke and their caregivers in Wales. To do this, the research sought to meet the following
research aims: (1) to explore the everyday lives and experiences of survivors of stroke and their
caregivers, (2) to identify the key avenues of support for survivors of stroke and their caregivers,
and (3) to explore how Stroke Clubs deliver support to survivors of stroke and their caregivers.
These aims were met through a multiple case study approach and observational work in Stroke
Clubs. In-depth elicitation of the perspectives and experiences of nine survivors and eight
caregivers provided a rich and detailed dataset.
The opportunity to include dyads (of survivor and caregiver participants) in primary research is a
particular strength of this piece of work. This allowed an insight into the context of the lives of
the survivor participants inclusive of their support network and the relationships with their
caregivers. The case study approach also meant that the context of the caregiver could also be
explored, in relation to their support network, and their relationship with the survivor participant.
This also included identifying the impact that particular stroke outcomes, such as communication
difficulties, had on the caregivers. Often research focuses on just one half of the dyad (the
survivor or caregiver), with researchers struggling to recruit dyadic case studies. The dyadic
nature of this study helped to better understand the unique perspectives of the participants’
experiences, as shaped by their individual contexts on a case-by-case basis. These contexts
provide a background to the findings and inform policy makers and practitioners about the full
impact of post-stroke life as reported by the participants. This knowledge can be used to inform
future policy development and support initiatives.

Recommendations on how this can be

achieved are discussed later, in Section 10.3.
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10.1

The Empirical Findings: meeting the aims of the study

In answering the aims and objectives of this study, the empirical research findings were
presented in previous chapters, Chapters 6, 7, 8 and 9. The author offers here both a synthesis of
the research findings in the context of each research aim but also starts to elaborate on the policy
and practice implications of the findings. Addressing the impact of the research is an important
intermediary to completing a piece of work and also to informing the direction of future
research. The empirical findings will be synthesised below by research aim. The key findings
from this study are aligned centrally, introducing further discussion below each theme.
Furthermore, key findings relating to the overarching themes are also highlighted in bold within
their subsequent paragraphs.

10.1.1

Addressing Research Aim 1: To Explore the Everyday Lives and
Experiences of Survivors of Stroke and their Caregivers
The Outcome of Stroke

Stroke is no doubt a complex and dynamic phenomenon.

The impact of stroke on the

participants’ lives varied greatly case by case. It was also established that the impact of
stroke on the neurological and physical self could show improvement or deterioration over
time. Similarly, the mental and emotional wellbeing of the survivor and caregiver participants
varied over time. This was as a result of many different changes and adaptations such as coming
to terms with the stroke itself.

Identifying the Caregiver

Survivor participants in this study were cared for by their spouse or daughter. For the most
part, the caregiving role was taken on by those family members who lived the closest to the
survivor, rather than consideration of any gender or age.

There was variance in the

caregivers' satisfaction and ability to cope with the caregiving role. These findings challenge the
notion of caregiver and kinship obligation discussed in the literature (by authors: Burholt and
Dobbs 2014; Johnson and DeSouza 2009; Qureshi and Walker 1989; Twigg and Atkin 1994;
Schales and Schneider 2012) by identifying that it cannot be assumed that the eldest child is the
one who takes on the caregiving role. Penny’s adult daughter was not the eldest child and rather
than caregiving being the responsibility of one sibling, Ruth’s adult daughters shared the
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caregiving responsibility. Although this can be due to physical distance, there is also evidence
presented in this thesis which suggests that there may be an unwillingness to care in some
instances. This was expressed by Penny’s daughter who described her sister as “less than
useless” (Penny’s daughter: interview 1) when it came to supporting Penny, despite her living
close by.

The research findings here are not dissimilar to earlier work. For example, Bäckström and
Sundin’s (2009) study identified that caregivers were typically (and primarily) members of the
survivor’s immediate family; their adult children, second to their cohabiting partners (where
applicable). However, there were variances in the caregiving relationships; between those who
cared for their cohabiting partners and those who cared for their parents. The adult children
caregiving for their parents appeared to express more feeling of being burdened or their
personal life was being encroached upon compared to those caregivers who resided with
the survivor. This could be a result of the adult children caregivers living away from the
survivor’s home and not being physically close to the survivor on a day-by-day basis, as well as
them having commitments of their own family.

Reflecting back upon Berges et al.’s (2012)

theory that the more confident a caregiver is in their caregiving role the better their perception of
their own quality of life is, the lack of information, support and advice available to the
caregivers of this study can only contribute to negative feelings towards of caregiver
quality of life, adding further strain and reduced confidence for the caregiver.

The caregivers reported similar feelings and emotions as the survivor participants which
highlights that although caregivers are being identified by policy makers as patients with
their own needs, caregivers and survivors do need to be considered as a dyad, as well as
two separate people. A recommendation of this is presented in Figure 9 later in this chapter.
Such feelings and emotions included fear, frustration and uncertainty. However, these feelings
changed over time. The key challenge for caregivers was expressed as the transition into the
caregiving role. As the survivor participants and caregivers formed a sense of routine the
caregivers began to ease into their roles. This reduced feelings of strain in the caregiving role,
although the challenge of being a caregiver did not disappear completely. The survivor and
caregiver participants were reflective at times, and considered themselves on occasion to be
more fortunate than others. This contributed to positive feelings about their everyday lives
which were shown to help the participants overcome negative thoughts.
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Spoucal Caregivrs adapted to the Caregiving Role More Easily

Spousal caregivers adapted to the caregiving role more easily than those who were adult
children of the survivors. One reason for this is that the adult children faced the challenge of
maintaining their own primary family life while supporting their mothers, who in this study
resided elsewhere. Another was that they felt saddened that they saw their parent become less
independent than they were before they experienced stroke. The caregiving role was found to
impact on the level of social participation for all of the caregivers; however, those
caregivers who were adult children experienced a greater impact as there were disruptions
to their personal and family life and employment due to the caregiving role. The greatest
impact on social participation was when caregivers considered holidays. Time constraints in the
caregiving role meant that those who were caregivers for their parents had to be mindful of
leaving their mother for too long, whereas spousal caregivers changed their holiday habits, with
the majority of spousal caregivers choosing to go on holiday without their husbands. The
husbands would then either stay at home and be reliant on support from their neighbours, or they
would stay in a local hotel if they had appropriate facilities. However, the latter was not always
desirable to the participants.

This in itself highlights how spousal caregivers were opting to

vacation separately from the cared for person over changing their holiday habits to accommodate
the survivor’s post-stroke needs. This suggests how taking holidays may be considered as a
break away from the caregiving role.

Weaknesses in Supporting Survivors and Caregivers

Adopting a multiple case study approach to research enabled the author to consider the
similarities of each case, which included areas of unmet need such as the lack of available
information (discussed previously), but also areas of difference such as the impact of stroke, and
the caregiver’s personal situation.

This was core to understanding that a one-size-fits-all

approach to providing support for survivors and caregivers is not appropriate.

The

similarities between the cases were that they reported poor access to information, lack of time for
caregivers to pursue interests, and caregiver burden and strain being felt when not physically
with the care recipient. Furthermore, where support provisions were put in place, they were
not always fully effective. The differences between the cases related to who the caregivers
were, the circumstances of the caregivers, and survivor’s ability. Despite these differences, the
stroke survivor’s goal was the same: to be positive and live as independently as possible.
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The Negative Impact of Unmet Need

Lack of information for both the survivor and caregiver participants was a consistent
feature in the interviews. This was related to the coordination of information about healthcare,
caregiving advice, driving assessments, support services and financial support. The caregivers
felt that this increased levels of burden and strain. This research evidence supports existing
literature reported by McKevitt et al. (2011:2012) which shows that this unmet need is on-going
and has not adequately been addressed by support provisions. This is a key weakness of
statutory sector support, with many of the caregiver participants reporting that they were not sure
where to find the advice or support they need. Thus, caregivers were seeking advice from other
caregivers at Stroke Club in relation to their caregiving role and how to support the survivor.
Furthermore, caregivers and survivors were relying on advice from each other about the
support they may be entitled to from the statutory sector, and in Paul’s case, how to go about
driving his own car again. However, a really interesting finding from this research was the
notion of knowing too much about stroke causing anxiety and worry as experienced by Paul’s
wife when she first learned of her husband’s stroke. Therefore, it is important that a personcentred approach to providing information is employed.

Fluctuations in Coping Strategies Employed

The participant caregivers and survivors exhibited behavioural traits of an adaptive coping
strategy; changing the way they carried out tasks, or finding activities they could do to replace
the activities they found challenging post-stroke. Although interestingly, the narrative of the
participants informed that the participants had transitioned through the three coping strategies;
adaptive, positive, and avoidance (discussed in Chapter 3, Section 3.4.1). Therefore, the findings
of this study contribute to the existing literature by providing depth to the coping process;
showing that it is not a case of one person adopting a specific strategy, and that there are
fluctuations in the coping strategy employed over time, and for other factors such as personal
circumstance and in fact, positive thinking as a coping strategy ran parallel to the adoption and
adaption strategies employed. This is perhaps as positive thinking is a state of mind.

Furthermore, positive thinking was thought to enable the participants to come to terms with their
post-stroke lives and help them to cope in the months and years after stroke. The findings
strongly support Berges et al.’s (2012) theory of positive attitude in reducing barriers to social
participation. This study builds upon Berges et al.’s work as it uncovered reports of how
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positive attitude influenced the survivor participants’ motivation, rehabilitation, social
participation, participation in activities, increased self-confidence, increased self-esteem
and promoted positive relationships by reducing negative thoughts psychologically.

Furthermore, positive perceptions helped to reduce barriers to participation and helped the
survivor participants to feel motivated to live as independent a life as possible.

This informs

that initiatives and practices which promote and support positive attitude are beneficial in
encouraging social participation, building relationships and encouraging independent living. All
of which contribute further to the perception of post-stroke quality of life. However, it is worth
noting that because a survivor may seem positive at one point in time, does not mean that they
always are. For instance, during his first interview, Mark stated that he felt an inner strength,
and focused on being positive, whereas during his second interview Mark stated that he
experienced “more bouts of depression.” This further highlights the variable nature of poststroke life, and that there are so many factors to consider when considering a person’s poststroke self-perceived wellbeing and quality of life.

A Positive for Rural Living

Wales itself is considered to host a rural landscape. Much of rural life literature discusses themes
of a lack of services, further distance to services, poor transport routes, weak infrastructure,
isolation, depression, and loneliness. However, this thesis presents a positive perspective
contrary to the somewhat negative perspectives currently reported in the existing
literature. The study participants perceived rural living to have positive benefits.

The

participants reported a relaxed way of life and a sense of community. The findings further
present themes of confidence within small local communities where everybody knew one
another. Participants also reflected that the area in which they lived was spiritually uplifting and
contributed to a positive wellbeing. This further highlights a relationship between positivity
and perceived quality of life.
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10.1.2

Addressing Research Aim 2: To Identify the Key Avenues of Support for
Survivors of Stroke and their Caregivers
Statutory Sector Support

The study participants received support from the statutory sector in the form of local authority
services, local GP practices, and third sector organisations. This support was more concentrated
at the acute stage of post-stroke life, up until the end of rehabilitation from hospital staff and the
return home. Some local authority support provisions such as paid carers coming into the home
were provided in the months and years after stroke. However, the support offered by the
statutory sector had its weaknesses in delivery and implementation, as identified by the
study participants. For example, there were concerns regarding the amount of time Penny had to
wait for adaptions to her home, this had severe consequences for her wellbeing and dignity. This
also made the caregiving role unnecessarily challenging for her daughter while she awaited
the adaptions to be made. Furthermore, the participants felt that there was inconsistency with the
information being shared between hospital departments and GP practices which lead to the need
for a caregiver intervention to ensure that the survivor was cared for properly by statutory sector
provisions. Observations were also reported by the participants regarding GP receptionists
telephoning through results to people who were not able to make a note of them, and instances in
hospital where nurses had not helped people to eat their food when assistance was needed. In
addition, the participants highlighted that the people at the forefront of the telephone systems for
benefits advice were not helpful in informing what the participants were entitled to claim.
Despite these areas of concern however, the participants did acknowledge that the customer
service and support received was dependent on the individual who happened to be at the
forefront at the time. Furthermore, the inconsistent timings of professional carers coming to
the home meant that the spousal caregivers were not relieved of caregiving burden or
necessarily given the time away from the caregiving role as part-intended by the provision.

Support from the Social Enterprise Sector: Stroke Clubs

Those participants who were recruited to this study via Stroke Clubs considered Stroke Clubs to
be key to their personal support networks. Stroke Clubs were found to be a social outlet
which gave the participant survivors a sense of reality and familiarity where experiences could
be shared. Stroke Clubs provided the survivor participants with a sense of unity and
solidarity. They were described by the participants as ‘safe zones’ and were an area where the
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survivors felt they could be themselves. This helped to reduce anxiety about perceived stigma
and increase social participation for the survivor participants.

Reflecting upon Burholt and Dobbs (2014) theory that support networks consist of emotional,
social and instrumental support, it can be seen that the Stroke Clubs do just that. Such support
was also provided by caregivers, friends or families; however, this avenue of support
encompassed all three areas in one for the survivor and caregiver participants. Furthermore, they
bridged the gap in support implemented by the statutory and third sectors.

The Welsh

Government’s (2017) recent Stroke Delivery Plan had identified the value of such support clubs
and had suggested integration of support for social enterprise and community-based services.
However, the plan did not say how they intended to do this. Recommendations for this are
discussed later in Section 10.3.1.

Support from Informal Avenues

The findings of this study emphasise the valuable contribution which family members and
friends make to the lives of survivors of Stroke. The support from these avenues were deemed
more reliable and consistent, and in those cases where statutory support was implemented, the
support from the family caregivers complemented the support offered by the statutory
sector. Caregivers reported being supported by other family members and their employers. This
emphasises that valuable support in the caregiving role also tends to come from more
informal networks.

10.1.3

Addressing Research Aim 3: To explore how the Social Enterprise Sector
delivers Support to Survivors of Stroke and their Caregivers.

Addressing a Gap in Statutory Sector Provision

The findings show that Stroke Clubs meet a gap in support provisions from the statutory
sector. However, the ways in which support was provided through the Stroke Clubs differed
between those Stroke Clubs observed. Statutory sector support was provided at the acute stages
of stroke, and during rehabilitation. Although important and key to recovery, that support was
limited by time and therefore was not provided in the long-term. The Stroke Clubs, being run by
survivors and caregivers, provides support in the long term; in the months and years after stroke.
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Therefore, they meet the needs of survivors and caregivers in their post-stroke lives. The
survivor and caregiver participants also received support from the third sector. However, this
support was also more predominant in the early stages of post-stroke life.

Stroke Club Identity

Some of the Stroke Clubs were created as social enterprises from the start; although, they did
not identify themselves as social enterprises. This is an interesting finding, and also poses
further questions such as: ‘If they do not know they are social enterprises, how can they access
the support they need? How can policy makers identify them?’ However, for many of the others
observed, the clubs were initially set up with statutory sector and third sector support. When the
funding was withdrawn, and the Stroke Clubs faced closure, those people who recognised the
need for continued support made the transition from being service users into becoming social
entrepreneurs. This not only helped them to meet people in a similar situation; contributing to
their own wellbeing, but also supported other people living with stroke in their post-stroke lives.

Entreprenurship out of Social Necessity

As Stroke Clubs provide a service which was not provided by the statutory, private or third
sectors, the Stroke Clubs represented support clubs which grew out of necessity, to meet a
social need. Such needs being the needs of its members - the survivor and caregiver participants.
This challenges the existing literature on business growth which suggests that enterprise growth
is a conscious decision that business owners need to work at and aim for.

As Stroke Clubs were run by people who had experienced stroke in their everyday lives, either as
a survivor themselves, or a caregiver, the Stroke Club hosts (the social entrepreneurs) were able
to relate to the club members and post-stroke life. They understood first-hand what the survivor
needs and wants may be, and they also understood the needs of caregivers. This also gave them
ownership of the group which helped to provide a sense of life purpose post-stroke as well as
build confidence and self-esteem.

Furthermore, as the Stroke Clubs were aimed at supporting survivors and caregivers they catered
for the access and needs of the dyad and so did not create added burden of organising respite
care as services aimed at carers sometimes create.

This is in contrast to the caregiver

organisation which Thomas’s wife had attended, which focused on the caregiver and so caused
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the challenge of finding someone to visit Thomas when she attended. In addition, the social
aspect of Stroke Club also meant that it was enjoyable for the spousal participant survivors and
caregivers to go together.

Differences in Delivery

Each of the Stroke Clubs observed were different. They consisted of a range of activities,
formats and events. However, despite being different they shared many similarities as their
ethos was the same. For some members, Stroke Club was the only time they left home; for
some, this was their only engagement in their external environment and thus their only avenue
for social participation external to the home. The Stroke Clubs provided a social setting for
survivors and their caregivers where they could share their experiences, seek advice and engage
in hobbies or rehabilitative activity. The findings of this study conclude that social enterprise is
valuable for society. Stroke Clubs have supported the survivor participants in adapting to a poststroke way of life by providing support in the months and years after stroke. Stroke Clubs also
provided support to the caregiver participants, again being an avenue of lifelong support. In
some cases such support extended to where a caregiver’s spouse (the care recipient) had once
been a Stroke Club member then died. This demonstrates how the Stroke Club provides support
for caregivers of survivors of stroke, in the long-term; in all aspects of their post-stroke life.
Social enterprise in this context is able to provide such support without limitation as the clubs are
run by their members and there are no specific criteria or an agenda which is sought to be met other than to provide proactive support for survivors and caregivers.
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10.2

Thesis Contribution

This thesis provides dyadic insight, and contributes to existing life-after-stroke research. It does
this by providing in-depth exploration into the everyday lives of the survivor and caregiver
participants whilst informing of their unique contexts, case by case. Existing knowledge reports
specific outcomes of stroke and the impact of these outcomes on survivors’ lives, and the
caregiver. This means that it tends to go no further than to describe that specific outcome. For
example, studies which discuss post-stroke depression explain the impact of depression on the
survivor. They do not tend to go as far as to describe the impact of depression on the survivors’
social participation, motivation to participants in rehabilitative activity, and perspective of their
quality of life. Indeed, research does address this; however, it typically does so with different
participants. Therefore, there is a lack of individual context to support the study findings. This
does not provide a full picture, regarding the impact of depression (by this example) on a
survivor’s everyday life. This study contributes to the existing knowledge base through case
study research, by considering the context and circumstance behind the findings.

This

challenges the existing literature by considering wider peripheral influencers on key elements of
survivor and caregiver everyday life post-stroke.

Likewise, this study also contributes to the literature which reports of caregiving and
stroke by providing the everyday life context. This means that the findings discuss caregiver
experience with consideration of the context of the everyday life of the survivor and the impact
of their stroke, and the circumstances of the caregiver; whether they are employed and so forth.
This, therefore, provides a rich contextual background to the caregiver context by providing
insight into the feelings and experiences associated with particular everyday life contexts. This
not only builds upon knowledge by adding more depth and understanding, rather it provides
policy makers and service providers from all sectors with important information which is
essential in understanding survivors of stroke and their caregivers.
Figure 9 ‘Living with Chronic Disease’ provides a framework for better understanding the
complexity of the everyday lives for people living with chronic conditions. This model has
been informed by the findings of this study and will be tested in future research against other
conditions. By gaining knowledge on survivor and caregiver experiences with such rich
contextual information, policy makers will be better informed at understanding how to support
survivors in leading the lives that they aspire to live, whilst supporting caregivers in providing
effective care and supporting them to meet their aspirations. As a result of this, survivor and
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caregiver perceptions of everyday life will improve, and they will feel as though they have a
better quality of life. As Figure 9 below shows, this does need to be done via a person-centred
approach, taking into account each survivor and caregiver’s unique case. This further highlights
that survivor and caregiver support needs to be combined to provide holistic and complimentary
advice.

Figure 9:

Living with a Chronic Condition: factors influencing on personal perception
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Figure 9 is informed by the findings of this study and shows the key considerations that policy
makers, academic and practitioners should consider when considering everyday life for survivors
and/or caregivers.

This model is designed to complement existing professional diagnostic

measures. Emphasising the need for a person-centred approach, the survivor and/or caregiver is
located at the centre of the sphere. The caregiver is contained within a broken line as this model
can be applied to the survivor or caregiver singular, but also shows that the everyday life of the
survivor impacts on the everyday life of the caregiver and vice-versa. This is inclusive of the
individual’s self-perception of everyday life. The red ring represents the internal aspects.
Internal aspects include those factors which are personal to the individual. The beige ring
informs of those factors which are ‘local’, or close to the individual. These factors may be
influenced by the internal factors and the external factors. The broken lines around the rings
symbolise the influential nature of the factors across boundaries.

The green outer sphere

represents the external factors which influence local factors, and in turn the internal factors. All
of which therefore impact on the individual’s perception of their everyday life.

It is also

worthwhile considering control factors as the individual has no control over the external factors
and relies on actors and organisations within that sphere to be accessible, best address their need,
and be effective in service delivery.

Recommendations are made in Section 10.3 which inform how this can be used to inform a
framework

for

future

policy

development

and

collaborative

approaches.

These

recommendations focus on supporting survivors and caregivers in their everyday lives, and in
doing so, provides recommendations to strengthen Welsh stroke policy. Recommendations are
also provided regarding support accessibility and how this can be improved by reducing
psychological barriers.

Moreover, this thesis highlights the value of social enterprise in this context. The Stroke Clubs
provided support for survivors, caregivers, and widows and widowers in their everyday
lives, in ways which other sectors were unable to do. The current Stroke Delivery Plan
(Welsh Government 2017) states social enterprise should be supported in delivering their social
aims in this context, however, it fails to explain how such enterprises can effectively be brought
into stroke support strategy. Similarly, the Social Services and Wellbeing (Wales) Act (Welsh
Government 2014b) also highlights the potential that social enterprise has in complimenting
existing policy. The act states that local authorities must promote social enterprise development,
and involve those who would benefit (i.e. the survivors and caregivers, in this context). There is
concern however, that the definitions used within the Social Services and Wellbeing (Wales)
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Act are not accurate when describing social enterprise as they are narrow and exclude
social enterprise under the definition proposed in this thesis which describes social
enterprise in this context.

Definitions of social enterprise used within policy typically make the assumption that the
social entrepreneur would be willing and able to take on a more formal business model. As
such, support provisions set out by the Welsh Government (2014b) make the assumption that
social entrepreneurs will accept support, and in return will be bound to perform to a specific
target. As some of the Stroke Club hosts are survivors themselves, it is unlikely they would
welcome extra accountability as they are already dealing with life changes such as post-stroke
fatigue.

Therefore, policy makers using such definitions in this context risk being

ineffective in supporting of social enterprises which are set up in the same way as those in
this study. Furthermore, social ownership in this context would refer to it being owned by
survivors, who in this study, did not identify themselves as social entrepreneurs. Therefore, they
would (potentially) not actively seek to implement leadership and organisational structures to the
same strength that other organisations, and even other social enterprises set up in a more private
sector way, may do. This ultimately means they risk not meeting the definitions presented by the
Social Services and Wellbeing Act (2014).

The contribution here is that this research highlights a growing area of social enterprise, that is
social entrepreneurship out of necessity, which in some instances were set up to meet the needs
of survivors and caregivers which were not been met whilst in others, social enterprises were
established from third sector support groups when they faced closure. The latter statement truly
emphasising the value that the Stroke Club members feel are provided by such initiatives. More
research is needed to establish the ways in which the Government aims to support social
enterprise, and the support appropriate for social enterprise as defined in this context. The
findings of this study also introduce a new kind of entrepreneur to the literature, a new
kind of entrepreneur by necessity; an entrepreneur by personal need. This also challenges
the literature which reports reasons for volunteering and forming social enterprise as the
participants of this study were volunteering, or running these social enterprises, to meet their
own personal need. Not just to help others. This adds another dimension to the ideological
perspectives of voluntary work which suggests people only volunteer to help others.

This research also contributes to the academic field of research methodology. The Research
Process Model presented in Chapter 5 (Figure 6) presents a proven methodological strategy for
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researching people in the everyday lives contexts.

This framework contributes to research

methods literature and can be applied to many disciplines. In the field of applied social science
research, this framework can be used to explore other sociological trends in the everyday lives
contexts. In the health and social care arena it can be used to explore the impact of disease and
support and/or rehabilitation initiatives. In the field of social policy research, the framework can
allow the evaluation of policy initiatives. In the business studies discipline the framework helps
academics to understand the perspectives of the consumer.

These findings have been presented at international academic conferences. The papers presented
have been double blind peer reviewed and presented at international conferences:

Heyworth Elizabeth M., Jones Rosalind., Roach David (2013), Providing support in Rural
Wales: motives, observations and end user perspectives. Institute of Small Business and
Enterprise (ISBE) Conference, Cardiff, November 12th-13th.
(Abstract appended in Appendix L)

Heyworth Elizabeth M., Jones Rosalind (2014), Social Enterprise: bridging the gap between the
statutory sector and the third sector. International Council for Small Business (ICSB)
Conference, Dublin, June 11th – 14th.
(Abstract appended in Appendix M)

The author is also currently writing papers for submission which have been informed by this
research. A research proposal is also in progress which will be submitted for consideration of a
funding bid by the Economic and Social Research Council.

This proposal outlines a support

initiative for Stroke Clubs in order to help them continue to support survivors and caregivers in
their everyday lives.
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10.3

Recommendations for Future Policy, Practice, and Research

The research findings reported throughout this thesis provide implications for policy makers,
practitioners and social entrepreneurs. Furthermore, the findings lead the author to consider
avenues of future research. The recommendations for each are discussed throughout Section
10.3.

10.3.1

Recommendations for Policy Formation and Delivery

This study has highlighted the value in the notion of joined-up delivery of support services for
disadvantaged groups, and facilitation of social enterprise. Cross-sector collaboration has the
potential to allow organisations across the sectors to work together towards shared aims. By
supporting socially motivated entrepreneurs, they can effectively rise to meet current economic
challenges in times of austerity and retraction of statutory sector funded services, while
supporting person-centred care. Not only is this potentially cost effective for the statutory sector
and beneficial to the Stroke Clubs, but it provides a continuum of coherent lifelong support for
survivors and caregivers.

Despite policy promoting person-centred care, there is a strong perception from research
participants that the clinicians, nursing staff and professionals at the forefront of key customer
service points have failed to offer adequate guidance and support. This is concerning, as no
matter how thoroughly thought through policy is, if the people at the forefront of its delivery are
ill-informed or lacking the essential skills to deliver a policy initiative, there will be huge
consequences in its effectiveness.

It is recommended that staffs at the forefront of customer-

facing roles are made aware of the possible outcomes which can result from stroke and how to
best support the people they are communicating with. The model presented in Figure 9 (Figure 9:
Living with a Chronic Condition: factors influencing on personal perception) provides a template
to assist practitioners in understanding the key elements which impact on a person’s everyday
life. There is also considerable scope for improvements in providing information and scope for
collaboration between departments and the statutory, third, and social enterprise sectors. The
overall study findings support Paul’s wife and Penny’s daughter’s recommendation for a
standardised information pack for survivors and caregivers.

However, such a pack should

include core information and there needs to be a focus on practitioners providing survivors and
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caregivers with relevant information when their needs are being assessed prior to discharge.
Notably, information also needs to be in a format that the survivors can understand.

As outlined in Chapter 7 (Section 7.2) previous, the caregivers informed that such an information
pack should include:


Facts about stroke
The possible outcomes of stroke
Challenges the survivor may face in the future
What stroke means for family members – transition into the caregiving role
Challenges that caregivers may face



Practical advice about forms and documents
Driving assessments
Benefits and financial entitlement
Statutory sector support entitlement
Employment rights



Practical caregiving advice
Helping to eat or drink
Nutrition
Physical lifting
Personal care



Sources for more information, guidance and support

This addresses the unmet need of a lack of information.

However, the variety of stroke

outcomes means that such a pack would need to cover a multitude of different situations, and be
in formats which could be understood by survivors who experience difficulties reading written
text. It would also be advantageous for caregivers to receive training on how to provide physical
care, as Penny’s adult daughter reports this as the key challenge in the caregiving role.
Caregiver policies state that they want to support this. The author does acknowledge that the
complexity of stroke means that there are challenges when it comes to implementing such
information and or training. However, these initiatives are not being delivered. Furthermore, as
previously discussed, the caregivers who had prior knowledge of stroke were not privy to feeling
well informed. This emphasises the need for a personable approach to information giving,
alongside such an information pack. More research needs to be done in this area in order to
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establish where the specific gaps are in implementation, and how they can effectively be
addressed.

It is also recommended that policy makers consider a more accurate definition of social
enterprise, taking into account definitions presented by academics such as Ridley Duff and Bull
(2011:2016). For example, the definition provided by the Social Services and Wellbeing (Wales)
Act (Welsh Government 2014b) does not distinguish social enterprise from the third sector
model. It is also very narrow in that it assumes that social enterprise has an affirmed structure.
However, the Stroke Club hosts identified themselves as social clubs, rather than a social
enterprise. Although there were delegated roles in place (such as treasurer), the Stroke Clubs did
not have a strong leadership framework to support substantial profit-making practices. Instead,
Stroke Clubs were run (in some cases) by survivors of stroke, who experienced their own set of
post-stroke life challenges such as post-stroke fatigue. Although some were run by caregivers,
there is still a need to support such enterprises in gaining such structures in order for them to be
strong enough to cope with the strategic focus that policy makers are hoping to implement. If
they were like other social enterprises which are typically set up by individuals as a business to
meet a social aim, this model would work.

However, at present, policy makers need to

understand that in this context, the social entrepreneurs are not necessarily looking at the
business as a social enterprise, more as a social group of like-minded people coming together to
help each other, because they feel there is no other provision what can give them that long-term
community support. More research needs to be done in this area to either (i) identify ways in
which Stroke Clubs can be supported by other sectors in order to make them established enough
for policy makers to be able to support them, or (ii) inform policy makers how to address such
challenges when supporting social enterprise in this sector.

The best way to support social enterprise in this unique context; that is, social enterprises set up
by necessity, is to allow the social entrepreneurs to maintain control and learn from them how
best to support them. This addresses the policy aim of person-centred support, and allows the
members to feel as though their voices are being heard and for them to maintain that feeling of
responsibility and control in their everyday lives which is so crucial for their post-stroke identity.
This helps maintain the ethos of a Stroke Club run for the members, by the members which helps
create the social club image and the feel of a non-threatening environment where there are other
people with shared experience.

Collaboration efforts to meet policy objectives could be

implemented between local authorities and social enterprise. It is recommended that policy
makers consider such social enterprises as a referral service for survivors when they are
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discharged from hospital care, perhaps alongside (or after) an outpatient rehabilitation
programme.

Again, more research will need to be done in this area to identify the most

appropriate time as for some, the setting of Stroke Club can be overwhelming at first.
Additional recommendations which support this include collaboration of support from the
statutory sector by way of rehabilitative support. This would help improve consistency of
rehabilitative activities across Stroke Clubs. There is also justification from the findings that
online support provisions would help survivors and caregivers through access to support forums
via online platforms. Such forums and tele-care packages exist, however, these could be linked
to more professional platforms and support rehabilitation through the provision of activities for
engagement and intellectual stimulus. This could be done in a way which makes the provision
accessible for all, through consideration of alternative ways to communicate. Further research
into the most effective way to provide electronic support is advised.

Despite these recommendations the author cannot discount discussion in Chapter 4 where
Baldock et al. (2012) assert policy implementation can fail through delivery due to
disagreements between those departments required to collaborate in order to meet the policy
aims. Unfortunately, the population which the policy aims to support are the ones which suffer.
Therefore, it is strongly recommended that policy makers consider possible areas of conflict
between departments when setting out frameworks for policy delivery, and focus on supporting
collaborative approaches.

Social enterprise strategies could be put in place by policy makers which support them in
supporting people in the months and years after stroke in the most effective way possible. This
research indicates that supporting people in social participation and integration into wider society
can build confidence, reduce perceived public stigma, and promote mental and emotional
wellbeing. This then impacts on the perception of the self and perceived quality of life, which
further encourages them to participate in rehabilitative activity; reducing barriers to participation
in the internal and external environments. Support for caregivers in coping with the transition
into the caregiving role and providing caregiver support can assist them in being better informed
as to how to best support the cared for person, and increase confidence in the caregiving role.
This integration strategy would potentially improve the caregiver’s self-esteem and perception of
their quality of life. This, in turn, further supports the survivor.

It is possible to provide a holistic support structure which supports people in their everyday lives
in all communities across Wales. This can be achieved by social enterprise with collaboration
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and guidance from practitioners from the statutory sector and guidance from the third sector, as
well as adopting a business approach similar to the private sector.
There is no doubt that the statutory sector’s focus upon stroke prevention policy is worthwhile.
If effective, this will reduce the number of people experiencing stroke and therefore reduce the
number of people living with stroke in their everyday lives.

However, a life-long focus on

supporting people in their everyday lives is needed and will benefit people living with stroke at
present. This will also set a framework for lifelong stroke services in the future. This has been
acknowledged by the Welsh Government’s Stroke Delivery Plan (Welsh Government 2017).

Furthermore, it cannot be assumed that the survivors and caregivers are aware of support groups
or the types of support they are entitled too. In addition, caregiver participants were frustrated
and concerned that they were asking the right questions. They felt that if they asked questions,
they got answers. This demonstrates that the information was there, it just was not easily
accessible for them. This is an area of concern as the situation was already stressful and
overwhelming. The practitioners at the forefront of service delivery should be able to comfort
and reassure their patients, and be proactive in providing the information they may need.
Furthermore, practitioners at GP surgeries should consider their patients’ needs when giving out
information and it should be delivered in a way they best understand, and in a manner which
they can have a record of it.

10.3.2

Recommendations for Social Enterprise: the Stroke Clubs

For the Stroke Clubs themselves, a collaborative network between the Stroke Clubs which run
throughout Wales would be beneficial in providing a consistent level of support across the
region. A collaborative approach would provide support for the Stroke Club hosts and provide a
knowledge sharing platform. This would also help the hosts to recognise themselves as social
entrepreneurs and encourage them to take a business approach. With a committee structure not
dissimilar from a private organisation, more focus on business practice through collaboration
could help them toward sustainability.

This may help find solutions in addressing the

inconsistencies in the rehabilitative activities and social activities between the Stroke Clubs, and
allow them to work towards a standardised delivery structure which allows Stroke Clubs across
Wales to come together and collaborate, and have standardised delivery and offers through
collaboration with statutory sector provisions to ensure consistency among the service users. As
previously mentioned, a research bid has been submitted to develop such a network.
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In Section 10.3.1, recommendations were made for policy makers to provide support to social
enterprises which would enable them to deliver consistent support across the country. However,
there is scope for social enterprise to take this on board themselves. There is also scope for the
stroke-specific third sector organisation to instigate this; however, they do not provide sufficient
support. It would be beneficial for a standardised package for the groups to enable rehabilitation
activities to be provided at all of the groups, which goes beyond the leaflets distributed by the
third sector organisation. This could be achieved by coordination of the social enterprises
through affiliated activities. This recommendation would assist in social enterprise development,
particularly where the social entrepreneurs have lived the experience and are driven by their own
needs to support statutory sector policy delivery for the social good. Such a pack or information
could be provided by online provisions, supported by a discussion forum. This will be addressed
by the proposal the author is working on (discussed previously in Section 10.2) which has been
informed by this study. The aim of this is to provide support from an academic team to create a
support network for Stroke Clubs. In order to further develop this, research will need to be
conducted into social enterprise in this context from the entrepreneurs’ perspective and local
authority government in the first instance.

10.3.3

Recommendations for Future Research

This study has identified various suitable avenues of research for further exploration, some of
which have been mentioned previously. Further research into the everyday lives of those who
are not currently accessing the support provisions such as Stroke Club would highlight how nonmembers are supported in their everyday lives, and whether they are aware of support provisions
such as Stroke Club. If they are aware, exploration into why they are not accessing the support
provision may highlight barriers to access in relation to social enterprise, and perhaps ways in
which they can be reduced.

This thesis also provides a robust, tried and tested research protocol to further explore everyday
life, living with chronic conditions and/or lifelong disability to ascertain best practice for
providing support in their everyday lives. The author will use this methodology to explore the
everyday lives of people living with, and caring for people living with, other chronic conditions
such as (but not limited to) Parkinson’s disease, terminal cancer, multiple sclerosis and dementia,
testing the ‘Living with a Chronic Condition: factors influencing on personal perception’ model
presented in Figure 9. This would help further develop the existing knowledge of how to support
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vulnerable adults in their everyday lives. Moreover, the author will further explore the link
between positivity, coping and social participation.

Further exploration into this thematic

relationship, combined with the Living with Chronic Disease model would further inform
practitioners how to best support survivors in adapting to post-stroke life.

Exploring social enterprise in the context of supporting vulnerable groups, the managerial
perspective will help identify ways in which to support social enterprise initiatives which are set
up by necessity. It would also help to establish whether a statutory sector commissioning
framework would be suitable for social enterprise of this context and the kind of support
appropriate. Further research in this area could also help charitable organisations adopt a social
enterprise model and become less reliant on donations. However, it is appreciated that this
wouldn’t be appropriate for all charitable organisations. This would then relieve more donated
funds to focus on prevention agendas, as in the instance of the stroke-related charity referred to
in this thesis.

Further data collection from Stroke Clubs across Wales would also establish

whether support from the Wales Co-operative Centre or Welsh Government (2017) as discussed
in Chapter 4 (Section 4.5) would be of benefit to Stroke Clubs. On the onset from this research,
however, further exploration would allow for consideration of any potential barriers to this.

10.4

Limitations to the Research

First considered a potential weakness, recruiting survivor and caregiver participants through
Stroke Clubs resulted in a growing area of social enterprise being unexpectedly discovered.
Although recruiting participants via a stroke register would have provided more generalisable
data, this insight into Stroke Clubs provides a valuable contribution to the literature and
highlights the value in social enterprise, and how it can potentially contribute to the everyday
lives of vulnerable groups. This could have otherwise been overlooked.

Moreover, the original protocol for this study aimed to interview policy makers and the heads of
the local authority services across Welsh counties. Unfortunately, they were not willing to be
interviewed on this occasion. This highlights the challenge in recruiting participants in some
instances. However, this limitation, although it would have generated useful insight, did not
detract from the aims and objectives of this study. In fact, this limitation was superseded by a
higher than anticipated participation response rate of Stroke Clubs to be observed as discussed in
Chapter 5 (Section 5.2).
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10.5

Reflections on the Research

At the beginning of the study public awareness campaigns were highlighting stroke and the
impact it has on people’s lives.

The study itself can be applied to alternative conditions,

however by focusing on stroke; it highlighted the complexity of not only living with the
outcomes of stroke, but also living with physical disability, and living with neuro-disability.
Furthermore, being based on a Welsh context allowed for the investigation into policy
development as the infrastructure of Wales and the devolution of Welsh powers make Welsh
policy development an interesting topic.

The methodology informed of valuable insights from a range of perspectives. This adds strength
to the thesis and conclusions and recommendations drawn. A rigorous methodology produced
robust research findings from a variety of perspectives. The findings contribute to social science
literature, and business disciplines.

As already noted from feedback from peer reviewed

conference papers presented, the methodology and approach to research have produced rich data
which provides a valuable insight into living with stroke in everyday life. The methodology
chosen also allowed for reflection of the participants’ perceptions, their reflections on aspects of
their everyday life and reports of their emotional and psychological wellbeing. Furthermore, the
BNIM provided the best opportunity for the researcher to gain trust with the participant by
listening to their story, “Now that’s something I’ve not been able to tell my wife” (Mark:
interview 1).

Participants divulged information which they stated they had not shared with

anyone else, proving that this method can work well and that interviewees presented the reality.
The respondents were asked to tell their story as completely and honestly as possible.

The narrative element of the BNIM was appropriate for researching people perspectives of
stroke, as the author had no experience of stroke herself. This allowed her to learn about the
experience, without the risk of reducing the depth of the interview questions by attempting to
predefine questions to ask. The participants also perceived the interview technique as a positive
experience, reporting that “it has strengthened me to talk to you” (Mark: interview 1), and “I’m
glad of the opportunity to talk to you” (Sarah’s daughter: interview 1). Furthermore, it was also
evident that the narrative helped the participants who had memory problems to recall events and
reflect on their experience; something that may have been lost by using other methods.
Furthermore, when caregivers were interviewed, it was found they tended to answer with a focus
on the survivor. Participants who were caregivers were not self-focused with their responses and
needed to be prompted to focus on themselves during stages 2 and 3 of the BNI. Furthermore,
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phases 2 and 3 of the BNI template allowed the research to ask more direct questions, to those
survivors who had communication difficulties and struggled to answer the narrative element.
The observational findings also provided insights into the participant’s lives, and how Stroke
Club plays a part.

The observations provided the opportunity for the author to place the

interviewed participants’ reflections of Stroke Club into context, which reinforced statements
made. The author feels that she gained a deep insight into the Stroke Clubs and participant
perspectives through her observer role. By entering each observation site as a non-participant,
she was non-intrusive. Engaging within the observation site when requested was courteous,
respectful and helped to gain trust. This was in line with Rowson’s (2006) ‘FAIR’ framework of
ethical principles, discussed earlier in Section 5.5, which were to treat all individuals justly and
Fairly, to respect the Autonomy of participants, to act with Integrity, and to seek the best Results.

10.6

Close

This chapter draws the thesis to a close. Chapter 10 concludes the thesis and synthesised how the
research findings support and contribute to the existing body of knowledge by drawing on the
participants’ BNIM interviews, Stroke Club host interviews, observational work, and review of
existing literature and policy documents.

The analysis and interpretation of this data has produced outcomes of this thesis which will be
published and disseminated to appropriate audiences and to further support current and
developing knowledge in the area, and has the potential to provide further evidence for policy
makers; particularly in relation to how to support stroke survivors and their caregivers; and how
to increase effective support for social enterprise within this context. The research approach,
method, and design used for this study presents a template for application in further research
studies to investigate the everyday lives of people living with other chronic conditions. Finally,
this thesis emphasises the value of support groups for people living with lifelong conditions, and
how they can complement policy aims in their delivery.

Stroke was unexpected for all of the study participants. There is no doubt that it is a lifechanging event. However, no matter how great the challenges were that the participants faced,
all of the participants felt happy about one thing; they survived.
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Appendix A: Survivor Quality of Life Scales
Measure
Assesses
Measures
The Health Related
Survivor
Self-perceptions of physical, mental, emotional, family,
Quality of Life
and social functioning, inclusive of therapeutic
Measure
effectiveness
(Krančiukaitė and Rastenytė 2006)
The Communication
Survivor
Post stroke communication effectiveness
Effectiveness Index
The Stroke
Survivor
Communication and others
Survivors Quality of
life Scale
Stroke and Aphasia
Survivor
Same elements as above
Quality of life Scale
Communication effectiveness(understanding speech),
decision making difficulties, impact of communication
difficulties in everyday life interactions
American Speech
Survivor
Quality of life for people with mild to moderate
Language hearing
communication difficulties
association quality
of Communication
Life Scale
SF-36
Survivor
Emotional Health
(8 domains)
Bodily Performance
Role-physical, emotional interaction, social functioning
Pain
General Condition
Vigour/vitality
SIP
Survivor
Gregarious interaction, emotional conduct
(12 domains)
Mobility, ambulation
Housekeeping ability
Alertness behaviour
Rest/sleep
Communication
Self-care and mobility, eating
Euroqol
Survivor
Mood (distress/dependency)
(6 domains)
Mobility
Daily practice
Pain and discomfort
Family and leisure activities
Self-maintenance
NHP
Survivor
Emotional, Social
(6 domains)
Physical
Pain
Energy
Sleep
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Appendix B: Caregiver Quality of Life Scales
Measure
Caregiver reaction
Assessment
Carer
communication
outcome after
stroke test
13 item caregiver
strain index
22 item
challenges of
caring for
someone who has
experienced
stroke scale
15 item oberst
caregiving burden
scale
Bakes caregiving
outcomes scale

Assesses
Caregiver
Caregiver

Measures
Caregiver burden
Self esteem
Carer perspective of post stroke
communication in everyday life

Caregiver

Strain

Caregiver

General strain, isolation, disappointment

Caregiver

Impact of communication difficulties in
caring for people with aphasia.

Caregiver

Burden and strain
Impact on perceived life satisfaction,
psychological social and physical
functioning

334

Appendix C: Stroke Club Information Pack

This pack consists of:
•

a letter of invitation;

•

an information sheet; and,

•

a consent to observe form.

Presented in both Welsh and English.
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Dear [Stroke Club Host]

Life After Stroke in a Rural Area: a case study approach

I am a PhD student at Bangor University. My research project aims to explore the every day
lives and experiences of people who have been affected by Stroke, and their carer(s) including
the challenges faced and the types of help and support that are provided. I am writing to invite
you to take part in this project by allowing me to observe your Stroke Club. An information
sheet about the project is enclosed with this letter.

If you decide that you would like to take part, please complete the consent form and return to
the University using the freepost envelope enclosed - you do not need to use a stamp.

If you have any questions or would like to know more about the study please do not hesitate to
contact Elizabeth Heyworth by telephone on 07837689644 or by email using the following
address elizabeth.heyworth@bangor.ac.uk

Thank you for taking the time to read this letter.

I look forward to hearing from you.

Yours faithfully

Miss E M Heyworth
PhD Researcher
336

Ysgol Gwyddorau Cymdeithas
Prifysgol Bangor

School of Social Sciences
Bangor University

Gwynedd LL57 2DG

Gwynedd LL57 2DG

Ffôn: 07837 689 644
elizabeth.heyworth@bangor.ac.uk
Elusen
Gofrestredig
Rhif:
1141565

Phone: 07837 689 644
elizabeth.heyworth@bangor.ac.uk
Registered Charity No: 1141565

Information Sheet
Life After Stroke in a Rural Area: a case study approach
Information Sheet for Observation of Stroke Club
Introduction
Your Stroke Club is being invited to take part in a research observation. Before you decide
whether or not to participate, it is important for you to understand what this will involve. Please
take the time to read the following information.

What is the purpose of the study?
This three-year study looks at the everyday lives and experiences of people who have been
affected by Stroke living in rural areas. It looks at the challenges people face, as well as the
types of help and support offered to people who have been affected by Stroke and their carer(s)
(if applicable).

Why has my Stroke Club been chosen for observation?
Your Stroke Club has been invited for observation to provide the researcher with an insight into
what happens at your Stroke Club and its members.

Do I have to take part?
It is up to you to decide whether or not to take part in the observation – it is entirely voluntary.
Your decision will not affect and services or support that you provide. If you decide to take part
you should keep this information sheet.

What will happen if I decide to take part?
I will arrange to meet with you at a Stroke Club meeting were I will carry out the observation.
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Will my taking part in this study be kept confidential?
All the information you provide about yourself and the people within your Stroke Club will be
treated in the strictest confidence.
What will happen if I don’t want to carry on with the study?
You are free to withdraw from the study at any time and you do not have to give a reason for
this. If you decide to withdraw, your decision will not affect any services or support that you
provide.

What will happen to the results of the study?
The findings from this study will provide useful insights into the experiences and support needs
of people who have been affected by Stroke in Wales.

You will receive feedback sheets that describe some of the key findings.

Who is organising and funding the research?
The research is being funded by Bangor University, and organised by Elizabeth Heyworth (PhD
Researcher) with supervisory support from Dr Catherine Robinson and Dr Diane Seddon.

Contact for further information
If you have any questions or would like to know more about the study please do not hesitate to
contact Elizabeth Heyworth by telephone on 07837689644 or by email using the following
address e.heyworth@bangor.ac.uk

You may also contact the Project Supervisor, Dr Catherine Robinson by telephone: 07808 362
613 or email: Catherine.robinson@bangor.ac.uk
Next steps
If you decide that you would like to take part, please complete and return the consent form in
the freepost envelope provided. Once we have received this, the researcher will be in touch to
arrange a convenient time for the observation to take place.

Thank you for taking the time to read this information.
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Life After Stroke in a Rural Area: a case study approach

Consent for Conduct Observation

Please tick the boxes that apply to you.
o I confirm that I have read and understand the information sheet for this study
o I understand that my participation is voluntary and that I am free to withdraw without giving any
reason.

Name:
Address:

Post code:
Telephone number:
Email:
Signature:
Date:

Please return this form in the freepost envelope. Thank you.
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Bywyd ar ôl Strôc mewn Ardal Wledig: Astudiaeth achos

Annwyl
Rwy’n fyfyriwr PhD ym Mhrifysgol Bangor.

Amcan fy mhroject ymchwil yw edrych ar

fywydau a phrofiadau bob dydd pobl y mae Strôc wedi effeithio arnynt, a’u gofalwr/gofalwyr (os
yw hynny’n berthnasol), yn cynnwys y sialensiau y maent yn eu hwynebu a’r mathau o gymorth
a chefnogaeth sydd ar gael iddynt. Rwy’n ysgrifennu atoch i’ch gwahodd i gymryd rhan yn y
project yma drwy ganiatáu i mi ddod i’ch Clwb Strôc i’w weld ar waith. Amgaeir taflen
wybodaeth am y project gyda’r llythyr hwn.
Os penderfynwch yr hoffech gymryd rhan, a fyddech cystal â llenwi’r ffurflen gydsynio a’i
dychwelyd i’r Brifysgol gan ddefnyddio’r amlen radbost amgaeedig - nid oes angen i chi
ddefnyddio stamp.

Os oes gennych unrhyw gwestiynau, neu os hoffech wybod mwy am yr astudiaeth, mae pob
croeso i chi gysylltu ag Elizabeth Heyworth drwy ffonio 07837689644 neu anfon e-bost at
elizabeth.heyworth@bangor.ac.uk

Diolch yn fawr am roi eich amser i ddarllen y llythyr hwn.

Edrychaf ymlaen at glywed oddi wrthych.

Yn gywir
Miss E M Heyworth
Ymchwilydd PhD
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Taflen Wybodaeth

Bywyd ar ôl Strôc mewn Ardal Wledig: Astudiaeth achos

Taflen Wybodaeth ar Arsylwi Clwb Strôc

Rhagarweiniad
Gwahoddir eich Clwb Strôc i gymryd rhan mewn astudiaeth ymchwil. Cyn penderfynu a ydych
am gymryd rhan neu beidio, mae’n bwysig eich bod yn deall beth fydd hyn yn ei olygu. A
fyddech cystal â rhoi ychydig amser i ddarllen y wybodaeth ganlynol.

Beth yw pwrpas yr astudiaeth?
Mae’r astudiaeth dair blynedd hon yn edrych ar fywydau a phrofiadau bob dydd pobl sydd wedi
cael Strôc ac sy’n byw mewn ardaloedd gwledig. Mae’n edrych ar y sialensiau y mae pobl yn
eu hwynebu, yn ogystal â’r mathau o help a chefnogaeth a gynigir i bobl sydd wedi cael Strôc a'u
gofalwr/gofalwyr (os yw hynny'n berthnasol).

Pam mae fy Nghlwb Strôc i wedi cael ei ddewis?
Dewiswyd eich Clwb Strôc chi oherwydd hoffai’r ymchwilydd ddod i’ch Clwb Strôc i weld beth
sy’n digwydd yn eich Clwb ac i’r aelodau.

Oes rhaid i mi gymryd rhan?
Chi sydd i benderfynu a ydych am gymryd rhan neu beidio – mae’n hollol wirfoddol. Ni fydd
eich penderfyniad yn effeithio ar y gwasanaethau neu’r gefnogaeth rydych yn eu darparu.

Os

penderfynwch gymryd ran, dylech gadw’r daflen wybodaeth hon.
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Beth fydd yn digwydd os cymeraf ran?
Byddaf yn trefnu i gyfarfod â chi mewn cyfarfod o’r Clwb Strôc lle byddaf yn edrych ar yr hyn
sy’n digwydd yno.

Fydd y ffaith fy mod i’n cymryd rhan yn yr astudiaeth hon yn cael ei chadw’n gyfrinachol?
Bydd yr holl wybodaeth a roddwch amdanoch eich hun a’r bobl yn eich Clwb Strôc yn cael ei
thrin yn hollol gyfrinachol.
Beth fydd yn digwydd os nad ydw i am barhau â’r astudiaeth?
Gellwch dynnu’n ôl o’r astudiaeth ar unrhyw adeg ac nid oes rhaid i chi roi rheswm am hynny.
Os penderfynwch dynnu’n ôl, ni fydd eich penderfyniad yn effeithio ar y gwasanaethau neu’r
gefnogaeth rydych yn eu darparu.

Beth fydd yn digwydd i ganlyniadau’r astudiaeth?
Bydd darganfyddiadau o’r astudiaeth hon yn rhoi golwg ddefnyddiol ar brofiadau ac anghenion
cefnogaeth pobl yn ardaloedd gwledig Gogledd Cymru y mae Strôc wedi effeithio arnynt.
Byddwch yn derbyn taflenni'n disgrifio rhai o’r darganfyddiadau allweddol.
Pwy sy’n trefnu ac yn ariannu’r ymchwil?
Cyllidir yr ymchwil gan Brifysgol Bangor a chaiff ei threfnu gan Elizabeth Heyworth
(Ymchwilydd PhD) gyda chefnogaeth oruchwyliol gan Dr Catherine Robinson a Dr Diane
Seddon.

Cyswllt ar gyfer gwybodaeth bellach
Os oes gennych unrhyw gwestiynau, neu os hoffech wybod mwy am yr astudiaeth, mae pob
croeso i chi gysylltu ag Elizabeth Heyworth drwy ffonio 07837 689 644 neu anfon e-bost at
elizabeth.heyworth@bangor.ac.uk

Gellwch gysylltu hefyd â Goruchwyliwr y Project, Dr Catherine Robinson, drwy ffonio: 07808
362 613 neu e-bostiwch: catherine.robinson@bangor.ac.uk
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Camau nesaf
Os penderfynwch yr hoffech gymryd rhan, a fyddech cystal â llenwi’r ffurflen gydsynio a’i
dychwelyd gan ddefnyddio’r amlen radbost.

Unwaith y byddwn wedi derbyn hon, bydd yr

ymchwilydd yn cysylltu â chi i drefnu amser cyfleus i gynnal y arsylwi.

Diolch i chi am gymryd amser i ddarllen y wybodaeth hon.
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Bywyd ar ôl Strôc mewn Ardal Wledig: Astudiaeth achos

Caniatâd i Arsylwi Ymddygiad
Ticiwch y bocsys sy’n berthnasol i chi
o Rwy’n cadarnhau fy mod wedi darllen a deall y daflen wybodaeth ar gyfer yr astudiaeth hon.
o Rwy’n deall mai fy newis i yw cymryd rhan ai peidio, a bod gennyf hawl i dynnu’n ôl unrhyw
bryd heb roi rheswm.

Enw:
Cyfeiriad:
Cod post:
Rhif ffôn:
E-bost:
Llofnod:
Dyddiad:

Dychwelwch y ffurflen hon yn yr amlen radbost a ddarperir. Diolch yn fawr.
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Appendix D: Case Study Participant Information Pack

Each pack consisted of:
•

a letter of invitation;

•

an information sheet;

•

a consent for Interview form; and,

•

a postage paid envelope for return of signed forms to the author.

Presented in both Welsh and English.
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Dear Potential Participant

Life After Stroke in a Rural Area: a case study approach

I am a PhD student at Bangor University. My research project aims to explore the every day
lives and experiences of people who have been affected by Stroke, and their carer(s) (if
applicable including the challenges faced and the types of help and support that are provided). I
am writing to invite you to take part in this project and share your experiences. An information
sheet about the project is enclosed with this letter.

If you decide that you would like to take part, please complete the consent form and return to
the University using the freepost envelope enclosed - you do not need to use a stamp.

If you have any questions or would like to know more about the study please do not hesitate to
contact Elizabeth Heyworth by telephone on 07837689644 or by email using the following
address elizabeth.heyworth@bangor.ac.uk

Thank you for taking the time to read this letter.

I look forward to hearing from you.

Yours faithfully

Miss E M Heyworth
PhD Researcher
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Life After Stroke in a Rural Area: a case study approach
Information Sheet Face to Face Interviews – Individual who has been affected by Stroke

Introduction
You are being invited to take part in a research project. Before you decide whether or not to
participate, it is important for you to understand what this will involve. Please take the time to
read the following information and discuss it with your relatives and friends if you wish.

What is the purpose of the study?
This three-year study looks at the everyday lives and experiences of people who have been
affected by Stroke living in rural areas. It looks at the challenges people face, as well as the
types of help and support offered to people who have been affected by Stroke and their carer(s).

Why have I been chosen for interview?
You have been invited for interview because (name of organisation) has distributed study packs
to support and assist the researcher in participant recruitment.

Do I have to take part?
It is up to you to decide whether or not to take part in the interview – it is entirely voluntary.
Your decision will not affect the standard of care and services you or the person who helps to
look after you receive. If you decide to take part you should keep this information sheet.
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What will happen if I decide to take part?
The researcher will arrange to meet with you to complete an interview, which will take about one
hour. This interview can take place in your own home or at a mutually agreeable venue, during
the day-time or in the evening. It will be conducted in the English language. During the
interview you will be asked to share your experiences and describe any support you may receive.
A second interview will also take place in approximately six months time.

Will my taking part in this study be kept confidential?
All the information you provide about yourself and the person who helps to look after you will
be treated in the strictest confidence. Neither you nor the person who helps to look after you
will be identified in any reports or publications.
In the (perhaps unlikely) event of a loss of capacity, the researcher would retain personal data
collected and continue to use it confidentially in connection with the purposes for which consent
is given.
What will happen if I don’t want to carry on with the study?
You are free to withdraw from the study at any time and you do not have to give a reason for
this. If you decide to withdraw, your decision will not affect the standard of care and services
you or the person who helps to look after you receive.

What will happen to the results of the study?
The findings from this study will provide useful insights into the experiences and support needs
of people who have been affected by Stroke in Wales.
You will receive feedback sheets that describe some of the key findings.

Who is organising and funding the research?
The research is being funded by Bangor University, and organised by Elizabeth Heyworth (PhD
Researcher) with supervisory support from Dr Catherine Robinson and Dr Diane Seddon.

Contact for further information
If you have any questions or would like to know more about the study please do not hesitate to
contact Elizabeth Heyworth by telephone on 07837689644 or by email using the following
address elizabeth.heyworth@bangor.ac.uk
You may also contact the Project Supervisor, Dr Catherine Robinson by telephone: 07808 362
613 or email: catherine.robinson@bangor.ac.uk
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Next steps
If you decide that you would like to take part, please complete and return the consent form in
the freepost envelope provided. Once we have received this, Elizabeth Heyworth will be in
touch to arrange a convenient time for the interview to take place.

Thank you for taking the time to read this information.
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Life After Stroke in a Rural Area: a case study approach
Consent to Interview Form

Please tick the boxes that apply to you.

o

I confirm that I have read and understand the information sheet for this study

o

I understand that my participation is voluntary and that I am free to withdraw without giving any
reason

o

I understand that the interviews will be conducted in English.

Name:
Address:

Post code:
Telephone number:
Email:
Signature:
Date:

Please return this form in the freepost envelope. Thank you.
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Annwyl Cyfranogwr Potensial

Bywyd mewn ardal wledig ar ôl strôc: astudiaeth achos
Rwy’n fyfyrwraig PhD ym Mhrifysgol Bangor. Nod fy astudiaeth ymchwil yw edrych ar
brofiadau a bywydau pob dydd pobl sydd wedi cael strôc a’u gofalwyr (os yn berthnasol, yn
cynnwys yr heriau y maent yn eu hwynebu a’r math o gymorth a chefnogaeth a ddarperir
iddynt). Ysgrifennaf atoch i’ch gwahodd i gymryd rhan yn yr astudiaeth hon a rhannu’ch
profiadau. Amgaeaf daflen wybodaeth am yr astudiaeth gyda’r llythyr hwn.
Os penderfynwch yr hoffech gymryd rhan, a fyddech cystal â llenwi’r ffurflen gydsynio a’i
hanfon yn ôl i’r Brifysgol gan ddefnyddio’r amlen radbost amgaeedig – nid oes angen stamp.
Os oes gennych unrhyw gwestiynau, neu os hoffech wybod mwy am yr astudiaeth, mae croeso i
chi gysylltu ag Elizabeth Heyworth ar 07837689644 neu drwy'r cyfeiriad e-bost canlynol:
elizabeth.heyworth@bangor.ac.uk
Diolch yn fawr am roi o’ch amser i ddarllen hwn.
Edrychaf ymlaen at glywed gennych.

Yn gywir

Miss E M Heyworth
Ymchwilydd PhD
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Bywyd mewn ardal wledig ar ôl strôc: astudiaeth achos
Taflen wybodaeth i gyfweliadau wyneb yn wyneb – unigolion sydd wedi cael strôc
Cyflwyniad

Gwahoddir chi i gymryd rhan mewn astudiaeth ymchwil. Cyn penderfynu a ydych am gymryd
rhan neu beidio, mae’n bwysig eich bod yn deall yr hyn y bydd yn ei olygu. A fyddech cystal â
darllen y wybodaeth ganlynol a’i thrafod gyda’ch perthnasau a’ch ffrindiau os ydych yn
dymuno.

Beth yw diben yr astudiaeth?
Nod yr astudiaeth dair blynedd hon yw edrych ar fywydau a phrofiadau pobl sy’n byw mewn
ardal wledig ac sydd wedi cael strôc. Mae’n edrych ar yr heriau y mae pobl yn eu hwynebu, yn
ogystal â’r math o gymorth a chefnogaeth a gynigir i bobl sydd wedi cael strôc a’u gofalwyr.

Pam ydw i wedi cael fy newis am gyfweliad?
Gwahoddwyd chi i gael cyfweliad oherwydd bod (name of organisation) wedi dosbarthu
pecynnau am yr astudiaeth i gynorthwyo'r ymchwilydd i recriwtio pobl i gymryd rhan yn yr
astudiaeth.

A oes rhaid i mi gymryd rhan?
Chi sydd i benderfynu a ydych eisiau cymryd rhan yn y cyfweliad – mae’n hollol wirfoddol. Ni
fydd eich penderfyniad yn cael unrhyw effaith ar safon y gofal a’r gwasanaethau rydych chi,
neu’r sawl sy’n gofalu amdanoch, yn eu derbyn. Os penderfynwch gymryd ran, dylech gadw’r
daflen wybodaeth hon.
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Beth fydd yn digwydd os penderfynaf gymryd rhan?
Bydd yr ymchwilydd yn trefnu i gyfarfod gyda chi i gynnal cyfweliad, a fydd yn cymryd
oddeutu awr. Gellir cynnal y cyfweliad hwn yn eich cartref eich hun neu mewn lleoliad sy’n
gyfleus i bawb, yn ystod y dydd neu gyda’r nos. Cynhelir y cyfweliad yn Saesneg. Yn ystod y
cyfweliad, gofynnir i chi rannu’ch profiadau a disgrifio unrhyw gefnogaeth rydych yn ei chael.
Cynhelir ail gyfweliad ymhen tua chwe mis.
A fydd y ffaith fy mod yn cymryd rhan yn yr astudiaeth hon yn cael ei chadw’n
gyfrinachol?
Bydd yr holl wybodaeth a roddwch amdanoch eich hun a’r sawl sy’n gofalu amdanoch yn cael ei
thrin yn hollol gyfrinachol. Ni fyddwch chi, na’r sawl sy’n gofalu amdanoch, yn cael ei enwi
mewn unrhyw adroddiadau na chyhoeddiadau.
Pe baech yn methu â pharhau oherwydd eich iechyd (sydd efallai’n annhebygol), byddai'r tîm
ymchwil yn cadw'r data personol a gasglwyd gennych ac yn parhau i'w ddefnyddio yn
gyfrinachol i’r dibenion a ganiatawyd.
Beth fydd yn digwydd os nad wyf eisiau parhau â’r astudiaeth?
Gallwch dynnu’n ôl o’r astudiaeth ar unrhyw adeg heb roi rheswm am hynny. Os byddwch yn
penderfynu tynnu’n ôl, ni fydd eich penderfyniad yn cael unrhyw effaith ar safon y gofal a’r
gwasanaethau rydych chi, neu’r sawl sy’n gofalu amdanoch, yn eu derbyn.
Beth fydd yn digwydd i ganlyniadau’r astudiaeth?
Bydd canfyddiadau’r astudiaeth yn rhoi gwybodaeth ddefnyddiol i ni am brofiadau ac anghenion
pobl yng nghefn gwlad gogledd Cymru sydd wedi cael strôc.
Cewch daflenni adborth fydd yn disgrifio rhai o’r prif ganfyddiadau.
Pwy sy’n trefnu ac yn ariannu’r ymchwil?
Ariannir yr astudiaeth gan Brifysgol Bangor ac fe’i trefnir gan Elizabeth Heyworth (ymchwilydd
PhD) dan oruchwyliaeth Dr Catherine Robinson a Dr Diane Seddon.

Manylion cysylltu i gael rhagor o wybodaeth
Os oes gennych unrhyw gwestiynau, neu os hoffech wybod mwy am yr astudiaeth, mae croeso i
chi gysylltu ag Elizabeth Heyworth ar 07837689644 neu drwy'r cyfeiriad e-bost canlynol:
elizabeth.heyworth@bangor.ac.uk
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Gallwch hefyd gysylltu â goruchwyliwr y project, Dr Catherine Robinson, ffôn: 07808362613
neu e-bost: catherine.robinson@bangor.ac.uk

Camau nesaf
Os penderfynwch yr hoffech gymryd rhan, dylech lenwi’r ffurflen gydsynio a’i dychwelyd gan
ddefnyddio’r amlen radbost. Ar ôl i ni dderbyn hon, bydd Elizabeth Heyworth yn cysylltu â chi i
drefnu amser cyfleus i gynnal y cyfweliad.
Diolch i chi am roi o’ch amser i ddarllen y daflen hon.
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Bywyd mewn ardal wledig ar ôl strôc: astudiaeth achos
Ffurflen gydsynio i gyfweliad
Ticiwch y bocsys sy’n berthnasol i chi.
o

Rwy’n cadarnhau fy mod wedi darllen a deall y daflen wybodaeth ar gyfer yr astudiaeth hon.

o

Rwy’n deall fy mod yn cymryd rhan o’m gwirfodd, ac y gallaf dynnu’n ôl heb roi rheswm.

o

Rwy’n deall y bydd y cyfweliad yn cael ei gynnal yn Saesneg.
Enw:
Cyfeiriad:

Cod post:
Rhif ffôn:
E-bost:
Llofnod:
Dyddiad:

Anfonwch y ffurflen hon yn ôl yn yr amlen radbost. Diolch yn fawr.
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Dear Potential Participant

Life After Stroke in a Rural Area: a case study approach

I am a PhD student at Bangor University. My research project aims to explore the every day
lives and experiences of people who have been affected by Stroke, and their carer(s) (if
applicable including the challenges faced and the types of help and support that are provided). I
am writing to invite you to take part in this project and share your experiences. An information
sheet about the project is enclosed with this letter.

If you decide that you would like to take part, please complete the consent form and return to
the University using the freepost envelope enclosed - you do not need to use a stamp.

If you have any questions or would like to know more about the study please do not hesitate to
contact Elizabeth Heyworth by telephone on 07837689644 or by email using the following
address elizabeth.heyworth@bangor.ac.uk

Thank you for taking the time to read this letter.

I look forward to hearing from you.

Yours faithfully

Miss E M Heyworth
PhD Researcher
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Life After Stroke in a Rural Area: a case study approach
Information Sheet for Face to Face Interviews – Carers

Introduction
You are being invited to take part in a research interview. Before you decide whether or not to
participate, it is important for you to understand what this will involve. Please take the time to
read the following information and discuss it with your relatives and friends if you wish.

What is the purpose of the study?
This three-year study looks at the everyday lives and experiences of people who have been
affected by Stroke living in rural areas. It looks at the challenges people face, as well as the
types of help and support offered to people who have been affected by Stroke and their carer(s).

Why have I been chosen for interview?
You have been invited to interview because a person in your care kindly responded to the
researchers call for participants, and gave permission for you to be contacted. We will be
interviewing a number of individuals to ask them about their experiences.

Do I have to take part?
It is up to you to decide whether or not to take part in the interview – it is entirely voluntary.
Your decision will not affect and services or support that you receive. If you decide to take part
you should keep this information sheet.

What will happen if I decide to take part?
The researcher will arrange to meet with you to complete an interview, which will take about one
hour. This interview can take place in your own home or at a mutually agreeable venue, during
the day-time or in the evening. It will be conducted in the English language. During the
interview you will be asked to share your experiences and describe any support you might
receive. A second interview will also take place in approximately six months time.
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Will my taking part in this study be kept confidential?
All the information you provide about yourself and the person in your care will be treated in the
strictest confidence. Neither you nor the person in your care will be identified in any reports or
publications.

In the (perhaps unlikely) event of a loss of capacity, the research team would retain personal data
collected and continue to use it confidentially in connection with the purposes for which consent
is given.
What will happen if I don’t want to carry on with the study?
You are free to withdraw from the study at any time and you do not have to give a reason for
this. If you decide to withdraw, your decision will not affect any services or support that you
receive.

What will happen to the results of the study?
The findings from this study will provide useful insights into the experiences and support needs
of people who have been affected by Stroke in Wales and their carers.
You will receive feedback sheets that describe some of the key findings.

Who is organising and funding the research?
The research is being funded by Bangor University, and organised by Elizabeth Heyworth (PhD
Researcher) with supervisory support from Dr Catherine Robinson and Dr Diane Seddon.

Contact for further information
If you have any questions or would like to know more about the study please do not hesitate to
contact Elizabeth Heyworth by telephone on 07837689644 or by email using the following
address elizabeth.heyworth@bangor.ac.uk
You may also contact the Project Supervisor, Dr Catherine Robinson by telephone: 07808 362
613 or email: catherine.robinson@bangor.ac.uk

Next steps
If you decide that you would like to take part, please complete and return the consent form in
the freepost envelope provided.

Once we have received this, Elizabeth Heyworth will be in

touch to arrange a convenient time for the interview to take place.
Thank you for taking the time to read this information.
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Life After Stroke in a Rural Area: a case study approach
Consent to Interview Form
Please tick the boxes that apply to you.
o

I confirm that I have read and understand the information sheet for this study

o

I understand that my participation is voluntary and that I am free to withdraw without giving any
reason

o

I understand that the interviews will be conducted in English.
Name:
Address:

Post code:
Telephone number:
Email:
Signature:
Date:

Please return this form in the freepost envelope. Thank you.
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Annwyl Cyfranogwr Potensial

Bywyd mewn ardal wledig ar ôl strôc: astudiaeth achos
Rwy’n fyfyrwraig PhD ym Mhrifysgol Bangor. Nod fy astudiaeth ymchwil yw edrych ar
brofiadau a bywydau pob dydd pobl sydd wedi cael strôc a’u gofalwyr (os yn berthnasol, yn
cynnwys yr heriau y maent yn eu hwynebu a’r math o gymorth a chefnogaeth a ddarperir
iddynt). Ysgrifennaf atoch i’ch gwahodd i gymryd rhan yn yr astudiaeth hon a rhannu’ch
profiadau. Amgaeaf daflen wybodaeth am yr astudiaeth gyda’r llythyr hwn.
Os penderfynwch yr hoffech gymryd rhan, a fyddech cystal â llenwi’r ffurflen gydsynio a’i
hanfon yn ôl i’r Brifysgol gan ddefnyddio’r amlen radbost amgaeedig – nid oes angen stamp.

Os oes gennych unrhyw gwestiynau, neu os hoffech wybod mwy am yr astudiaeth, mae croeso i
chi gysylltu ag Elizabeth Heyworth ar 07837689644 neu drwy'r cyfeiriad e-bost canlynol:
elizabeth.heyworth@bangor.ac.uk
Diolch yn fawr am roi o’ch amser i ddarllen hwn.

Edrychaf ymlaen at glywed gennych.

Yn gywir

Miss E M Heyworth
Ymchwilydd PhD
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Bywyd mewn ardal wledig ar ôl strôc: astudiaeth achos

Taflen wybodaeth i gyfweliadau wyneb yn wyneb - gofalwyr
Cyflwyniad
Gwahoddir chi i gymryd rhan mewn cyfweliad ymchwil. Cyn penderfynu a ydych am gymryd
rhan neu beidio, mae’n bwysig eich bod yn deall yr hyn y bydd yn ei olygu. A fyddech cystal â
darllen y wybodaeth ganlynol a’i thrafod gyda’ch perthnasau a’ch ffrindiau os ydych yn
dymuno.

Beth yw diben yr astudiaeth?
Nod yr astudiaeth dair blynedd hon yw edrych ar fywydau a phrofiadau pobl sy’n byw mewn
ardal wledig ac sydd wedi cael strôc. Mae’n edrych ar yr heriau y mae pobl yn eu hwynebu, yn
ogystal â’r math o gymorth a chefnogaeth a gynigir i bobl sydd wedi cael strôc a’u gofalwyr.

Pam ydw i wedi cael fy newis am gyfweliad?
Gwahoddwyd chi i gael cyfweliad oherwydd bod rhywun sydd yn eich gofal wedi ymateb i
alwad ein hymchwilwyr am gyfranogwyr gan roi caniatâd i ni gysylltu â chi. Byddwn yn
cyfweld nifer o unigolion er mwyn eu holi am eu profiadau.

A oes rhaid i mi gymryd rhan?
Chi sydd i benderfynu a ydych eisiau cymryd rhan yn y cyfweliad – mae’n hollol wirfoddol. Ni
fydd eich penderfyniad yn effeithio ar y gwasanaethau na’r gefnogaeth rydych yn eu derbyn. Os
penderfynwch gymryd ran, dylech gadw’r daflen wybodaeth hon.

Beth fydd yn digwydd os penderfynaf gymryd rhan?
Bydd yr ymchwilydd yn trefnu i gyfarfod gyda chi i gynnal cyfweliad, a fydd yn cymryd
oddeutu awr. Gellir cynnal y cyfweliad hwn yn eich cartref eich hun neu mewn lleoliad sy’n
gyfleus i bawb, yn ystod y dydd neu gyda’r nos. Cynhelir y cyfweliad yn Saesneg. Yn ystod y
361

cyfweliad, gofynnir i chi rannu’ch profiadau a disgrifio unrhyw gefnogaeth rydych yn ei chael.
Cynhelir ail gyfweliad ymhen tua chwe mis.
A fydd y ffaith fy mod yn cymryd rhan yn yr astudiaeth hon yn cael ei chadw’n
gyfrinachol?
Bydd yr holl wybodaeth a roddwch amdanoch eich hun a’r sawl sydd yn eich gofal yn cael ei
thrin yn hollol gyfrinachol. Ni fyddwch chi, na’r sawl sydd yn eich gofal, yn cael ei enwi mewn
unrhyw adroddiadau na chyhoeddiadau.
Pe baech yn methu â pharhau oherwydd eich iechyd (sydd efallai’n annhebygol), byddai'r tîm
ymchwil yn cadw'r data personol a gasglwyd gennych ac yn parhau i'w ddefnyddio yn
gyfrinachol i’r dibenion a ganiatawyd.
Beth fydd yn digwydd os nad wyf eisiau parhau â’r astudiaeth?
Gallwch dynnu’n ôl o’r astudiaeth ar unrhyw adeg heb roi rheswm am hynny. Os byddwch yn
penderfynu tynnu’n ôl, ni fydd eich penderfyniad yn effeithio ar y gwasanaethau na’r
gefnogaeth rydych yn eu derbyn.
Beth fydd yn digwydd i ganlyniadau’r astudiaeth?
Bydd canfyddiadau’r astudiaeth yn rhoi gwybodaeth ddefnyddiol i ni am brofiadau ac anghenion
pobl yng nghefn gwlad gogledd Cymru sydd wedi cael strôc a’u gofalwyr.
Cewch daflenni adborth fydd yn disgrifio rhai o’r prif ganfyddiadau.
Pwy sy’n trefnu ac yn ariannu’r ymchwil?
Ariannir yr astudiaeth gan Brifysgol Bangor ac fe’i trefnir gan Elizabeth Heyworth (ymchwilydd
PhD) dan oruchwyliaeth Dr Catherine Robinson a Dr Diane Seddon.

Manylion cysylltu i gael rhagor o wybodaeth
Os oes gennych unrhyw gwestiynau, neu os hoffech wybod mwy am yr astudiaeth, mae croeso i
chi gysylltu ag Elizabeth Heyworth ar 07837689644 neu drwy'r cyfeiriad e-bost canlynol:
elizabeth.heyworth@bangor.ac.uk
Gallwch hefyd gysylltu â goruchwyliwr y project, Dr Catherine Robinson, ffôn: 07808362613
neu e-bost: catherine.robinson@bangor.ac.uk
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Camau nesaf
Os penderfynwch yr hoffech gymryd rhan, dylech lenwi’r ffurflen gydsynio a’i dychwelyd gan
ddefnyddio’r amlen radbost. Ar ôl i ni dderbyn hon, bydd Elizabeth Heyworth yn cysylltu â chi
i drefnu amser cyfleus i gynnal y cyfweliad.
Diolch i chi am roi o’ch amser i ddarllen y wybodaeth hon.
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Ysgol Gwyddorau Cymdeithas
Prifysgol Bangor

School of Social Sciences
Bangor University

Gwynedd LL57 2DG

Gwynedd LL57 2DG

Ffôn: 07837 689 644
elizabeth.heyworth@bangor.ac.uk
Elusen
Gofrestredig
Rhif:
1141565

Phone: 07837 689 644
elizabeth.heyworth@bangor.ac.uk
Registered Charity No: 1141565

Bywyd mewn ardal wledig ar ôl strôc: astudiaeth achos
Ffurflen gydsynio i gyfweliad
Ticiwch y bocsys sy’n berthnasol i chi.
o

Rwy’n cadarnhau fy mod wedi darllen a deall y daflen wybodaeth ar gyfer yr astudiaeth hon.

o

Rwy’n deall fy mod yn cymryd rhan o’m gwirfodd, ac y gallaf dynnu’n ôl heb roi rheswm.

o

Rwy’n deall y bydd y cyfweliad yn cael ei gynnal yn Saesneg.
Enw:
Cyfeiriad:

Cod post:
Rhif ffôn:
E-bost:
Llofnod:
Dyddiad:

Anfonwch y ffurflen hon yn ôl yn yr amlen radbost. Diolch yn fawr.
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Appendix E: Survivor BNIM Template
Survivor Interview Schedule 1
The interview approach is based on the biographic narrative interpretive method (BNIM) of
interview by Wengraf (2009) and will be conducted in three phases: phase 1 elicits individuals
personal experiences in their own words; the aim of phase 2 is to clarify any issues and collect
more detail about specific incidences or areas of interest in the narrative, and phase 3 allows
asking more structured questions.
Before the start of the interview
Familiarise yourself with the protocol
Go through issues around consent (such as recording the interview, awareness of issues around
confidentiality, and ability to terminate interview at any time) and assure that the interviewee has
signed the consent form.
PHASE 1
Framing
As you know we are interested in the everyday lives and experiences of individuals who have
been affected by stroke in rural Wales and their families. In a moment I am going to ask you
about any changes which might have happened since my first visit.
Generative question
Can you please tell me about your everyday life since you experienced your stroke: all the events
and experiences that are important to you personally”.
Additional prompts once interviewee has finished
Is there anything more you would like to add?
Does anything else come to mind?
Thinking back about what you’ve said so far, is there anything else you’d like to say to make
sure I understand fully what you’ve told me?
CHECK if the interviewee would like a break. Turn off the recorder during breaks.
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PHASE 2
Interviewer to select a number of cue phrases from the list made during phase1. The decision of
how many cue phrases to use depends partly on the length of phase 1. It is useful to rank the cue
phrases. Cue selection should be based on the following: strong emotion words, particular
incidence, research aim relevance, or apparently irrelevant remark.
I noted down some key points as you were telling me your story and I would like us to go back
and talk about these some more:
You said [cue-phrase 2-6 words]. Can you remember a particular [magic word]… how it all
happened
Magic words
Situation, happening, event, incident, occasion, time, day, memory of a moment, unmet need,
dissatisfied, example
If the interviewee cannot remember/ give no specific example keep asking; if nothing is
forthcoming, ask the negative – “Can you remember a particular [magic word] when X did not
happen?
CHECK if the interviewee would like a break
PHASE 3 Semi-structured questions
Select the topics very carefully (or adapt as appropriate) from the following list
If the interviewee has already touched on some of the points summarise these and ask if there is
anything else to add.
If the interviewee has discussed a topic in detail, do not go over the same ground again
Use phrases such as the following to introduce specific topics:
·

You have already mentioned a number of changes such as………, can you please tell me
a bit more about X

·

You have talked about your experiences with…., can you tell me a bit more about X

·

Please tell me a bit more about X

You have kindly told me your story, about your life after you experienced stroke and talked about
your experiences. I now have some specific questions that I would like to ask you. There are no
right or wrong answers. Please take as long as you like to think about and answer them.
Topics to explore if not mentioned or to explore further
·
·

Specific challenges faced with changes which may have occurred; employment; housing;
undertaking education and training; making friends/socilalising, physical challenges;
Strategies to cope with change, including support, and the potential value of meeting
with other people who have been affected by stroke.
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·
·
·

·
·
·
·

Information to help with identified changes and social participation– accessing;
assimilating; timeliness; relevance; gaps.
Establishing relationships with professionals, discussing their experiences and needs with
them.
Experiences of assessment – process; focus; involvement in decision-making; perceived
sensitivity; aspects of the process that worked well; aspects of the process that were
problematic.
Services – accessibility; sensitivity; timeliness; effectiveness; integration and
coordination; gaps; priorities for development/future services.
Support from professional and voluntary organisations.
Support from family/friends/peers.
Any new unmet needs and how these might be addressed.

More generic questions that might be useful
·

·
·
·

Based on your experience, how do you feel about service provision and support for the
changes you have experienced? Please tell me about any barriers that you have
encountered.
Based on your experience, can you suggest anything that you think would improve
service provision to prepare you for x change for you, or someone else, in the future?
Based on your experience, what has been helpful/not helpful for you in terms of services
OR what would you have liked but did not get?
Based on your experience, do you feel that living in a rural area has had any affect on
the support you receive, or your recovery? If so, how?

Closing question
Is there anything else that you would like to tell me or ask me, perhaps something that you were
expecting us to talk about that we have not covered?
Debriefing
The recorder should be turned off for the debriefing session. The interviewer might ask if the
interview has brought-up any difficult thoughts or feelings.
The interviewer should leave the interviewee on a ‘positive note’. If the interviewee is troubled,
the interviewer can offer to contact someone on their behalf or stay with them while they contact
a friend or other sources of support.
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Appendix F: Caregiver BNIM Template
Caregiver Interview Schedule 1
The interview approach is based on the biographical narrative interview method (BNIM) by
Wengraf (2009) and will be conducted in three phases: phase 1 elicits individuals personal
experiences in their own words; the aim of phase 2 is to clarify any issues and collect more detail
about specific incidences or areas of interest in the narrative, and phase 3 allows asking more
structured questions.
Before the start of the interview
Familiarise yourself with the protocol
Go through issues around consent (such as recording the interview, awareness of issues around
confidentiality, and ability to terminate interview at any time) and assure that the interviewee has
signed the consent form
PHASE 1
Framing
As you know we are interested in the everyday lives and experiences of individuals who have
been affected by stroke in rural Wales and their families. In a moment I am going to ask you
about any changes which might have happened since my first visit.
Generative question
“Could you please tell me in your own words your experience of caring for (survivors name)
since they experienced their stroke?”
Additional prompts once interviewee has finished
Is there anything more you would like to add?
Does anything else come to mind?
Thinking back about what you’ve said so far, is there anything else you’d like to say to make
sure I understand fully what you’ve told me?
CHECK if the interviewee would like a break. Turn off the recorder during breaks.
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PHASE 2
Interviewer to select a number of cue phrases from the list made during phase1. The decision of
how many cue phrases to use depends partly on the length of phase 1. It is useful to rank the cue
phrases. Cue selection should be based on the following: strong emotion words, particular
incidence, research aim relevance, or apparently irrelevant remark.
I noted down some key points as you were telling me your story and I would like us to go back
and talk about these some more:
You said [cue-phrase 2-6 words]. Can you remember a particular [magic word]… how it all
happened
Magic words
Situation, happening, event, incident, occasion, time, day, memory of a moment, unmet need,
dissatisfied, example
If the interviewee cannot remember/ give no specific example keep asking; if nothing is
forthcoming, ask the negative – “Can you remember a particular [magic word] when X did not
happen?
CHECK if the interviewee would like a break
PHASE 3 Semi-structured questions
Select the topics very carefully (or adapt as appropriate) from the following list
If the interviewee has already touched on some of the points summarise these and ask if there is
anything else to add.
If the interviewee has discussed a topic in detail, do not go over the same ground again
Use phrases such as the following to introduce specific topics:
·
You have already mentioned a number of changes such as………, can you please tell me
a bit more about X
·

You have talked about your experiences with…., can you tell me a bit more about X

·

Please tell me a bit more about X

You have kindly told me your story, about your life after you experienced stroke and talked about
your experiences. I now have some specific questions that I would like to ask you. There are no
right or wrong answers. Please take as long as you like to think about and answer them.
Topics to explore if not mentioned or to explore further
·
Specific challenges faced with changes which may have occurred; employment; housing;
undertaking education and training; making friends/socilalising, physical challenges;
·
Strategies to cope with change, including support, and the potential value of meeting
with other people who have been affected by stroke.
·
Information to help with identified changes and social participation– accessing;
assimilating; timeliness; relevance; gaps.
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·
Establishing relationships with professionals, discussing their experiences and needs with
them.
·
Experiences of assessment – process; focus; involvement in decision-making; perceived
sensitivity; aspects of the process that worked well; aspects of the process that were
problematic.
·
Services – accessibility; sensitivity; timeliness; effectiveness; integration and
coordination; gaps; priorities for development/future services.
·
Support from professional and voluntary organisations.
·
Support from family/friends/peers.
·
Any new unmet needs and how these might be addressed.
More generic questions that might be useful
·

·
·
·

Based on your experience, how do you feel about service provision and support for the
changes you have experienced? Please tell me about any barriers that you have
encountered.
Based on your experience, can you suggest anything that you think would improve
service provision to prepare you for x change for you, or someone else, in the future?
Based on your experience, what has been helpful/not helpful for you in terms of services
OR what would you have liked but did not get?
Based on your experience, do you feel that living in a rural area has had any affect on
the support you receive, or your recovery? If so, how?

Closing question
Is there anything else that you would like to tell me or ask me, perhaps something that you were
expecting us to talk about that we have not covered?
Debriefing
The recorder should be turned off for the debriefing session. The interviewer might ask if the
interview has brought-up any difficult thoughts or feelings.
The interviewer should leave the interviewee on a ‘positive note’. If the interviewee is troubled,
the interviewer can offer to contact someone on their behalf or stay with them while they contact
a friend or other sources of support.
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Appendix G: Alternative Interview Template

Who helps you in your
everyday life?

What do they help you with?

371

Do you go to any groups?

How do you get there?
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I want extra help with……………..

Do you think that living here affects the groups you
go to?

How?
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Do you think that living here affects the help you
receive?

Have you had to move house because of your
stroke?
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Have you had to retire because of your stroke?

How has your life changed?

Did you have to give up a hobby or interest? – can
you tell me what it was?

375

Have you taken up a new hobby or interest since
your stroke? – can you tell me about it?
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Examples of some of the images which were cut out for use when responding is shown below.
These were printed to a parger scale.

Hobby / interest group

Carer

Husband / Wife

Social

Friend

family
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Taxi

Bicyle

Bus

Car

Walk

Mini bus
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Appendix H: Survivor Follow-up BNIM Interview Template
Example from case study 9.
Interview Schedule
The interview approach is based on the biographic narrative interpretive method (BNIM) of
interview by Wengraf (2009) and will be conducted in three phases: phase 1 elicits individuals
personal experiences in their own words; the aim of phase 2 is to clarify any issues and collect
more detail about specific incidences or areas of interest in the narrative, and phase 3 allows
asking more structured questions.
Before the start of the interview
Familiarise yourself with the protocol
Go through issues around consent (such as recording the interview, awareness of issues around
confidentiality, and ability to terminate interview at any time) and assure that the interviewee has
signed the consent form
PHASE 1
Framing
As you know we are interested in the everyday lives and experiences of individuals who have
been affected by stroke in rural Wales and their families. In a moment I am going to ask you
about any changes which might have happened since my first visit.
Generative question
When I was here several months ago you both told me about your life since you had experienced
your stroke. Can you please tell me about any changes in your life since I visited you last?
Additional prompts once interviewee has finished
Is there anything more you would like to add?
Does anything else come to mind?
Thinking back about what you’ve said so far, is there anything else you’d like to say to make
sure I understand fully what you’ve told me?
CHECK if the interviewee would like a break. Turn off the recorder during breaks.
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PHASE 2
Interviewer to select a number of cue phrases from the list made during phase1. The decision of
how many cue phrases to use depends partly on the length of phase 1. It is useful to rank the cue
phrases. Cue selection should be based on the following: strong emotion words, particular
incidence, research aim relevance, or apparently irrelevant remark.
I noted down some key points as you were telling me your story and I would like us to go back
and talk about these some more:
You said [cue-phrase 2-6 words]. Can you remember a particular [magic word]… how it all
happened
Referring back to the previous interview
In a moment, I will ask you to tell me about any changes which might have occurred since we the
first interview.
At the first interview you mentioned that you had not received any physiotherapy and where
having difficulties with your right arm. Have you since had any physiotherapy? (Has this
helped? How did you go about this support?)
You also mentioned that you were having speech therapy. Can you please tell me more about
this? (Has it helped?)
You mentioned that your DIY was limited. Can you please tell me more about this? (Do you still
do some DIY?does someone else?)
You also told me about your social activities; that you went to stroke club, church and the early
retirement club? Can you please tell me more about these? ( do you go as often? if not-why not?)
You also told me that the bus was your main mode of transport. Is this still the case?(if not, can
you tell me more?)
You also mentioned that you prepared the cereal in mornings and washed up the days dishes is
the evenings. Can you please tell me more about what you do around the home? (Do you still do
this? need more assistance?)
Magic words
Situation, happening, event, incident, occasion, time, day, memory of a moment, unmet need,
dissatisfied, example
If the interviewee cannot remember/ give no specific example keep asking; if nothing is
forthcoming, ask the negative – “Can you remember a particular [magic word] when X did not
happen?
CHECK if the interviewee would like a break
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PHASE 3 Semi-structured questions
Select the topics very carefully (or adapt as appropriate) from the following list
If the interviewee has already touched on some of the points summarise these and ask if there is
anything else to add.
If the interviewee has discussed a topic in detail, do not go over the same ground again
Use phrases such as the following to introduce specific topics:
·
You have already mentioned a number of changes such as………, can you please tell me
a bit more about X
·

You have talked about your experiences with…., can you tell me a bit more about X

·

Please tell me a bit more about X

You have kindly told me your story, about your life after you experienced stroke and talked about
your experiences. I now have some specific questions that I would like to ask you. There are no
right or wrong answers. Please take as long as you like to think about and answer them.
Topics to explore if not mentioned or to explore further
·
·
·
·
·

·
·
·
·

Specific challenges faced with changes which may have occurred; employment; housing;
undertaking education and training; making friends/socilalising, physical challenges;
Strategies to cope with change, including support, and the potential value of meeting
with other people who have been affected by stroke.
Information to help with identified changes and social participation– accessing;
assimilating; timeliness; relevance; gaps.
Establishing relationships with professionals, discussing their experiences and needs with
them.
Experiences of assessment – process; focus; involvement in decision-making; perceived
sensitivity; aspects of the process that worked well; aspects of the process that were
problematic.
Services – accessibility; sensitivity; timeliness; effectiveness; integration and
coordination; gaps; priorities for development/future services.
Support from professional and voluntary organisations.
Support from family/friends/peers.
Any new unmet needs and how these might be addressed.

More generic questions that might be useful
·

·

Based on your experience, how do you feel about service provision and support for the
changes you have experienced? Please tell me about any barriers that you have
encountered.
Based on your experience, can you suggest anything that you think would improve
service provision to prepare you for x change for you, or someone else, in the future?
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·
·

Based on your experience, what has been helpful/not helpful for you in terms of services
OR what would you have liked but did not get?
Based on your experience, do you feel that living in a rural area has had any affect on
the support you receive, or your recovery? If so, how?

Closing question
Is there anything else that you would like to tell me or ask me, perhaps something that you were
expecting us to talk about that we have not covered?
Debriefing
The recorder should be turned off for the debriefing session. The interviewer might ask if the
interview has brought-up any difficult thoughts or feelings.
The interviewer should leave the interviewee on a ‘positive note’. If the interviewee is troubled,
the interviewer can offer to contact someone on their behalf or stay with them while they contact
a friend or other sources of support.
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Appendix I: Caregiver Follow-up BNIM Interview Template
Example from Case Study 9.

Interview Schedule

The interview approach is based on the biographic narrative interpretive method (BNIM) of
interview by Wengraf (2009) and will be conducted in three phases: phase 1 elicits individuals
personal experiences in their own words; the aim of phase 2 is to clarify any issues and collect
more detail about specific incidences or areas of interest in the narrative, and phase 3 allows
asking more structured questions.
Before the start of the interview
Familiarise yourself with the protocol
Go through issues around consent (such as recording the interview, awareness of issues around
confidentiality, and ability to terminate interview at any time) and assure that the interviewee has
signed the consent form
PHASE 1
Framing
As you know we are interested in the everyday lives and experiences of individuals who have
been affected by stroke in rural Wales and their families. In a moment I am going to ask you
about any changes which might have happened since my first visit.
Generative question
When I was here several months ago you both told me about your life since your husband had
experienced his stroke. Can you please tell me about any changes in your life since I visited you
last?
Additional prompts once interviewee has finished
Is there anything more you would like to add?
Does anything else come to mind?
Thinking back about what you’ve said so far, is there anything else you’d like to say to make
sure I understand fully what you’ve told me?
CHECK if the interviewee would like a break. Turn off the recorder during breaks.
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PHASE 2
Interviewer to select a number of cue phrases from the list made during phase1. The decision of
how many cue phrases to use depends partly on the length of phase 1. It is useful to rank the cue
phrases. Cue selection should be based on the following: strong emotion words, particular
incidence, research aim relevance, or apparently irrelevant remark.
I noted down some key points as you were telling me your story and I would like us to go back
and talk about these some more:
You said [cue-phrase 2-6 words]. Can you remember a particular [magic word]… how it all
happened?
Referring back to the previous interview
In a moment, I will ask you to tell me about any changes which might have occurred since we the
first interview.
You also told me about your social activities; that you went to stroke club, church and the early
retirement club? Can you please tell me more about these? ( do you go as often? if not-why not?)
You also told me that the bus was your main mode of transport. Is this still the case?(if not, can
you tell me more?)
Have you had any more involvement with the Carers Association at the metropole?
To caregiver: you mentioned when we last met that you would like a nurse to come and provide
assistance to (name of IAS) with showering and cream application. Have any provisions
been put in place?
You also mentioned that there is an allowance available from the Local Authority and the health
board. Can you tell me more about this? (do you use this service now?)
Magic words
Situation, happening, event, incident, occasion, time, day, memory of a moment, unmet need,
dissatisfied, example
If the interviewee cannot remember/ give no specific example keep asking; if nothing is
forthcoming, ask the negative – “Can you remember a particular [magic word] when X did not
happen?
CHECK if the interviewee would like a break
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PHASE 3 Semi-structured questions
Select the topics very carefully (or adapt as appropriate) from the following list
If the interviewee has already touched on some of the points summarise these and ask if there is
anything else to add.
If the interviewee has discussed a topic in detail, do not go over the same ground again
Use phrases such as the following to introduce specific topics:
·
You have already mentioned a number of changes such as………, can you please tell me
a bit more about X
·

You have talked about your experiences with…., can you tell me a bit more about X

·

Please tell me a bit more about X

You have kindly told me your story, about your life after you experienced stroke and talked about
your experiences. I now have some specific questions that I would like to ask you. There are no
right or wrong answers. Please take as long as you like to think about and answer them.
Topics to explore if not mentioned or to explore further
·
·
·
·
·

·
·
·
·

Specific challenges faced with changes which may have occurred; employment; housing;
undertaking education and training; making friends/socilalising, physical challenges;
Strategies to cope with change, including support, and the potential value of meeting
with other people who have been affected by stroke.
Information to help with identified changes and social participation– accessing;
assimilating; timeliness; relevance; gaps.
Establishing relationships with professionals, discussing their experiences and needs with
them.
Experiences of assessment – process; focus; involvement in decision-making; perceived
sensitivity; aspects of the process that worked well; aspects of the process that were
problematic.
Services – accessibility; sensitivity; timeliness; effectiveness; integration and
coordination; gaps; priorities for development/future services.
Support from professional and voluntary organisations.
Support from family/friends/peers.
Any new unmet needs and how these might be addressed.

More generic questions that might be useful
·

·

Based on your experience, how do you feel about service provision and support for the
changes you have experienced? Please tell me about any barriers that you have
encountered.
Based on your experience, can you suggest anything that you think would improve
service provision to prepare you for x change for you, or someone else, in the future?
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·
·

Based on your experience, what has been helpful/not helpful for you in terms of services
OR what would you have liked but did not get?
Based on your experience, do you feel that living in a rural area has had any affect on
the support you receive, or your recovery? If so, how?

Closing question
Is there anything else that you would like to tell me or ask me, perhaps something that you were
expecting us to talk about that we have not covered?
Debriefing
The recorder should be turned off for the debriefing session. The interviewer might ask if the
interview has brought-up any difficult thoughts or feelings.
The interviewer should leave the interviewee on a ‘positive note’. If the interviewee is troubled,
the interviewer can offer to contact someone on their behalf or stay with them while they contact
a friend or other sources of support.
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Appendix J: Stroke Club Host Interview

Semi- structured Interview Template

1. How long has the Stroke Club been running?

2. How is the stroke club structured?

3. What are you organisational aims and objectives?
4. How they’re delivered?

5. What are the challenges you face?

6. How are potential members informed about/referred to your services?

7. How are you funded?

8. Do you receive any support from other organisations? If so, what?

9. What support do you provide for people who have experienced stroke and their
caregivers?

10. Are there any plans for future development?

Promps for self:
a. Is [X] support life long?
b. How does this support assist life after stroke
c. Consider strategies (such as life after stroke) and a discussion of them.
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Appendix K: Thematic Index
Theme

Definition

Activities
(given up since
stroke)

Those activities survivors or
caregivers have given up since
stroke, or the caregiving role.

Activities
(Social)

Social activities engaged in by
survivor or caregiver, or on
occasion both together.

Anger or
frustration

Experienced by survivors and
caregivers.

Anxiety

Experienced by survivors and
caregivers.

A Priori
Theme
Yes

Yes

Yes

Emerging
Theme

Signpost to
Literature
Chapter(s)

Signpost to
Findings
Chapter(s)
18

139, 194, 197-201,
204-5.

18, 20, 29-30, 32,
43, 48-49, 51-4.

136-46, 155-6, 194,
197-201, 202, 204-5,
208, 211, 215, 217,
219, 227, 234, 24042, 244, 255, 276,
287, 298-300.

18-19, 36-37, 4041, 47.
16, 18, 21-22, 2123, 33, 41-42, 47,
56, 87.

163,181,265-6,301.
136, 160, 162,172176, 182, 236, 290.

Caregiver
burden and
strain

Burden and strain felt by
caregivers. Includes sources of
and impact of.

Yes

18, 24-5, 27, 33,
36, 38, 40-1, 43,
46-8, 53, 58-60.

137, 158-59, 162-3,
168-70, 174-3, 176-7,
179, 182, 210-12,
234, 241, 243, 256,
259, 266, 280, 286-8,
331.

Caregiver
Obligation

The perceived obligation to
care. Includes kinship
obligation (Twigg and Atkin
1994), cultural obligation
(Burtholt and Dobbs 2015) and
moral obligation 2015)

Yes

24-26, 80.

178, 211, 228, 285.

Challenges
(Survivors
and/or
Caregiver)

Challenges faced by survivors
and/or caregivers in everyday
life. Includes physical,
psychological and practical.

Yes

14, 15, 18, 20, 23,
26-8, 36, 40-1,
47-49,54, 58, 74,
81.

140, 163,
170-1, 182-3, 209,
212, 218-9, 224, 233,
241-2, 245, 259, 266,
280, 285-7, 299, 304,
306.

Yes

26, 18-24.

261, 297, 299.

Yes

12-3,
15, 17-8, 18-24,
29, 30, 40, 45.

168-9, 175, 188, 19091, 229, 237, 239,
247, 253, 289-92,
298.

Yes

35, 46-50, 60.

150-51, 155-7, 181,
192, 194, 288.

Yes

15, 31, 43, 52, 54.

136, 138, 144, 223,
228-229, 240,-41,
256, 298.

Yes

22, 52, 56, 78, 93,
99.

136-7, 157, 172, 174,
221, 228, 244, 251,
257-8, 287.

Challenges
(Policy
Markers)

Emotional and
psychological
wellbeing

Coping
Strategies

Employment
(Survivor)

Employment
(Caregiver)

Everyday Life

Challenges faced by policy
makers in policy formation,
delivery and implementation.
Includes notion of hard to reach
communities.
The emotional and
psychological wellbeing of
survivors and caregivers.
*Includes depression and
positive perspectives.
Coping strategies employed by
survivors and caregivers.
Includes adaptive, positivity
and avoidance.
Pre and post-stroke employment
for survivors. Includes changes
and challenges and support
from employer.
Pre and post-stroke employment
for caregivers. Includes
changes, challenges and support
from employer.

The behaviours of, and
situations experienced by the
study participants p1 informed
by Heller (2016).

Yes

1,15,23,27,3234,37,41,4344,46,48-51,5359,68,98.

135-7,139-40, 150,
151, 156, 159, 167,
169, 171-2, 175, 177,
179-81, 183, 186,
199, 201, 203, 205,
212-3, 222, 232, 234,
249, 256, 269, 281,
292, 300.
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Fear

Holidays

Independence
(Survivor)

New hobbies
and interest
since stroke
Positive
considerations

Rehabilitation
(Survivor)

Social
Participation

Selfperspectives on
post-stroke life

Stigma and
Discrimination

Fear for the known and
unknown. Experienced by
survivors and caregivers.
Holidays taken, planned, or
challenges around holiday
planning for survivors and
caregivers.
Support with and perspectives
of independence and
independent living.

Yes

21-22, 37, 40-41,
47, 49-50, 63, 63.

162, 164-165, 172176, 184, 187, 278,
286.

Yes

21, 30, 53.

140-1, 234-238, 272,
287.

Yes

14, 16, 23, 25, 39,
42, 55, 77, 85, 8792, 98.

135-7, 139, 145, 150,
157-8, 171, 185-6,
206-17, 225, 231,
236, 242-4, 254, 261,
287-8.

New hobbies or interested
engaged in since stroke, for
survivors or caregivers or both
together.
Positivity as a coping strategy,
but also as an influence of
perceived quality of life and
wellbeing.
Includes statutory sector
provisions, support from
caregiver, motivation and
engagement in rehabilitative
activity.
Survivor/caregiver involvement
or participation in their home
(internal) environment, and/or
wider society (external
environment) (Stiers et al.
2012).
Self-perceptions or survivors
and caregivers. This themes
crosses across other themes in
the thesis.
Perceived stigma, and
discussion of stigma on
perception of quality of life.
Includes the impact of
perceived stigma on social
participation and recovery.

Yes

Yes

197-201, 225, 240.

Yes

28-29, 32, 34, 38,
42-3, 45-6, 50-51,
87, 89.

153, 155-7, 164, 1689, 172, 182, 188-93,
223-4, 286-9.

Yes
*types of
rehabilitativ
e support
from third
sector and
social
enterprise

14-15,
17, 27, 37, 43-45,
49, 52, 54, 70, 7778, 81, 100.

188, 210-214, 254256, 263, 268, 277,
296, 300, 302.

14-17, 19,43,47,
49, 52-4, 57, 86.

152, 160, 160-71,1845, 187, 193, 195-6,
201, 204-37, 239,
242, 248, 275, 278,
287, 290, 292, 299.

Yes

15, 18, 28, 33-34,
40-41, 56-60, 80.

180, 190, 278, 289.

Yes

23, 42-44, 57, 60.

184-187, 208, 226,
242, 247, 272, 278.

Yes

Support
(Survivor)

Support available for, or
provided to survivor.

Yes

17, 20, 25-6, 30,
39, 48, 50-2, 87.

Support
(caregiver)

Support available for, or
provided to caregiver.

Yes

20, 22, 24-5, 27,
29,50-2, 59,801,87, 92.

Transport

Help with transport,
modification to transport ,
access to services

Quality of Life

a person’s own perception of
their own life, in relation to
their goals, their expectations,
their own standards, and their
concerns (WHO 2014) p56

Unmet Need
(Survivor
and/or
Caregiver)

Survivor and caregiver needs
which have not been met.

139-40, 141-3, 145,
157,170, 190-91, 205,
212, 243- 284, 28891, 298.
137,150, 161-2, 170,
178, 191, 205, 243284,288 -91, 300.

Yes
*information
about the type
of adaptions
made to own
cars.

13, 54, 67, 76, 82,
84-7, 91, 98.

134, 135, 137, 141,
143, 159, 233-6, 272,
288.

Yes

14-8, 21-8, 32-4,
37, 42, 46, 49, 51,
55-59, 72, 77, 92,
98-99.

150, 156-7,
159, 169, 183, 186,
190, 247, 286, 292,
298.

Yes

29-4.

161, 164-5, 171, 236,
254-7, 298.

Yes

389

Appendix L: Conference Paper Abstract
Providing Support in Rural Wales: motives, observations and end user perspectives
Elizabeth Heyworth
PhD Researcher
School of Social Science
Ogwen Building
Bangor University
Bangor Gwynedd
LL57 2DG
07837 689 644
elizabeth.heyworth@bangor.ac.uk
Dr Rosalind Jones
Lecturer in Marketing
Birmingham Business School
Birmingham University
Dr David. C. Roach
Assistant Professor
Dalhousie University
Track Title: Social, Environmental and Ethical Enterprise

390

Paper Title: Providing Support in Rural Wales: motives, observations and end user perspectives

Key Words: Rurality, social care, non-profit organisations, third sector organisations, social
enterprise, support services, disability, stroke, community support, social participation.
Objectives: This research investigates social enterprise in the context of delivering support to
people with neurological and physical disabilities as a result of stroke, in rural Wales, UK.
Prior Work: This research builds on community support research from the entrepreneurial and
social enterprise perspective. It examines stroke rehabilitation from a cross-disciplinary
perspective through a lens of social participation, community engagement, community cohesion
and policy. The rural context and social enterprise perspective are both under researched area,
specifically within the context of community support.
Approach:
The research methodology uses ethnographic observation, combined with
interviews (using the Biographic Narrative Interpretive Method) with end users to study social
enterprises namely ‘stroke support clubs’ from a longitudinal perspective. Data was analysed
using Nvivo and key themes extrapolated.
Results: Social entrepreneurs have created ‘stroke support clubs’ in rural regions, supporting
stroke survivors and their care givers. These social enterprises have been created due to needs
identified by social entrepreneurs who are the driving force behind development and funding of
these clubs. Clubs fill a gap in public service provision in rural areas and create a ‘safe zone’
where people can be themselves and share experiences. For caregivers, the clubs provide
somewhere to share problems, experiences and advice. For survivors, stroke clubs provide a
place where survivors can partake in activities with people who have similar conditions,
understand them, and seek safety away from ‘societal stigma’. This research highlights the need
for these social enterprises and how social entrepreneurs manage the challenges faced by funding
crises. Implications: The research findings have implications for social enterprise development
in rural regions reporting on social entrepreneurship where entrepreneurs have ‘lived the
experience’ and are driven by their own needs to support public sector policy delivery for the
social good. These findings are of interest to government policy makers, practitioners and other
stakeholders who wish to offer holistic, long term and cost effective support to vulnerable
groups, particularly in rural and disparate regions, where effective delivery of social support is
challenging.
Value: The findings have implications for policy makers, practitioners and other stakeholders
involved in providing support for people living with disability; with stroke as an example. This
research highlights the importance of long term support for people who are living with physical
and neurodisability, their families, and their care providers. This research also informs best
practice recommendations for the service providers; and as social entrepreneurs who have
created the enterprises in order to adhere to unmet needs. The recommendations inform how
third sector and public sector organisations can collaborate into a Triple Helix working
environment; providing support for the self-managed support groups.
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Paper Title: Social Enterprise: bridging the gap between the statutory sector and the
third sector
Key Words: Social Entrepreneurship, Social Enterprise, Rural Enterprise, Personal
Support Network, Rurality
Aim of the Paper:
There is much to study in the area of entrepreneurial activity and the role of the social
entrepreneur. Globally and across regions, there are ever increasing demands for social policy to
meet the health and wellbeing needs of populations. Entrepreneurship has long been
acknowledged by researchers as being a driver for economic and social change. Here, this paper
presents the role of the social entrepreneur in bridging the gap between the statutory sector
(hospitals and healthcare institutions) and third sector (voluntary and charitable organisations).
Entrepreneurial activity and behaviour cannot always be explained by assuming inherent preexisting entrepreneurial characteristics. Seemingly social entrepreneurial activity can be driven
by an essential need to help and improve the lives of others. For this perspective, the research
reported in the paper identifies the role of the social entrepreneur and explores how
entrepreneurial social enterprise is meeting the needs of vulnerable adults living in rural Wales
within the context of stroke. Firstly, this paper explores how both entrepreneurs and the stroke
clubs which the entrepreneurs have started, contribute to the personal support networks of people
who have experienced stroke in rural North Wales. The organisational structure of the social
enterprise in this context is also explored. Furthermore, this paper seeks to identify how social
enterprise in this contexts supports vulnerable clubs in rural regions by meeting needs that are
currently unmet by the statutory and third sectors. In so doing, this paper addresses the paucity
of research social enterprise and entrepreneurship in social sectors and, the lack of research
concerning the service demand required for disadvantaged clubs from the social enterprise
perspective.
Background Literature
This research builds on community support research from the entrepreneurial and social
enterprise perspective. It examines stroke rehabilitation from a cross-disciplinary perspective
through a lens of social participation, community engagement, community cohesion and policy.
The rural context and social enterprise perspective are both under researched areas, specifically
within the context of community support. This paper refers to social enterprise as the ‘bridging
sector’ which has an opportunity to utilise skills, abilities and knowledge by way of a triple
helix. Ridley-Duff and Bull (2011) consider that social enterprise shares a combination of
attributes from the statutory and third sectors. Where antipathy to the state is considered the
driver for these businesses to meet the needs of disadvantaged clubs, seeing them as being
realistic about the states capacity to oppress minorities, and the centre crossover is the overlap of
all sectors, being ‘idealist’ it replaces private, public and voluntary competition with a
democratic multi stakeholder model where all interests in a supply chain are acknowledge to
break down barriers to social change.
Furthermore, the background literature states that the Welsh Government (2012) recognise the
importance of stroke support clubs in meeting the needs of people who have experienced stroke,
which informs of how such social enterprises can contribute to service delivery across the
statutory sector, contributing to the wellbeing of people living with disability and neurodisability
as a result of stroke.
Public awareness of stroke has increased over recent years with the increase of social media in
the UK. Being the third largest cause of adult mortality and the largest cause of adult disability
in the UK it has attracted some focus from researchers in the medical field for several years.
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Stroke has a life changing impact on everyday life; for those who have experienced it themselves
and their caregivers; families and friends as one third of people who experience stroke survive
with varying degrees of long term disability (Ekstam et al. 2011; Jagger et al. 2007), resulting in
everyday activities becoming daunting and tasks requiring more effort and possibly assistance.
Mortality from stroke is decreasing, but with stagnant incidence rates this suggests that there is
an increase in the number of people living with the effects of stroke in their everyday lives.
The Wales Rural Observatory (2004) identified that the rural infrastructure in Wales can make
accessing services in rural communities a challenge, and with support being sparse in rural areas
this paper reports of the value of social enterprise in this context and how it contributes to the
everyday lives of the study participants. The challenges faced by entrepreneurial individuals who
start social enterprises are explored and recommendations for governments and policy makers, so
as to facilitate and support such social enterprises as key elements of PSNs are made. This also
supports the aims and objectives of the Welsh Governments Stroke Delivery Plan (2012). Such
research offers insights into service provisions for disadvantaged clubs and has the aim of
highlighting the importance of social entrepreneurs and PSNs in respect of stroke and, identifies
ways in which social enterprises may be supported to help maintain them sustainably within the
community to improve support rehabilitation for stroke survivors within rural communities.
Methodology
This research was carried out in social enterprises and with social entrepreneurs in North Wales,
UK. Key factors under study are the role of the social entrepreneur, the relationship and linkages
between third sector, the statutory sector and the social enterprise and the impact and outcomes
for the everyday lives of people living with stroke in rural counties of North Wales, in the United
Kingdom (UK). This aspect of the research is set in the context of a larger research project
which examines the Welsh context of support for people who are living with stroke. The
research reported here explores the role of social entrepreneurs and how social enterprise in this
context contributes to the personal support networks (PSNs) of survivors of stroke in rural areas
and their caregivers In this context in which entrepreneurship takes place, “entrepreneurship is
recognised as an interactive process that, to be effective, must involve a wider range of
individuals, clubs, and organisations” (Shaw, 2013:147). While DeClequ and Voronov (2009)
describe entrepreneurship as a “profound socially embedded process” and the environment in
which they are embedded are critical to success of enterprises (Shaw 2013:395).
Adopting an inductive qualitative research approach with use of longitudinal multi case studies,
this research uses ethnographic observation, combined with biographic narrative interpretive
method interviews with entrepreneurs who developed the stroke clubs and also end users to
study social enterprises namely ‘stroke support clubs’. In total, nine case studies were
researched which consisted of people who are living with stroke, and their caregivers (where
applicable) and six stroke support clubs were also observed. Data was analysed using Nvivo and
key themes extrapolated.

Results and Implications
Social entrepreneurs have created ‘stroke support clubs’ in rural regions, supporting stroke
survivors and their care givers. These social enterprises have been created due to needs identified
by social entrepreneurs who are the driving force behind development and funding of these
clubs. The clubs fill a gap in public service provision in rural areas and create a ‘safe zone’
where people can be themselves and share experiences. For caregivers, the clubs provide
somewhere to share problems, experiences and advice. For survivors, stroke clubs provide a
place where survivors can partake in activities with people who have similar conditions,
understand them, and seek safety away from ‘societal stigma’. This research highlights the need
for these social enterprises and how social entrepreneurs manage the challenges faced by funding
crises. Considering the broader context, this research informs how social enterprise can
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contribute to wider society in a variety of sectors, bridging the gaps between the sectors;
supporting policy delivery and meeting unmet needs of survivors of stroke and their caregivers.
The research findings have implications for social enterprise development in rural regions
reporting on social entrepreneurship where entrepreneurs have ‘lived the experience’ and are
driven by their own needs to support public sector policy delivery for the social good. These
findings are of interest to government policy makers, practitioners and other stakeholders who
wish to offer holistic, long term and cost effective support to vulnerable clubs, particularly in
rural and disparate regions, where effective delivery of social support is challenging.
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