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Abstract

Background and aims: Advances in modern medicine have led to improved
outcomes after stroke, yet an increased treatment burden has been placed on
patients. Treatment burden is the workload of health care for people with
chronic illness and the impact that this has on functioning and well-being. Those
with comorbidities are likely to be particularly burdened. Excessive treatment
burden can negatively affect outcomes. Individuals are likely to differ in their
ability to manage health problems and follow treatments, defined as patient
capacity. The aim of this thesis was to explore the experience of treatment
burden for people who have had a stroke and the factors that influence patient

capacity.

Methods: There were four phases of research. 1) A systematic review of the
qualitative literature that explored the experience of treatment burden for
those with stroke. Data were analysed using framework synthesis, underpinned
by Normalisation Process Theory (NPT). 2) A cross-sectional study of 1,424,378
participants >18 years, demographically representative of the Scottish
population. Binary logistic regression was used to analyse the relationship
between stroke and the presence of comorbidities and prescribed medications.
3) Interviews with twenty-nine individuals with stroke, fifteen analysed by
framework analysis underpinned by NPT and fourteen by thematic analysis. The
experience of treatment burden was explored in depth along with factors that
influence patient capacity. 4) Integration of findings in order to create a

conceptual model of treatment burden and patient capacity in stroke.

Results: Phase 1) A taxonomy of treatment burden in stroke was created. The
following broad areas of treatment burden were identified: making sense of
stroke management and planning care; interacting with others including health
professionals, family and other stroke patients; enacting management
strategies; and reflecting on management. Phase 2) 35,690 people (2.5%) had a
diagnosis of stroke and of the 39 co-morbidities examined, 35 were significantly
more common in those with stroke. The proportion of those with stroke that had
>1 additional morbidities present (94.2%) was almost twice that of controls (48%)
(odds ratio (OR) adjusted for age, gender and socioeconomic deprivation; 95%
confidence interval: 5.18; 4.95-5.43) and 34.5% had 4-6 comorbidities compared



to 7.2% of controls (8.59; 8.17-9.04). In the stroke group, 12.6% of people had a
record of >11 repeat prescriptions compared to only 1.5% of the control group
(OR adjusted for age, gender, deprivation and morbidity count: 15.84; 14.86-
16.88). Phase 3) The taxonomy of treatment burden from Phase 1 was verified
and expanded. Additionally, treatment burdens were identified as arising from
either: the workload of healthcare; or the endurance of care deficiencies. A
taxonomy of patient capacity was created. Six factors were identified that
influence patient capacity: personal attributes and skills; physical and cognitive
abilities; support network; financial status; life workload, and environment. A
conceptual model of treatment burden was created. Healthcare workload and
the presence of care deficiencies can influence and be influenced by patient
capacity. The quality and configuration of health and social care services

influences healthcare workload, care deficiencies and patient capacity.

Conclusions: This thesis provides important insights into the considerable
treatment burden experienced by people who have had a stroke and the factors
that affect their capacity to manage health. Multimorbidity and polypharmacy
are common in those with stroke and levels of these are high. Findings have
important implications for the design of clinical guidelines and healthcare
delivery, for example co-ordination of care should be improved, shared decision-
making enhanced, and patients better supported following discharge from

hospital.
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Glossary

Cardiovascular disease

All diseases of the blood vessels and
heart including stroke, TIA, angina,
coronary heart disease, hypertension,
myocardial infarction, congenital heart
disease, heart valve disease and
cardiomyopathy.

Cerebrovascular disease

A collection of diseases that involve
damage to the brain due to altered
blood supply. This includes stroke and
TIA.

Co-morbidity

The presence of one or more long-term
conditions in addition to an index
condition.

Conceptual Model

A conceptual model is a model made of
the composition of concepts, which are
used to help people know, understand,
or simulate a subject the model
represents.

Cross-sectional

Data collected at one point in time.

Framework analysis

A type of qualitative analysis involving
the use of a framework to sift, chart
and sort data.

Framework synthesis

A type of qualitative synthesis involving
the use of a framework to analyse data
from multiple qualitative studies.

Illness burden

The impact of illness on an individual,
e.g.symptoms or financial cost.

Multimorbidity

The presence of one or more long-term
conditions within one individual.

Non-adherence

Not following medical advice.

Normalisation Process Theory

A middle range theory that can be used
to understand the processes involved in
the implementation and embedding of a
set of tasks.

Patient activation

The knowledge, skills and confidence a
person has in managing their own health
and health care.

Patient capacity

The ability of an individual to manage
their health and follow treatments.

Polypharmacy

The prescribing of multiple medications

Qualitative synthesis

Combining results of multiple
qualitative studies.

Scottish Stroke Care Standards

Standards of stroke care set by the
Scottish Government.

Scottish Stroke Improvement Plan

A Scottish Government policy document
that aims to improve stroke care in
Scotland.

Self-efficacy

Belief in one's ability to succeed in
specific situations or accomplish a task.
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Self-management

Managing one’s own health.

Stroke

Damage to the brain due to a lack of
blood supply or bleeding into the brain.
Symptoms last over 24 hours. Includes
ischaemic stroke (blocked blood vessel),
intracerebral haemorrhage (bleeding
inside the brain) and subarachnoid
haemorrhage (bleeding on the surface of
the brain).

Taxonomy

An ordered arrangement / list of groups
or categories

Thematic analysis

A type of qualitative analysis that
involves pinpointing, examining, and
recording patterns (or "themes") within
data

Transient Ischaemic Attack

A temporary blood vessel blockage
resulting in symptoms similar to stroke
but lasting less than 24 hours.

Treatment burden

The workload of healthcare for patients
and the effects of this on their well-
being

Treatment workload

The set of tasks that patients must carry
out to manage their health.
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Chapter 1 - Introduction

1.1 Aims of this chapter

To introduce the concept of treatment burden; describe stroke and its
management; explain the aims and objectives of this thesis; and provide a brief

overview of subsequent chapters.

1.2 Background - the concept of treatment burden

In this thesis, | explore how people who have had a stroke experience and may
be burdened by the processes of stroke care, and what factors influence their
capacity to follow treatments and manage health problems. Advances in science
and technology have led to improved treatments for those who have suffered a
stroke, including therapies that aid recovery and prevent further disease 2. This
has led to an upward trend in survival rates in most westernised countries
including the UK 2, and therefore increasing numbers of people living with the
long-term sequelae of stroke and its management. Although advances have led
to improvements in some outcomes >, there has been increasing burden of
treatment demands placed on patients required to follow complex regimes set
by healthcare providers ®°. Additionally, advances in other areas of healthcare
and an increasing life expectancy contribute to the problem of comorbidity in
stroke '°, further increasing burden on patients as they attempt to manage more

than one condition simultaneously.

Treatment burden is a relatively new term, defined as the workload of
healthcare for patients and the effects of this on their well-being '"'?. Excessive
treatment burden can lead to negative outcomes such as reduced quality-of-life,
non-adherence, less effective treatment and wasted resources ®°. Patients vary
in their abilities to follow treatments and engage with health professionals
depending on a variety of physical, psychological and social factors, and this is
defined as patient capacity "*'°. Aspects of treatment burden may be worsened
by guidelines and policies set by governing bodies as well as the organisation of
health services. This is a significant problem for patients that could be amenable
to change through proper exploration and action by those who provide

healthcare %°. For example, over the last two decades there has been a move
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towards empowerment of the patient through initiatives such as supported self-
management programmes; however these can result in a considerable healthcare
workload for the patient *'®'8, This move has been driven by increasing
evidence that such strategies for patient engagement can both improve
outcomes and reduce healthcare costs '°. As responsibility for disease
management has shifted from healthcare providers to patients and their
caregivers, careful consideration must be given to the implications of this on
their well-being °. In the UK, a six week ‘expert patient programme’ for those
with long-term conditions was rolled out nationally in 2002. This was
subsequently evaluated using three high quality studies: 1) a process evaluation;
2) a randomised control trial; and 3) a qualitative study. Findings showed a
moderate positive impact on self-efficacy (belief in oneself to successfully
manage the long-term condition), a smaller impact on reported energy, and an
improvement in health-related quality-of-life, with little impact on routine
health services utilisation. Participants reported an increase in social support
through improved social networks and a reduction in social isolation, and the
programme was found to be cost effective. Although these findings were
encouraging, one concerning finding was that patients reported an increase in
out of pocket expenses, and the process evaluation concluded that the
programme appealed most to those who were affluent and able to manage their
health already, therefore it was unlikely that it would reach the majority of
people living with long-term conditions in the UK. Another concern was that
participants reported a lack of input with regard to setting outcome targets, for
example the focus on improving self-efficacy at times detracted from other
goals that were more meaningful to them. Those who undertook the evaluation
concluded that resources for self-management support would be better directed
elsewhere, ideally at multiple levels that include patients, health professionals
and organisations, to foster improved self-management support 2°. This
evaluation demonstrates a requirement for healthcare providers to gain insight
into the patient experience of chronic disease management in order to inform

the design of suitable health services.

In 2009 a pivotal paper introduced the concept of treatment burden and
recommended the following clinical and research priorities to tackle this issue:

clinicians and researchers should establish the weight of treatment burden
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experienced by those with long-term conditions; governing bodies should
incentivise co-ordination in clinical practice; co-morbidity (the presence of one
or more conditions in addition to an index condition) should be acknowledged in
clinical evidence; and health care providers should prioritize the patient
perspective °. The initial ideas for this thesis stemmed from this important
paper. Thus far, treatment burden in stroke has not been comprehensively
examined in the literature. Investigation of this is vital in order to fully
understand how changes in practice and policy can minimise burden on patients

and improve outcomes.

1.3 What is stroke and how is it managed?

1.3.1 Stroke

Stroke or cerebrovascular accident (CVA) is defined as ‘a serious medical
condition where one part of the brain is damaged by a lack of blood supply or
bleeding into the brain from a burst blood vessel’ 2'. Stroke can result in death,
permanent or temporary disability, and is classified as one of the
cerebrovascular diseases alongside Transient Ischaemic Attack (TIA), a
temporary blood vessel blockage resulting in similar symptoms to stroke but
lasting no more than 24 hours 22,

In the UK, around 150,000 people suffer a stroke each year with around 15,000
of these occurring in Scotland 2%%°. The Scottish incidence rate is estimated to
have decreased by approximately 22% over the past decade due to
improvements in prevention strategies *2. On a global basis the incidence of
stroke has also fallen, mainly due to improvements in high income countries,
with low and middle income countries showing a moderate increase over a
similar time period 2. Despite this downward trend in incidence, a decrease in
mortality due to improved treatments has resulted in an overall increase in the
number of people living with stroke . In the UK, prevalence has increased by
26% over the past decade, resulting in an estimated 1.2 million people surviving
stroke 2. In Scotland, the prevalence is estimated to be slightly higher than in
other parts of the UK, currently at 3.3% in men and 2.7% in women %2. The World
Health Organization has predicted that the number of stroke events will increase

in the European Union over the next decade due to an ageing population /.



Chapter 1 - Introduction 21

1.3.2 Stroke management

Over the past two decades, improving stroke outcomes has been a priority for UK
governments, for example in Scotland there has been implementation of the
Scottish Stroke Care Standards ?® and Stroke Improvement Plan 2°. An update of

the national clinical guidelines ***'

alongside rigorous audit of clinical standards
24 has resulted in widespread implementation of organised specialist stroke
management, for example stroke unit care, which has contributed to reductions

in mortality from stroke in Scotland %%,

Treatments for stroke vary depending on symptoms and disabilities. Current
clinical guidelines recommend prompt clinical assessment, with subsequent
medical and surgical intervention as appropriate, then early, co-ordinated
multidisciplinary rehabilitation started in an acute stroke unit and completed
either on a rehabilitation ward or at home as part of an early supported
discharge package %32, Rehabilitation is often intensive and arduous for patients
2333 Alongside rehabilitative treatments, patients are required to attend follow
up appointments at their doctor and take secondary preventative medication
30:3134 Despite evidence that such medications are effective, adherence is
estimated to be sub-optimal *. Reasons for this include a lack of information

36;37

and support from health professionals , confusion due to generic medication

switches by pharmacists *® and expense of medication 37394,

Newly recommended treatments include upper limb electrical stimulation ** and
endovascular thrombectomy *'. Although ‘gold standard’ care has become more
readily available in the UK and stroke services have improved greatly over the
past two decades, aspects are still substandard. For example, in Scotland the
delivery of thrombolysis within an appropriate timeframe is currently below the

desired target *.

Self-management is a fairly new concept in stroke care; however, there is
emerging good quality evidence that supported self-management can improve
functional outcomes, participation, dependency and mortality “>*. Training in
self-management for patients is now recommended as part of routine care in UK
national stroke guidelines **. However, concerns have been raised about the use

of traditional programmes ' in the context of stroke given the cognitive,
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physical, psychological, social and financial difficulties faced by many stroke
patients “**. Optimal methods of delivery are therefore still uncertain, and an
emphasis on supporting the adjustment process rather than imposing behaviour
change may be more appropriate *.

L #” and self-

The trend towards early supported discharge from hospita
management of stroke at home ** has implications for treatment burden, as
responsibility has shifted from healthcare provider to patient. Despite this,
current government documents such as the Scottish Stroke Care Standard 2% and
the Scottish Stroke Improvement Plan ? are very heavily weighted towards acute
care, with less focus on the longer term therapies and possible burdens faced by
those in the community. For example, issues such as multimorbidity, adherence
to long-term medications, and drug interactions are all missing, despite those
with stroke being at high risk of suffering from co-morbid conditions * and an
increase of 17% in the number of drugs prescribed in cardiovascular disease over
the past decade ?2. There is therefore considerable room for improvement in the

guidance set by governing bodies for those with stroke.

1.4 Aims and objectives of this thesis

The research questions explored in this thesis are: What are the treatment
burdens experienced by those who have had a stroke? What factors influence
patient capacity to follow treatments? These questions have been answered
through a mixed methods approach consisting of: systematic review of the
qualitative literature; analysis of a nationally-representative primary care data

set; and interviews with people who have had a stroke.
The explicit objectives were:

1. To carry out a systematic review of the qualitative literature that

explores how those who have had a stroke experience treatment burden.

2. To quantify comorbidity and prescribing in those who have had a stroke in
Scotland.
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3. To explore in depth, the experience of treatment burden and factors that
influence patient capacity by interviewing those who have suffered a

stroke.

4. To integrate findings of the above to create a conceptual model of

treatment burden and patient capacity in stroke.

1.5 Overview of chapters

This chapter is a brief introduction and overview of the thesis. In the second
chapter a synopsis is provided of the theoretical underpinnings of the thesis,
with a description of how treatment burden and related concepts have been
conceptualised thus far in the medical and sociological literature. The third
chapter will provide a description of the background literature on treatment
burden, patient capacity and comorbidity in stroke. In the fourth chapter,
methodology is discussed and this is followed by three results chapters divided
into: the systematic review; quantitative analyses of primary care data; and
qualitative analyses of interviews with those who have had a stroke. In the last
chapter, a conceptual model is presented, overall findings discussed and
hypotheses generated about potential changes to healthcare practice and policy
that could minimise treatment burden and maximise patient capacity. Strengths
and limitations of the thesis and directions for future research will then be

provided.

This thesis tells a story: a summary of theoretical underpinnings and background
literature; an exploration of what we know about treatment burden in stroke
from the international literature; a quantification of comorbidity and prescribing
for those living with stroke in Scotland; an exploration of how people living with
stroke describe treatment burden and their capacity to follow treatments in a
real life setting; and a discussion of how these findings can inform practice and
policy. Each phase of the study has undoubtedly influenced the next, for
example, findings from the systematic review had considerable impact on the
objectives in the quantitative section and interview guide for the semi-
structured interviews, and the interview schedule and method of data analysis in
the qualitative section evolved in response to findings. The processes of

planning, analysing, writing and reflecting have therefore been iterative in
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nature and informed by the evolving literature. In the next chapter, the

theoretical underpinnings of the thesis will be discussed.
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Chapter 2 - Theoretical Background

2.1 Introduction

2.1.1 Aims of this chapter

To explain the underlying concepts, existing definitions and theoretical

underpinnings of the work described in this thesis.

2.1.2 Rationale

This thesis describes an exploration of the experience of treatment burden for
those with stroke. Treatment burden is a relatively new term, defined as the
workload of healthcare for patients and the effects of this on their well-being.
Treatment burden is important because it leads to negative outcomes such as
poor quality-of-life, reduced adherence, ineffective treatment and wasted
resources 4%, Although data on adherence to therapies following stroke are
limited, estimations vary from 50-85%, with a general consensus that adherence
is suboptimal >"*2,

In this chapter, conceptualisation of treatment burden in the literature is
described along with exploration of other relevant concepts such as treatment
workload, patient capacity, multimorbidity and minimally disruptive medicine.
The aim is not to give an exhaustive review of the literature but to explore the
important concepts and hypotheses that underpin this thesis. These ideas have
been conceptualised in those with chronic illness and therefore are not specific
to stroke. However, all are relevant to the stroke population, who undergo
arduous rehabilitation followed by lifelong secondary preventative treatments
for their condition. A description of the literature that has examined treatment

burden in those with stroke is given in the next chapter.

2.2 Methods

As my supervisors were published experts in this field of research, an initial
discussion with them directed me towards key reading materials. Further
relevant papers were found through a search of: online databases such as Ovid;

Google scholar; and the references and citations of papers found to be of
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interest. Search terms included: treatment burden; treatment workload; patient
capacity; resilience; multimorbidity; patient experience; chronic disease; and

patient reported measure.

2.3 Background literature on treatment burden

2.3.1 The patient experience of iliness

As it has become increasingly accepted that health professionals have a
responsibility to understand their patients’ experiences and put medical
management into a wider social context, interest in the patient perspective has
proliferated over the past four decades >*>*. This interest, however, has
frequently focussed on the hardships of illness rather than on the burdens that
arise as a consequence of treatments. It is important to note that treatment
burden is distinct but inevitably related to the burden of illness, which
encompasses factors such as physical and psychological symptoms, time lost in
employment and financial consequences. Both treatment burden and illness
burden include physical, psychological, social and financial dimensions. For
example, physical disability would be classified as an illness burden and
polypharmacy (the prescribing of multiple medications) a treatment burden. As
mentioned above, these two types of burden are unequivocally linked and have
considerable overlap, yet are important to consider as separate entities, as
although they have strong influences on each other, they are also likely to have

separate origins that deserve exploration.

As burden of illness is related to burden of treatment, a few of the more salient
pieces that have examined the patient experience of illness will be briefly
discussed before a more in-depth discussion of the treatment burden literature.
The first conceptual model of the patient experience of illness was Parsons’ ‘sick
role’, within what he termed ‘sickness behaviour’ >>. This model described
sickness as a deviant status for the individual (deviant from the ‘well’
population), and therefore exempted the patient from normal social roles along
with any responsibility for their condition, with the agreed obligations on the
part of the patient to try to get well, seek technically competent help and
cooperate with the medical professional. This model has been criticised due to

its creation in reference to acute rather than chronic illness, its failure to
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recognise preventative health care, its lack of appreciation for the broader
social and psychological aspects of illness, and because it appears to provide
insight through the lens of the healthcare provider rather than the patient >¢>°.
However, despite these limitations, Parson’s studies are accepted as pioneering
work that subsequently became a framework for sociological research on
sickness behaviour *°. The ‘obligations’ described by Parsons could be considered

an early recognition of treatment burden, as explored in this thesis.

One limitation of Parsons’ sick role *> was that it was framed around the liaison
between patient and health professional. Mechanic subsequently coined the
concept of ‘illness behaviour’ which extended beyond this liaison, by
encompassing the medically related activities and concerns of persons which
take place outside the clinical setting ®%®'. This concept lent itself more suitably
to chronic illness management. Mechanic described illness behaviour as ‘the
manner in which individuals monitor their bodies, define and interpret their
symptoms, take remedial action, and utilize sources of help as well as the more
formal health care system. It is also concerned with how people monitor and
respond to symptoms and symptom change over the course of an illness and how
this affects behaviour, remedial action taken and responses to treatment’.
Similar to Parson’s work *°, Mechanic’s early studies ¢ have been criticised as
providing insight through the lens of the healthcare provider rather than the
patient themselves > However, his later work was more focussed on the patient
perspective ®2, and explored the personal, social and sociocultural factors that
influence the response of an individual to their illness. Although he did not
define these processes as burdensome, Mechanic certainly recognized the

complex range of actions required of patients when managing their illness .

In 1975, Glaser and Strauss along with their students published high quality,
pioneering work that explored the patient experience of chronic illness in the
community . In this they sought to gain a broader understanding of the patient
perspective including the social and psychological experiences of chronic illness.
Although not named as treatment burden, several concepts were described that
could be considered as such, for example, the management of crises, symptom
control, and the implementation of daily treatment regimens . This research
uncovered important issues for those with chronic illness, many of which are

likely to hold true for patients today. The framework created was fairly basic;
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however, some of the concepts hypothesised were further developed many years
later in pivotal work by Corbin and Strauss that described the concept of the
illness trajectory ®.- They defined trajectory as the course of an illness over
time, plus the actions of clients, families and healthcare professionals to
manage that course. Another term used in their model was biography, meaning
previous personal experiences and beliefs that may shape the management of
illness, and this supports the concept that patients vary in their capacity to cope
with treatments, discussed later in this chapter. The illness trajectory
framework is highly acclaimed and has subsequently evolved over decades of

research, having been applied to numerous conditions including stroke .

Salient work by Bury sought to explore the wider social context of chronic illness
and its management through analysis of interviews with rheumatoid arthritis
patients. Three types of ‘biographical disruption’ caused by illness were found:
disruption of taken-for-granted assumptions and behaviours and the decision to
seek help; a fundamental rethinking of the person’s biography and self-concept;
and the mobilisation of resources . Bury’s work has been highly acclaimed and
gave valuable insight into the chronic illness experience. However, similar to the
work above it focussed on the intrusions of illness rather than treatments and
therefore gave little insight into treatment burden. Many other highly regarded
studies have similarly investigated the burdens of illness, for example the
experience of symptoms and bodily dysfunction ¢’; the psychosocial influences of
illness ®7% and patients’ understanding of their illness ”'. In summary, numerous
pieces of highly acclaimed research have conceptualised the patient experience

of illness; however, these studies share a lack of focus on treatment burden.

2.3.2 Treatment burden
2.3.2.1 Treatment workload

The earliest conceptualisation of treatment workload was in 1985 when Corbin
and Strauss published pivotal research that recognised the workload of illness
management for patients. In this work they conceptualised three types of work
associated with chronic illness: illness trajectory work; everyday life work; and
biographical work %73, Illness trajectory work consisted of the work that goes

into managing the course of illness, such as regimen work and crisis



Chapter 2 - Theoretical Background 29

management. Everyday lifework encapsulated the daily tasks that are required
to run the household and manage everyday living, such as grocery shopping and
childcare. Biographical work involved retaining a sense of self-identity amidst
the reconstruction of life which has been altered by the illness and its
management. All types of work involved interactions and negotiations with
others such as family, friends and healthcare workers. The authors described the
conditions under which the work is being carried out as a constantly fluctuating
‘structure in process’. Each line of work creates a ‘reciprocal impact’ on the
others, as the patient balances workloads, efforts and resources to maintain
equilibrium. This work has been highly acclaimed as it used inductive methods of
analysis to conceptualise the hard work of managing a chronic illness from the
patient perspective, and places this in the context of attending to the everyday
demands of life. The illness trajectory work described by Corbin and Strauss
underpins the concept of treatment burden described in this thesis. They
described a set of tasks carried out by the patient including: sense-making;
decision making; working with others; organisational work; securing finances;
establishing routines; troubleshooting; and monitoring outcomes. This set of
tasks resonates with the framework informed by Normalisation Process Theory

(NPT) used for analysis of data in subsequent chapters.

Following the publication of Corbin and Strauss’s research, the notion that the
management of chronic illness creates ‘work’ for patients has slowly emerged in
the literature, with studies exploring, for example, how patients: seek
information about their condition 7#; carry out everyday decision making '’;
undertake self-care *°; take medications >’¢; develop coping strategies ”’;
mobilise resources "®; and interact with health professionals ”°. These studies
have all examined healthcare from the service-user perspective and have
supported the premise that managing health requires considerable time and
effort from patients. However, they have all focussed on narrow aspects of the
patient experience, therefore a holistic outlook is lacking. Studies that have
examined treatment workload specifically in relation to stroke are examined in

detail in Chapters 3 and 5.

Further expanding on the concept of treatment workload, May recently
theorized the hard work of patient-hood for those with chronic illness. He

described the clinical encounter as a field within which work is carried out by
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both health professionals and patients, alongside a wider framework of
individuals within the patient’s social network 2°. He noted that the work of
being ill has changed over recent times in the developed world, due not only to
the epidemiological shift from acute to chronic illness, but also the rapid socio-
technical advances in healthcare organisation and delivery . Motivation on
behalf of the patient was described as crucial to the management of chronic
illness, with the following attitudinal expectations of the patient from
healthcare providers: prudence (willingness to minimize the load placed on
formal healthcare provision); resourcefulness (capacity to operationalize
knowledge and link it to existing patterns of service provision); agency (active
engagement in shared decision-making and treatment processes); expertise
(possession of knowledge and skills for appraising management advice and self-
management outcomes)®®. This theoretical work therefore recognized that
managing health is hard work, and that this can be exacerbated by the
expectations and demands of healthcare providers. It also recognized that the
abilities of the patient and their social network to respond to these demands can
heavily influence whether the work of patient-hood is successfully completed.
These observations are echoed in more recent work on patient capacity, which is

discussed later in this chapter.

The research above has therefore conceptualised the workload of health care
that people with chronic illness are required to perform in response to the
requirements of their healthcare providers and systems. Treatment burden is a
novel concept that stems from this work, defined as the impact of healthcare

workload on the functioning and well-being of the patient "',

2.3.2.2 Conceptualisation of treatment burden

Treatment burden is likely to be affected by many factors, including the nature
of illness and treatments available, the presence of comorbidities, and the
organization of health services and practices of healthcare practitioners %481,
For example, the prescription of polypharmacy (multiple medications) can
directly increase workload and also increase the risk of adverse drug events and
hospitalisations 3. However, many medications are known to have therapeutic
advantages ' and one large good quality study of primary care patients in

Scotland concluded that although polypharmacy was associated with unplanned
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hospital admissions in those with chronic illness, the effect was reduced in those
with higher numbers of co-morbidities, with only the most extreme levels of
polypharmacy being associated with hospitalization in that group ¥. Assessment
of treatment burden is therefore undoubtedly complex, and many factors must

be considered.

There has been interest in the qualitative exploration of treatment burden from
the patient perspective. A recent study explored treatment burden among those
with chronic illness and their informal carers in Australia and this uncovered
financial burden, time and travel burden, medication burden and healthcare
access burden °2. This was a high quality study that inductively analysed
interviews with 97 patients. However, findings mainly concentrated on
management in the community with less information on the hospital experience.
Financial burden was a particular problem, as were waiting times for those
without private healthcare. Both of these burdens are likely attributable to the
healthcare system in Australia, where publicly funded and private healthcare
systems co-exist. The authors also reported that those with co-morbidities and
polypharmacy described feeling particularly burdened by their treatments. Most
participants in this study had multiple chronic conditions and therefore some
stroke patients were included. However, treatment burden in stroke was not the
focus of the study. A systematic review and concept analysis by the same
research team explored the conceptualization of treatment burden in chronic
disease **. This review examined attributes, antecedents and consequences of
treatment burden. Treatment burden was reported as a dynamic process that
changes over time in response to disease severity and control. Burdens
uncovered included: physical side effects; financial burden; time required to
obtain, administer and manage treatment; and psychosocial aspects including
impact on family and lifestyle. The authors described a combination of objective
and subjective treatment burdens, the former being aspects that lend
themselves more freely to measurement such as number of medications, and the
latter being less measureable aspects of burden such as fear and guilt. They also
described antecedents of treatment burden that included: patient
characteristics; disease condition; treatment characteristics; family support and
engagement; and design of healthcare system. Lastly they examined the

consequences of treatment burden which included: adherence; health and well-



Chapter 2 - Theoretical Background 32

being; resource use; employment; and impact on family and carers. Although
this was a high quality systematic review, most studies included were
quantitative in nature and covered a wide range of different chronic diseases,
without differentiation between these in the results. An interesting overview of
the concepts of treatment burden was provided, rather than a deeper
exploration of disease specific aspects of treatment burden. None of the studies

found examined people who had suffered a stroke.

Two recent high quality papers described the creation of a conceptual
framework of treatment burden in complex patients with chronic disease in the
United States (US) ' **. Semi-structured interviews were carried out in group of
50 patients followed by focus groups to confirm themes. The conceptual
framework created consisted of three distinct themes: 1) work patients must do
to care for their health; 2) challenges / stressors that exacerbate burden; and 3)
impacts of burden. Interestingly, the authors removed from their model aspects
of health-related work that they felt were ‘voluntary activities that a person
may undertake to make self-care easier’ such as information seeking, and they
reported these findings elsewhere along with other factors that lessen treatment
burden *. Factors reported to lessen treatment burden were: 1) the use of
problem-focused strategies e.g. gaining the support of others or using
technology; 2) the use of emotion-focused coping strategies e.g. maintaining a
positive attitude or spirituality/faith; 3) questioning the notion of treatment
burden as a function of adapting to self-care and comparing oneself to others; 4)
having social support (informational, tangible, and emotional assistance); and 5)
experiencing positive aspects of health care e.g. coordination of care and
beneficial relationships with providers. These findings therefore encompassed
voluntary strategies employed by patients themselves to minimise treatment
burden, aspects of healthcare provision that may positively influence their
experience, and the influence of support networks on increasing the capacity of
an individual to cope with their treatments. Similar to in the Australian study,
there was a notable emphasis on the financial challenges of healthcare from
patients, likely to be partly attributable to the US health care system which
often requires patients to negotiate with insurers and face financial challenges
that are more profound than in countries who run a healthcare system free at

the point of care. The conceptual frameworks produced provided a
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comprehensive exploration of treatment burden in those with chronic illness in

the US; however, stroke-specific difficulties were not addressed.

A taxonomy of treatment burden in those with chronic disease has recently been
created using a multi-country online survey in a sample of 1053 participants
from 34 different countries *. This taxonomy included a wide range of
healthcare tasks, aggravators of treatment burden and patient-reported
consequences of treatment burden. Benefits of the methodology included the
ability to obtain data from a large, diverse sample of individuals. However, this
was at the cost of losing richness in the data when compared to face-to-face
interviews and sampling bias (only those who could use the internet could take
part; therefore, those who were well educated and affluent were over
represented). Despite these drawbacks, the taxonomy provides a useful insight

into treatment burden for those with chronic disease.

2.3.2.3 Measures of treatment burden

Despite a growing interest in the exploration of treatment burden for those with
long-term conditions globally, until recently comprehensive measures have been
lacking. Current patient-reported Quality of life (QOL) measures typically lack
information on treatment burden, although a few do include some questions on
treatment side effects or difficulties, for example the Illness Intrusiveness Rating
Scale (lIRS), which measures how much illness and its treatments interfere with
various aspects of everyday life . Some published studies have quantified
particular aspects of treatment burden using patient-reported measures in those
with various long-term conditions. Examples of conditions studied are diabetes,
cancer, and cystic fibrosis %, Types of treatment burden measured include

time and effort spent following medication regimes '%'%

, side effects of
treatment °*'% adhering to a specific diet '°'% monitoring blood glucose levels
in diabetes '® and out-of-pocket expenditure '°. A recent high quality
systematic review examined patient-reported measures of treatment burden in
chronic heart failure, diabetes and chronic kidney disease. Studies found were
mostly for use in those with diabetes, and the authors highlighted the
methodological challenges encountered due to a lack of conceptualisation of

treatment burden in the literature. Findings demonstrated a lack of patient
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input during development of the measures, poor evidence of reliability and

validity, and a lack of holistic outlook "'".

There has been a recent interest in the development of reliable, comprehensive
patient-reported measures involving input from service-users. One measure of
treatment burden in multimorbid patients was developed through a review of
the literature and semi-structured interviews with patients in France "%,
Validation of the measure was described in full but detailed description of any
underlying conceptual model of treatment burden was lacking. Additionally, the
measure was fairly rudimentary, omitting aspects of treatment burden such as
learning about treatments, goal setting, side effects of medications, and

accessing equipment.

Another study described the development of a measure of healthcare task
difficulty amongst older multimorbid patients ''*. One drawback of this measure
is a lack of service-user input during its development, and its focus on a narrow
range of burdens. For example, difficult interactions with health professionals
are not included. However, the authors state that it is a ‘worthwhile foundation
from which the broader concept of treatment burden in medical decision making
might be further explored’. Findings showed that healthcare task difficulty was
associated with worse mental and physical health as well as poorer patient-
reported quality of chronic illness care. The study also found that healthcare
task difficulty was more common in those who were less activated, meaning they
had less knowledge, skills and confidence in managing their health.

Another patient-reported measure was developed for diabetic patients, to be
utilised during the clinical encounter by healthcare practitioners 2. This was
developed following a review of current QOL instruments and discussion groups
with providers and patients. The measure created was comprehensive, and
included questions on treatment burden as well as physical health and social
factors that may influence ability to cope with treatments. Importantly, it
allows patients to direct the consultation towards issues that are important to
them at that point in time, and a visual guide accompanies the questions along
with a set of ‘suggested actions’ available to the healthcare team dependent on
how the patient responds. One benefit of this measure is that it has been

designed specifically for use within the clinical consultation and it is therefore
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shorter than traditional patient-reported measures. However, the authors
acknowledged that implementation in a clinical setting may still be impractical,

and pilot testing is currently underway.

No comprehensive measures of treatment burden in stroke could be found at the
time of writing this thesis. However, areas that have been examined include

( 115 116 and

time spent with therapists in hospital ' °, waiting times for acute care
adherence to preventative therapies “°. These will be discussed in detail in

Chapter 3.

2.3.2.4 Normalisation Process Theory

One of the major theoretical underpinnings of data analysis in this thesis is
Normalization Process Theory (NPT) -this underpins the framework synthesis
described in Chapter 5 and the framework analysis described in Chapter 7.
Methodology is described in more detail in Chapter 4, but NPT will be introduced
here and a description given of how it ties in with the other important concepts
and theories that support this thesis. NPT seeks to explain how the work of
enacting an ensemble of tasks or practices is accomplished through the
operation of four mechanisms: ‘coherence’ (sense-making work); ‘cognitive
participation’ (relationship work); ‘collective action’ (enacting work); and
‘reflexive monitoring’ (appraisal work)'"""'®, Treatment burden is defined as the
‘workload’ of healthcare for those with chronic illness and the impact of this on
well-being. If we conceptualise this ‘workload’ as a set of practices performed
by patients during their chronic disease management that must be implemented,
embedded and sustained in their life, NPT fits well as a conceptual framework.
NPT was generated from Normalization Process Model (NPM), a formal grounded
theory generated over time from a series of inductive qualitative studies that
explains the routine incorporation of complex healthcare interventions into
practice "'"¥""?, NPT is a middle range and generic theory (meaning that it
explains a set of phenomena and can be applied to different contexts) that has
broader uses than its predecessor. For the purposes of health service research,
the ensemble of tasks or practices that NPT pertains to could be, for example,
those relating to the implementation of complex interventions %, health
technologies ', sickness careers ° or treatment burden '?2. These practices may

be carried out by health professionals, patients themselves, or both 8. Several
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studies have used NPT to explore the patient perspective of treatment burden in

11 122;123

specific diseases such as heart failure and chronic kidney disease '**, and

have found it to be an extremely useful conceptual framework.

As described above, NPT comprises 4 domains. Within these domains there are

16 subdomains. The following is a description of these:
Coherence: Sense-making work, investing in making tasks meaningful.

» Differentiation. Defining, dividing up and categorising tasks.

Communal Specification. Making sense of ‘shared’ versions of tasks.

» Individual Specification. Making sense of ‘personal’ versions of tasks.

Internalization. Learning how to do tasks in context.

Cognitive Participation: Relationship work, investing personal and interpersonal

commitment to tasks.

» Enrolment. Recruiting the self and others to tasks.

= Activation. Organising a ‘shared’ contribution to tasks.

Initiation. Organising an individual contribution to tasks.

» Legitimation. Making tasks the right thing to do.

Collective Action: Enacting work, investing effort and resources in tasks.

= Skill Set Workability. Allocating tasks and performances.

» (Contextual Integration. Supporting and resourcing tasks in their social
contexts.

= Interactional Workability. Doing tasks, and achieving outcomes, in

practice.
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» Relational Integration. Making and communicating reliable knowledge

about tasks.

Reflexive Monitoring: Appraisal work, investing in comprehending.

» Reconfiguration. Changing tasks.

Communal Appraisal. Shared evaluation of contributions to tasks.
» Individual Appraisal. Individual evaluation of contributions and tasks.

= Systematization. Organising a reliable stock of knowledge about tasks.

Alternative theories were examined for their possible relevance. Several
behavioural change models have been used in the medical, sociological and
psychological literature to explain the uptake of treatments and health-related
behaviours, including Theory of Planned Behaviour '?°, Diffusion of Innovations
Theory %17 Health Belief Model "2, Social Cognitive Theory '?°, and Self-
regulation Theory *°. However, these models have been developed to explain
the reasons behind the adoption of behaviours rather than the work that goes
into the processes of adoption, therefore none were deemed suitable for
underpinning the investigation of treatment burden. NPT was considered
suitable as a conceptual framework, and its use in data analysis is described in
Chapter 4.

2.3.3 Patient capacity

Alongside the literature on treatment burden, there has been an interest in
patient capacity, defined as the ability of those with chronic illness to manage
their health and respond to the requirements of healthcare providers, whilst
continuing to cope with the demands of everyday life """, It should be noted
that this is not the same as ‘mental capacity’, a legal term used in the
healthcare setting that means ‘the ability of patients to make their own
decisions’. However, an individuals’ mental capacity does contribute to their
overall ability to manage health problems, so these terms are related but
separate. Corbin and Strauss alluded to the importance of patient capacity in

their studies of illness work when they described the ‘internal and external
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resources that come into play, enabling (patients) to work at illness
management’ "%73, A recent good quality systematic review concluded that
supporting patient capacity through interventions was associated with greater
effectiveness in reducing 30-day hospital readmissions '*2. These results show
promise with regard to the ability of health and social care services to improve
patient capacity and to subsequently improve health-related outcomes;

however, further exploration is required.

A qualitative study from the UK involved interviews with both multimorbid
patients and healthcare practitioners to explore views on factors that influence
engagement in self-management "*'. This high quality study concluded that the
following factors influenced patient engagement: access and availability of
socio-economic resources and time; knowledge; emotional and physical energy;
the degree to which patients and practitioners agreed about the division of
labour for chronic disease management; and willingness to take-up types of self-
management practices. This was a small study of 20 patients and 20 doctors;
however, it gave valuable insight into the possible factors that may affect

patient capacity in those with multimorbidity.

The Self-integrity Model demonstrates that maintenance of an individual’s self-
integrity and biography in the face of illness relies on ‘supportive capacity’,
including the use of coping techniques and emotional support from others 3.
This model, created through phenomenographic analysis of interviews with
palliative care patients, gives important insights into capacity related factors

that influence patient distress.

Findings from the studies above suggest that both internal and external factors
have an influence on patient capacity. Internal factors can be defined as factors
within an individual such as personality and physical functioning, and external
factors defined as influences outside of this such as social networks and

environmental influences. Examples of these will now be explored.

2.3.3.1 Internal factors that may affect patient ca  pacity

Internal factors such as cognition, literacy and education are likely to influence

patient capacity through effects on the processing of health-related information
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and interactions with others. A qualitative study conducted in New Zealand used
focus groups with patients and health professionals to examine the errors that
patients make when managing illness. Findings revealed that some errors were
made due to low literacy, low numeracy, or inability to comprehend
instructions. This study was limited by sampling from only one community and
although more patients than health professionals were interviewed, findings
between these two groups were not differentiated. However, despite these
limitations, this study gave valuable insight into the generation of patient errors
which was a previously understudied phenomenon "**. A qualitative study from
the UK that involved interviews and focus groups with individuals who had
literacy difficulties demonstrated that the stigma and consequences of low
literacy can impair interactions with health professionals and the ability to self-
manage health *>. This was a well-conducted study that examined a hard to
reach population; however, one limitation was that those who participated were
likely to be more confident and motivated than the typical population of those

with low literacy.

There has been a particular interest in the examination of resilience in those
with chronic disease, meaning the ability to rebound from crisis or adversity and
move on with life 1*¢"3, A recent high quality systematic review concluded that
in the context of physical disease, resilience involves maintaining high levels of
physical functioning following adversity, and that it is a dynamic process rather
than a personality trait. High quality studies of resilience were found to be
lacking. However, the authors acknowledged methodological difficulties with
their search strategy due to variability in the conceptualisation of resilience in
the relevant literature.

Another concept that has been recently proposed as influential on chronic
disease management is self-efficacy, defined as belief in oneself to successfully
complete a task, or in the case of chronic disease management, to successfully
manage health *°. There has been a widespread interest in the influence of self-
efficacy on health-related behaviour change "° and recently there has been a
particular interest in the influence of self-efficacy on self-management in stroke

! This will be discussed further in Chapter 3.
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2.3.3.2 External resources

Financial status is likely to affect an individual’s capacity to manage their
health, although this may vary depending on healthcare system. A study
conducted in the US explored the barriers faced by low-income parents when
accessing health care for their children through analysis of an open-ended
question on a postal questionnaire. Findings showed that families reported lack
of insurance coverage, poor access to services, and unaffordable costs as
barriers to healthcare. This was a large, well-conducted study of 722
participants who were a subgroup of a larger study of 2681 (they had completed
the open ended question at the end of the questionnaire). Limitations of the use
of postal questionnaires include a loss in richness of the data compared to face-
to-face interviews, possible bias in the wording of the questionnaire, and
possible response bias. Additionally, the larger study was recruited from those
enrolled in a food stamp system, therefore they were already connected to a
system of public benefits, and those not engaged with such services were not

reached ',

One large study of 300 individuals with either chronic heart failure or diabetes in
England demonstrated the importance of social networks in the self-
management of chronic conditions ". Postal questionnaires and face-to-face
interviews were used to collect information about personal social networks.
Results demonstrated that (1) social involvement with a wider variety of people
and groups supports personal self-management and physical and mental well-
being; (2) support work undertaken by personal networks expands in accordance
with health needs helping people to cope with their condition; (3) network
support substitutes for formal care and can produce substantial savings in
traditional health service utilization costs. This was a well-conducted study that
gave insightful information about the importance of personal social networks

with regard to capacity to manage long-term conditions.

A qualitative study carried out in the UK involved interviews with 20 multimorbid
patients to ascertain the nature of medicine-taking work that people with long-
term conditions undertake and how members of their social network are
involved ”. Findings revealed that considerable medication work existed for

patients and that most participants had some kind of support from their social
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network with regard to taking their medicines, ranging from intermittent and ad
hoc help to routine and wide-ranging involvement. This was a small study
therefore generalizability is limited; however, insightful information was gained

about the influence of social networks on medicine taking.

2.3.3.3 Conceptualisation of patient capacity along  side treatment burden

Only recently has consideration been given to the importance of patient capacity
with regard to the investigation of treatment burden. A theoretical paper
described a patient-centred model named the Cumulative Complexity Model
(CuCoM) that portrays the balance of patient workload and capacity as
influencing both self-care and healthcare utilization and, therefore, health
outcomes '*. Workload is defined as all demands in an individual’s life including
healthcare burden and other responsibilities such as employment and family.
Capacity refers to the resources and limitations affecting an individual’s ability
or readiness to do the work. Examples of factors suggested to affect capacity
include physical/mental functioning, pain, symptoms, fatigue, finances, literacy,
and social support. The model denotes that high workload and low capacity can
result in detrimental health care utilization such as non-adherence to therapies,
negatively affecting health outcomes and leading to a further increase in
workload and decrease in capacity. For example, an individual with a
complicated medication schedule and poor social support may miss tablets,
leading to worsening symptoms (reduced capacity) and the subsequent addition
of treatments or clinic visits by health professionals (increased workload). The
balance between workload and capacity is described as fluid and sensitive to
change both in an individual’s internal characteristics, their environment, and
the care providers they interact with. An advantage to this model is that it can
be applied to a broad range of populations and conditions, and it is the first of
its kind to examine treatment workload and patient capacity together. However,
its development was supported only by a narrative review of the literature with
no direct service-user input, and therefore subsequent verification is required

through research using both qualitative and quantitative methods.

A recent systematic review explored models of patient complexity including
CuCoM ™. Patient complexity was defined as the complicated interplay between

medical and non-medical factors that influence health-related outcomes. Six
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other models of complexity were included, and the authors endeavoured to
create a new model by amalgamating the models found. Many of the factors
identified that contributed to complexity were related to patient capacity, for
example social support systems and general health status. CuCoM was the only
model to explicitly define treatment workload or burden; however, other models
did include quality of healthcare delivery as influential. The final model created
has many similarities to CuCoM; it includes a patient workload domain and a
time-varying patient capacity and resilience domain, both of which influence
health status and access and utilization of services. This review was of
reasonably high quality; however, information about methodology in the
included studies was lacking, rendering assessment of quality and level of

service-user input unattainable.

A recent well-conducted qualitative systematic review examined the qualitative
literature on treatment burden using a framework synthesis based on CuCoM '*.
The authors explored the treatment-generated disruptions experienced by
patients across all chronic diseases and treatments and how these disruptions
are accommodated. Disruptions were reported as biographical, relational or
biological. ‘Biographical disruptions’ included loss of independence, restriction
of meaningful activities, negative emotions and experience of stigma from
others; ‘relational disruptions’ included strained family and social relationships
and feeling isolated; and ‘biological disruptions’ involved physical side-effects.
Additionally, authors reported that patients employed ‘adaptive treatment
work’ e.g. asking others for help or purposively not adhering to therapies in
order to minimise treatment disruptions. The review uncovered 11 papers on
treatment burden in various chronic diseases; however, none were in those with
stroke. As only papers with the terms ‘treatment burden’ or ‘burden of
treatment’ in the title or abstract were sought, there is a risk that some studies
may have been missed that have sought to examine treatment burden but
phrased or conceptualised this in a different way. Nonetheless this paper added
to the conceptualisation of treatment burden by describing the mechanisms by
which the management of chronic illness can cause disturbance to an

individual’s life.

During the writing of this thesis | was fortunate to co-author a paper that

progressed the concepts of workload and capacity through description of Burden
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of Treatment Theory (BoTT) '. This paper theorised healthcare utilization as an
undertaking that is characterized by individuals and their support networks as
they navigate through health care systems. This navigation occurs under the
controls of health care providers and the social and economic resources
available to them, for example funding for nurse liaison services or
rehabilitation classes. Along with their support networks, individuals possess the
ability to perform healthcare tasks, secure co-operation of others and add to
their social capital, thus reinforcing the resilience of their network. The
relational aspects of healthcare provision were emphasised as well as the
importance of resources for both healthcare providers and patient, and it was
theorised that maximum benefits can only be gained from services if patients
are given the wherewithal to use them. This was a theoretical paper that draws
on relevant work carried out by the authors and others, and therefore, similarly
to CuCoM, verification of BoTT should be sought through empirical research in
those with chronic disease. Both CuCoM and BoTT emerged during the writing of
this thesis and both models influenced the qualitative analysis described in
Chapter 7. This is described in more detail along with methodology in Chapters 4
and 7.

2.3.3.4 Measures of patient capacity

The conceptualisation of patient capacity has preceded the development of
methods of its measurement. Therefore, comprehensive measures of capacity in
those with chronic disease are lacking, but there are measures available that
capture aspects of patient capacity. Certain patient-reported quality-of-life
measures consider aspects such as self-efficacy [104], the intrusion of illness on
everyday life *® and the effects of disabilities such as visual or hearing
impairments '’. There are measures of self-efficacy that have been validated in
those with chronic disease, but these omit wider socio-demographic factors that
may influence patient capacity '*. The Patient Activation Measure (PAM) gauges
the knowledge, skills and confidence a person has in managing their own health
and health care, but similarly omits broader socio-demographic factors . A
recent good quality systematic review found a significant association between
low PAM scores in those who were chronically ill and increased hospitalization

150

rates as well as emergency room utilisation °, supporting the premise that

those with low levels of patient capacity have worse health-related outcomes.
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However, the relationship between PAM score and medication adherence was
deemed inconclusive due to heterogeneity of methods within included studies,
and another limitation was that the majority of included studies had been

conducted by developers of PAM, so further research is needed.

Lastly, there are measures of social support that have been validated for use in
those with chronic disease, for example the ENRICHD Social Support Inventory
(ESSI) ™" and the Inventory of Socially Supportive Behaviour (1SSB) 2. These
have potential to be useful, yet focus only on social support, so omit other
factors that influence patient capacity. Measures validated for use in those with

stroke are discussed in Chapter 3.

2.3.4 The relevance of multimorbidity

Many of the conceptual frameworks described above include comorbidity or
multimorbidity as influential on treatment burden and patient capacity

1398 MB14144 11 this thesis, comorbidity refers to the presence of one or more
morbidities in addition to an index condition such as stroke ", whereas
multimorbidity describes the presence of two or more conditions within one
individual, with no index condition specified "*. In their work on illness
trajectories, Corbin and Strauss acknowledged the additional difficulties posed
by the presence of multiple conditions by stating ‘chronic diseases are often
multiple diseases: not uncommonly a person has two or more illnesses
simultaneously. This complicates the formulation of the treatment scheme
because the physician must take into consideration the number of regimens a
person is on, their possible interactive effects, and the ability of the ill person
to carry them out’”*. An increase in life expectancy and improvement in acute
treatments have led to an increase in the number of people living with long-term
conditions ">, Improvement in services for these individuals has become a

priority for governing and funding bodies %7,

Multimorbidity has been shown to be perceived by patients as a barrier to self-

care 13;50;81;92

, and one large, high quality study in England showed that those
with multiple long-term conditions more frequently report worse experiences in
primary care 2. Multimorbidity may increase treatment burden in several ways.

Firstly, volume of treatments such as number of medications increases with
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number of conditions >*'', Secondly, treatments or encounters may interfere or
interact with one another, for example medications may interact or medical
appointments may be poorly co-ordinated '%1'%16%163 | This has the potential to
further increase the volume of work, for example as new treatments are given
to compensate for interactions '**. Thirdly, co-morbidities can affect the
capabilities of the individual to follow therapeutic regimes due to physical or
mental impairment, for example those with arthritis may find physiotherapy
sessions more challenging ">, Fourthly, multimorbid patients who become
overburdened, for example by complex medication regimes, may be less likely
to adhere to therapies, leading to poor disease control and a further escalation
of treatments by health professionals, increasing treatment burden further
%1317 During the examination of treatment burden in stroke, it is therefore
important for us to investigate the presence and extent of multimorbidity, as

this is likely to have a significant impact on the patient experience.

Two studies recently evaluated the applicability of clinical guidelines to those
with multimorbidity. Findings showed that current guidelines do not consistently
take account of multimorbidity and as a result patients are placed at risk of
considerable treatment burden, including adverse interactions between drugs
and diseases "¢%'%°, Both were exploratory studies that examined a selection of
clinical guidelines and created hypothetical patients to highlight these issues;

therefore, further research is needed in this area.

2.3.5 The influence of healthcare provision on treatment burden
and patient capacity

It is likely that the design and provision of health services is highly influential on

the patient experience of treatment burden '"'%*

, yet until recently this had
remained unacknowledged in the medical literature. A videographic analysis of
consultations suggested that treatment burden is dealt with poorly by clinicians
70 In this well-conducted study, videos of 46 consultations between clinicians
and those with type 2 diabetes were analysed. However, the authors
acknowledged that a lack of conceptualisation of treatment burden at the time

the study was conducted may have affected reliability of coding.
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A new patient-centred way of practising medicine was proposed in a theoretical
paper in 2009, aimed at reducing treatment burden and increasing patient
capacity. This was coined minimally disruptive medicine (MDM) °. The authors
stated that the patient should be placed at the centre of their management
plan, with careful consideration of the workload of healthcare and the
individual’s capacity to cope with that workload. Shared decision-making
between patient and practitioner and better co-ordination between health care

providers were also cited as important.

A theoretical paper advancing the concept of MDM was published in 2015, which
described the MDM Care Model '”". This paper set out pragmatic solutions to
practicing MDM, by first ‘identifying the right care’ and then ‘making the right
care happen’. To identify the right care, the authors recommended considering
both treatment work and capacity, describing patients as ‘complex adaptive
systems’ characterized by a large humber of interactive components, with
ability to exhibit emergent properties such as a workload-capacity imbalance. To
operationalize provision of this care, the authors suggested prioritisation of
feasibility and consideration of the paucity of resources available in realistic
healthcare settings. They encouraged the use of resources that are already
available but perhaps poorly advertised, and emphasized the importance of
monitoring fluctuations in the patient’s treatment work and capacity over time.
A theoretical MDM toolkit was proposed, with tools such as ‘goal elicitation’,
‘capacity assessments’, and ‘workload assessments’ to identify the right care
and ‘resource registries’, and ’'medication therapy management’.

Over the past decade, there has been a call for the practice of more generalist

care for patients "7%173 174175

, and a drive towards minimally disruptive medicine
complements this, with health care providers being encouraged to provide
holistic patient-centred care that realistically considers the burdens imposed on

patients from healthcare systems and other aspects of their life.

2.4 Conclusion

Above a description has been given of the underlying concepts, existing
definitions and theoretical underpinnings of the work described in this thesis.
These concepts have been developed in relation to those with chronic disease,

and in Chapter 3 a description is given of the literature that has provided



Chapter 2 - Theoretical Background a7

information on treatment burden and capacity specifically in relation to those
with stroke. Conceptualisation of treatment burden and patient capacity in
those with chronic disease was in the very early stages of development when the
work described in this thesis began. Much of the above literature has been
published in parallel to my own studies and this has been helpful in some ways
yet difficult in others, for example the evolving concepts have informed my
methodologies, but this has meant maintaining a degree of flexibility and the
need for an iterative approach to this work. The influence of the above

literature on methodology is described in Chapter 4.

In summary, the idea that healthcare imposes work on patients dates back to
1985 when Corbin and Strauss published their well-known paper on ‘three lines
of work’ for those with chronic disease "2. Treatment burden is a more recent
notion, and thus far it been conceptualised as the workload of healthcare for
those with chronic disease, the negative impacts of this on well-being and the
disruptions caused to everyday life 114849 Additionally, factors that both
exacerbate and lessen treatment burden have been explored including the
influence of healthcare providers, the compensatory work that patients do to
accommodate burdens and their individual capacity to cope with treatments,
including both internal resources such as literacy and external resources such as
social support 49393143,

As conceptualisation is still young, further exploration of treatment burden and
capacity is required. Additionally, many of the above concepts will be
generalisable to those with stroke and other chronic diseases, yet there are also
likely to be disease specific aspects of treatment burden that are important to
understand.
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Chapter 3 - Treatment burden in stroke

3.1 Introduction

3.1.1 Aims of this chapter

To provide background information on what is already known about treatment

burden in stroke.

3.1.2 Rationale

The aim of this thesis is to explore the experience of treatment burden for those
who have suffered a stroke. As discussed in Chapter 2, treatment burden is
defined as the impact of treatment workload on wellbeing. It is important to
note that treatment burden is not exclusive to those with stroke; indeed, it is a
phenomenon that is pertinent to those with a wide range of illnesses. However,
exploration of this matter in those with stroke is important because these
individuals are required to undergo intensive and arduous treatments, many of
which continue life long, and their capacity to cope with treatments may be low

due to cognitive and physical difficulties or social isolation.

Traditionally in stroke research, the term ‘burden of care’ has tended to
describe the financial costs of healthcare to the state or the burden on carers of
stroke patients "7 '®2, Pound et al. acknowledged this failing when they
remarked that ‘stroke is seen as the misfortune of almost everyone except the
person who has actually had the stroke.’ ' This historical lack of insight into
the burdens endured by those with stroke has been exaggerated by a lack of
funding in stroke research compared to other conditions such as cancer and
coronary heart disease 2. However, over the past two decades, researchers have
developed an interest in understanding the perspective of those with stroke and

the burdens they endure.

A description is given below of the qualitative and quantitative literature that
has explored treatment burden in stroke. The aim is not to provide an
exhaustive review of the literature but rather to offer a discussion of relevant

papers with the intention of placing the work described in this thesis in context.
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3.2 Methods

Relevant articles were sought through a search of: online databases such as
Ovid; Google scholar; and the references and citations of pertinent papers.
Experts in the field were also contacted and asked to provide references of
interest. Search terms included: stroke; cerebrovascular disease; treatment
burden; treatment workload; patient capacity; comorbidity; patient experience;

and patient reported measure.

3.3 Background literature of treatment burden in st roke

3.3.1 The qualitative literature

As treatment burden is a fairly new concept in the literature, little qualitative
work has been published that explicitly explores this in stroke, although
information can be gained from studies that have examined the more general
patient experience of stroke management. Primary studies that have explored
the patient experience of stroke, treatment burden and patient capacity will be

described in turn and then relevant qualitative syntheses discussed.

Early studies on the patient experience of stroke
Prior to the early 1990s, few studies had been published on the journey through

the recovery process after stroke from the patient perspective . In 1974,
Hoffman published an interesting paper on the interactions between patients
and healthcare providers in a hospital setting in Canada '®*. She described how
negative attitudes of health care providers affected these interactions and
created unrealistic expectations from patients. She concluded that a general
hospital setting was not an optimal environment for the rehabilitation of stroke
patients, a finding that was echoed later in the literature that supports care for
patients on the acute stroke ward '®. Kaufmann and Becker later published a
series of papers that explored the experience of stroke rehabilitation in the US,
how patients incorporate stroke illness into their lives, how they conceptualise
both illness and recovery, and how prejudices from healthcare providers about
age and potential for recovery can influence patient care '®"'%, Although not
explicitly aimed at understanding treatment burden, these studies were among

the first to give insight into the experience of stroke management from a patient
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perspective, demonstrating, for example, the negative interactions with
therapists that patients may endure '*>'®_ In one study, Kaufmann acknowledged
that ‘rehabilitation emphasizes the hard work and adaptive capacity of the
patient as a whole being in an environmental context’'®’. These early studies
provided fascinating insights into stroke management from the patient
perspective; however, findings are now likely to be outdated due to the
considerable progress in treatments and vast improvement in prognosis for

patients since their publication.

Studies of treatment burden

Following on from this earlier work, a plethora of qualitative studies has been
published on the patient experience of stroke around the world, although many
have focussed on the experience of illness rather than the management process
'8 Those that have examined the experience of treatments have often been
narrowly focussed, for example on interactions with healthcare providers, the
availability of information provision, and the experience of hospital care '''%,
In 1996 an interesting study investigated stroke patients’ views of services in
England "%, Although the generalizability of this study is limited due to its small
size and restricted information about participants, the authors used their results
as a platform to discuss the importance of patient-centred care and participant-
led research. They concluded that care was fragmented, information provision
poor and communication between staff and patients substandard, yet overall
satisfaction with services appeared to be high. It was concluded that patient
involvement in research was vital to unpick findings and plan stroke services. A
later study explored the experiences of those undergoing stroke rehabilitation in
the US, which concluded that care was not individually tailored to patient needs
and that discharge into the community was inadequately supported '*. This
study was undertaken on a small convenience sample from one stroke support
group which again limits generalizability, however it was well-conducted and
provided useful information on deficiencies in care that can be encountered by

those with stroke.

An insightful study published in 2011 concluded that failings in health and social
care provision or ‘system-induced setbacks’ can burden those with stroke '*.

During this study, stroke patients that had been involved in a pilot community
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stroke service in the UK were interviewed. ‘System-induced setbacks’ found
included negative attitudes by staff, poorly supported discharge, long waiting
times for social care, poor communication between services and neglectful care.
In this paper it is stated that ‘people’s responses to living with a stroke involve
far more than simply a response to their condition, however creative and active,
but also involve a response to the way health and social care services are
organised and delivered’. Although undertaken in the context of a pilot study,
many of these findings related to routine care, and findings support the concept

that the organisation of health services has an impact on treatment burden.

Another paper introduced the concept that those with stroke shoulder
responsibility for the work of recovery in a well-designed study involving in-
depth interviews with patients 10 months after their stroke '®. This paper gave
valuable insight into the positive actions that those with stroke take to manage
their everyday lives in the face of illness, supporting the concept of illness work
described in Chapter 2. However, an examination of the limitations of coping

strategies and resources were not examined '®.

Studies of patient capacity
Studies that have examined stroke patient capacity to follow management plans

are also small in nhumber. Since the mid-1990s, many rigorous studies have been
published that examine the influence of stroke on the patient’s lifeworld, for
example the impact on cognitive and physical functioning, personal identity and
social roles '772%, However, these fail to examine how the consequences of

stroke may affect a patient’s capacity to undertake treatments.

The work discussed above by Becker and Kaufman on U.S. stroke patients
explored how patient expectations of recovery can be shaped by a variety of
factors such as age, nature of impairments, depression and acceptance of
biomedical perspectives 88, This supports the premise that a wide range of
bio-psycho-social factors may influence patient capacity and engagement with
treatments; however, this is not explicitly explored in this work. A small good
quality study of stroke patients was undertaken in the UK in which both low and
high adherers were interviewed *’. Findings suggested that ease of medication
regime, knowledge about treatments, support from health professionals and

ability to adopt coping strategies all influenced adherence, again suggesting that
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a wide variety of factors may affect capacity in those with stroke. Another
insightful study explored adherence in stroke patients living in France. This
study reported similar findings to the one conducted in the UK, although social

support also promoted adherence *¢.

Another study carried out in the UK explored confidence in stroke survivors. Ten
individuals who had suffered a stroke and participated in a trial of outdoor
mobility rehabilitation were interviewed about the meaning of confidence.
Although small, this study gave valuable insight into the personal, social and
psychological aspects of capacity that influence confidence, for example loss of

identity, fear, social roles and personal attitudes and beliefs 2%*.

Relevant qualitative syntheses on treatment burden and patient capacity
Qualitative syntheses on treatment burden and patient capacity in stroke are

lacking. No syntheses were found that sought to explicitly examine these topics,
but several were found in related subject areas that give valuable information.
Table 1 provides a summary of qualitative systematic reviews carried out in
relevant subject areas and the knowledge they provide about treatment burden.
Additionally, a quality appraisal of each review was undertaken using an adapted
version of R-AMSTAR ?%° and scores are shown in Table 1. A full breakdown of
scores is given in Appendix 1. A common finding was that rehabilitation lacks
patient centeredness, and there is a mismatch in ideas about goal setting
between patients and health professionals. Additionally, recovery was described
as a long journey of adaptation to new circumstances, and psychological support
reported as lacking, particularly once the initial phase of rehabilitation has
ended and patients are discharged from services. Information from health
professionals was described as poor, with patients relying heavily on family
members to support them. These findings give us some indication of the hard
work of recovery from stroke and the difficulties encountered by patients;
however, a full exploration is lacking of the patient experience of treatment
burden and patient capacity.
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Table 1 — Relevant qualitative systematic reviews t

(All qualitative except *quantitative; ** mixed met

hods)

hat give information about treatment burden and pat

ient capacity in stroke.

Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Eilersten et al 12 To interpret and synthesise stroke | Stroke Patients are given inadequate information about fatigue 25
2012 % survivors’ experiences of post patients. prior to discharge. Healthcare providers minimized the
stroke fatigue. importance of post stroke fatigue. Stroke survivors exert
considerable mental energy searching for validation of
fatigue. They cope with unrealistic expectations from others
and try and hide fatigue. They adopt strategies to cope with
fatigue.
Hafsteinsdotter 11 To systematically review the Stroke The educational needs of stroke patients and caregivers may | 29
etal 2011 %" research on stroke patients' and patients and be unmet. Unmet needs include knowledge about the
caregivers' educational needs. caregivers. clinical aspects of stroke, prevention, treatment and

functional recovery. The most commonly reported needs of
caregivers involved patients' moving and lifting, exercises,
psychological changes and nutritional issues.

€9
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Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Hole et al 2014 13 To consider how a patient’s Stroke Broader human needs were not met and patients were not 22
208 experience of stroke patients. acknowledged as individuals. Transition, adjustment and
rehabilitation influences and learning occurs during episodes of change and self-
evolves their identity and to realisation, patients problem solve and practise tasks at
consider the different these times. They depend on professionals and family
psychosocial concepts and members. They adjust to their new circumstances and
interactions that may influence integrate into their social world. Tasks in rehab have a lack
this. of meaning. Positive experiences are shaped by key
psychosocial concepts such as hope, social support, and rely
on good self-efficacy which is influenced by both clinical staff
and external support.
Lamb et al 2008 27 To appraise and synthesise the Stroke Reconstructing life after stroke requires considerable 32

209 evidence on the psychosocial /

spiritual experience of elderly
stroke patients.

patients over
65.

physical and psychological work. Patients adopt strategies to
adapt to their new life e.g. re-learning, becoming active in
their own care, allowing more time to complete tasks and
using physical aids. They draw on their sense of hope and
inner strength. Feeling connected to others including health
professionals is important. There is a lack of psychological
support available and information for patient is lacking.
Some found a lack of respect from health professionals.

1]
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Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Luker et al 2015 31 To report and synthesize the Stroke Patients reported a lack of physical therapies and lack of 33
210 perspectives, experiences, and patients. opportunity to practice outside of formal therapy sessions.
preferences of stroke survivors Patients felt bored and alone on the ward. Therapies often
undertaking inpatient physical appeared boring and meaningless. Mismatch in goal setting
rehabilitation through a between patient and health professional was reported.
systematic review of qualitative Physical rehabilitation can be difficult, stressful and
studies. frightening. Disempowering staff attitudes and
organisational barriers to autonomy were strong negative
influences. Poor communication and mixed messages from
staff led to misunderstanding and frustration. Patients used
humour and hope to fuel motivation.
McKevitt et al 95 To identify the scope of published | Stroke There is a mismatch between patient and health 24
2004 '# qualitative studies of stroke, patients, professionals’ expectations of recovery and views of goal
consider their relevance to caregivers, setting. Paternalistic care prevents patients being
development and delivery of health adequately prepared for discharge. Some patients do not

services for people with stroke
and make recommendations for
future work.

professionals.

like to use adaptive aids due to stigma. Communication
between therapists and patients could improve and be more
patient centred. Patients develop coping strategies and use
motivation to aid recovery. Information provision is poor
and services can be poorly co-ordinated.

GG
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Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Mold et al 2003 55 To assess how well the processes | Stroke Healthcare providers’ prejudices towards older patients or 15
21 which might lead to inequity in patients and those deemed less motivated may influence the care
the delivery and uptake of stroke | caregivers provided. Such perceptions differ between patient and
services are currently understood | (some papers | health professional, and between different health
by reviewing the qualitative that examined | professionals. Socio-economic factors, resource limitations
literature in the area. more general | and information provision may influence service delivery and
patient uptake.
populations
were
included).
Murray et al 23 To identify the most frequently Stroke Service deficiencies accounted for 29% of all problem areas 30
2003 ** encountered longer-term patients and reported. These included limited access to therapies, unclear
problems experienced by stroke caregivers. goal setting and poor general care whilst in hospital, poorly

patients and their informal carers.

To provide a platform for the
development of a patient-
centred, primary-care based
stroke service.

co-ordinated discharge, abandonment by services, lack of
patient involvement, lack of information, delays in obtaining
services, poor home care, lack of input from GP, mismatch in
ideas of recovery between patient and professional, absence
of longer term reviews.

99



Chapter 3 - Treatment burden in stroke

Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Peoples et al 12 To obtain the best available Stroke Patients find it difficult to deal with the consequences of 26
2011 %% knowledge on stroke survivors’ patients stroke whilst in hospital due to unfamiliarity, inflexible ward
experiences of rehabilitation. routines and a lack of privacy. They seek information, which
can be difficult to obtain. Patients identified a failure of
health professionals to identify non-physical needs. Dignity
and respect was challenged through negative interactions
between staff and patients. Feelings were mixed on
collaboration with health professionals, some prefer
paternalism and others shared decision-making. Similarly,
some enjoyed taking an active part in rehab and others felt
overwhelmed.
Reed et al 2012 18 To identify the key factors to Stroke Recovery from stroke is long term. Those with stroke 35
214 account for in planning and patients, develop innovative strategies to deal with the effects of
developing rehabilitation and caregivers, stroke in the context of their lives as they strive to maintain
community services for stroke health control and independence. Patients depend on friends and

based on users’ perspectives.

professionals.

family for a ‘web of support’. There were difficulties
reported in obtaining formal support for carers. Stroke
survivors face physical, economic and psychological barriers
in accessing the world outside their home. They use
strategies to enhance social interaction and support.
Developing a positive outcome was dependent on
interaction between the person, their close social networks
and the environment they lived in.

1S
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Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Rosewilliam et al | 18 To explore and map out from the | Stroke Stroke patients don’t feel involved enough in the goal setting | 31
2011 %" literature the nature and extent patients and process. There is a mismatch in ideas between patients and
g * of application of the patient- healthcare health professionals about perceptions of level of patient
centred goal-setting concept in professionals. | involvement, recovery, and the focus of rehabilitation.
current stroke rehabilitation Suggestions about how to improve patient centeredness are
1+ practice and to examine the made.
evidence for any effects
(outcomes) of application of the
concept.
Salter et al 2008 | 9 To examine the contribution of Stroke Patients re-interpret the self. They also cope with 30
216 the published qualitative patients. uncertainty of recovery. They rely on their social networks,

literature to our understanding of
the experience of living with
stroke.

although they are often socially isolated. Some re-focus on
positive aspects of their lives and demonstrate resiliency.
They adapt to their new lives slowly. Optimism diminishes
over time.

89
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Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Sarre et al 2013 40 To synthesize qualitative studies Stroke Patients undergo recovery of function; finding practical ways | 28
217 on adjusting after stroke, from patients more | of dealing with impairment (practical adjustment); and
stroke survivors’ and carers’ than 6 months | psychosocial recovery despite impairment. Factors that
perspectives, and to outline their | post stroke affect ability to adjust were: personal characteristics;
potential contribution to an and adjustment practices (physical and mental); social support;
understanding of resilience. caregivers. built environment, health care delivery and structure,
information, public awareness, employment and welfare
practices and policies.
Satink et al 2013 | 33 To synthesize patients’ views on Stroke Discharge into the community is a difficult time for patients, | 31
218 the impact of stroke on their roles | patients. they can feel abandoned and ‘dumped’ back home. Patient

and self.

identify and adapt to their new roles post stroke. Hope is a
major strategy and an important element of emotional
recovery. Patients gain support from family, friends and
other patients, although some report overprotection from
family and paternalism from health care professionals. There
was a mismatch in goals between patients and healthcare
professionals.

65
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Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Sugavanametal | 10 To systematically integrate and Stroke The extent of patient involvement in the goal setting process | 29
2013 **° appraise the evidence for effects patients, was not made clear. Patients were often unclear about their
7% and experiences of goal settingin | caregivers and | role in this process. Professionals reported higher levels of
stroke rehabilitation. health collaboration during goal setting than patients. Patients and
professionals. | professionals differed on how they set goals, types of goals
set, and on how they perceived goal attainment. Barriers to
goal setting outnumbered the facilitators.
Walsh et al 2014 | 18 To examine the barriers and Stroke As well as the stroke itself, other factors influence 30
220 facilitators of community patients. community reintegration. Personal factors were:

reintegration in the first year after
stroke from the perspective of
people with stroke.

perseverance; emotional challenges; meaning attached to
activities; and the adaptability of the individual. Influential
social factors were: sense of belonging versus perceived
stigmatisation; support and dependency; and environmental
factors. With regards stroke services, the following were
deemed as barriers: treatment delays; poorly organised
discharge; a lack of information; rehabilitation that was not
deemed meaningful; and a lack of patient centeredness.

09
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Author and year | No of Aim Population Findings that relate to treatment burden Amstar
studies studied score
(out of
44)
Williams et al 6 To explore the experience of Stroke Patients establish new routines and learn new ways of doing | 29
2013 % engaging in occupation following | patients. things. They use adaptations to their environment and
a stroke for older people in the assistive devices as well as the help of others to engage in
community. occupations. There is a need to reflect and plan more than
before the stroke.
Woodman et al 11 To identify, appraise and Stroke Patients adapt to and accepted their new lifestyles post 33
2014 ** synthesise qualitative research on | patients. stroke using determination, perseverance, resilience and

stroke survivors’ views of their
experiences of social
participation.

courage. Patients draw on a range of skills, set personal
targets, problem solve, learn from people, utilise supportive
networks and take action. They re-evaluate the personal
meaning of activities and make decisions about which to let
go or hold onto.

T9
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A recent high quality meta-review of qualitative systematic reviews was
published that sought to summarise the qualitative literature on self-
management and the lived experience of stroke, in order to identify how self-
management might be effectively supported in stroke survivors. The authors
used an exhaustive search strategy and found 14 systematic reviews comprising
232 primary studies. Although meta-review carries a risk of distancing the reader
from the primary studies, this was a useful way to explore the vast amount of
literature in this area, and the following key recommendations were made
relating to the provision of self-management in stroke: ‘a) recognition that the
support needs of stroke survivors change over the trajectory of recovery; b) the
importance of collaborative relationships with healthcare professionals who
offer guidance and information specific to the stage of recovery and enable
patients to feel respected, valued, and in control of decisions about their lives;
c) the provision of individually tailored psychological, emotional and behavioural
support from the early stages after suffering a stroke to proactively help stroke
survivors manage the long-term challenges of reintegration into society by
increasing adaptive coping strategies and help them adjust to their new self by
focusing on new or developing skills; and d) social groups with other stroke
survivors and groups of people who are understanding and supportive.’ The
authors recommended that no further qualitative research is required that
explores the lived experience of stroke, and that research should now focus on

the design and implementation of interventions to aid self-management 2.

Summary of qualitative studies
In summary, over the past decade, many primary qualitative studies and

qualitative syntheses on the patient experience of stroke management have
been published. Although comprehensive examination of treatment burden and
patient capacity in those with stroke is lacking, valuable nuggets of information
are available amongst the findings available. As qualitative work tends to be
carried out in a small group of participants, generalizability of primary studies
must be interpreted with caution. However, studies from a variety of settings
can improve our knowledge of the possible burdens faced by patients, and many
syntheses are available that are perhaps more generalizable. A systematic
review of the qualitative literature on treatment burden in stroke is described in

Chapter 5. This review does not explore patient capacity, and the reasons
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behind this are discussed in Chapter 4. However patient capacity is explored in

the analysis of qualitative interviews described in Chapter 7.

Alongside the work described above there is a body of literature that explores
the experiences and needs of the informal carers of those with stroke ®'.
Examination of this literature was deemed to be out with the scope of this
thesis, however these individuals are known to experience their own burdens
that arise as a consequence of caregiving, and this is an important area of on-

going research.

3.3.2 The quantitative literature

M easur ement of treatment burden

As discussed in Chapter 2, there have been recent advances in the development
of patient-reported measures of treatment burden; however, none could be
found specifically for use in those with stroke. There are measures intended for

d 12;112;114, and

those with multimorbidity where no index condition is specifie
these could be used for those with stroke, although their use risks missing
stroke-specific difficulties that may not apply to other conditions, for example
the hardships endured by those with aphasia. One merit of using generic
measures is that they are patient rather than disease focussed, and additionally
they allow comparisons to be made across a range of conditions. However,
treatment burden is likely to involve disease-specific burdens as well as those
that are common to various conditions and those that arise as a consequence of
multimorbidity. Examination of treatment burden within individual conditions is
therefore an important first step in ascertainment of the full scope of treatment

burdens experienced by those with multimorbidity.

Although no stroke-specific measures of treatment burden could be found, a few
studies were located that have quantified certain aspects of stroke care through
simple counts, for example time spent with therapists in hospital ', delays in
acute care ""®, number of days in hospital with initial stroke '° and costs of
medical care ***. Data collected on GP consultations in Scotland have shown that
the number of patients consulting their GP in relation to stroke has risen over

the past decade 2.
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A few small studies have quantified patient satisfaction with stroke services and
varying results have been found. A common finding was that dissatisfaction was
associated with poor functional outcome after stroke ???’. One study carried
out in the UK examined the satisfaction of 93 stroke patients in one health care
district in England with regard to discharge from hospital and follow up 22, This
study reported low levels of satisfaction, particularly regarding information
provision from healthcare professionals, communication between staff and the
scope of rehabilitation provided ??2. However, as this study was carried out in
the late 1990s, findings are likely to be out-dated, for example no stroke
specialist services were available at that time, and these are now commonly

available in the UK. No more recent studies could be found.

As discussed in Chapter 2, the prescribing of polypharmacy (multiple
medications) has been highlighted as one burden faced by those with chronic
disease in terms of increased workload and increased risk of adverse drug events
and hospitalisations 8. Adherence to medications by those with stroke is
generally thought to be substandard, with studies reporting adherence at 1 year
as between 24% and 90%, depending on the medications examined 3>°:22%,
Several trials have tested interventions such as text message reminders and
motivational interviewing to improve adherence with varying levels of success
230232 A small number of observational studies have quantified prescribing in
those with stroke and these are described in Table 2. The mean number of
medications observed was reported as between 5-11 *%233234 however all studies

had a small sample size, limiting generalizability.

Despite the burdens that polypharmacy can produce, there is evidence that the
prescribing of certain medications such as statins, angiotensin-converting
enzyme inhibitors and antiplatelet medications improve health-related outcomes
for those with stroke *' and nonadherence has been shown to be associated with
worse stroke outcomes %23, Advantages of medication use must be taken into
consideration when measuring overall treatment burden, with reduced access to
effective treatments in vulnerable groups also being an important burden to

consider %/,
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Table 2 — Studies of prescribing in stroke

First author | Country Aim Sample Sample | Outcomes relevant Results that relate to Limitations

and year size to prescribing polypharmacy

Ostwald us To 1) identify the Stroke survivors | 97 Discharge Stroke survivors were Small sample size so
2006 ** types of medications of at least 50 medications discharged home with an | limited

prescribed for stroke
survivors who are
being discharged
home from
rehabilitation, 2)
explore correlations
between medication
prescriptions and the
number of stroke-
related comorbidities
and medical
complications, 3)
identify the cost of
medications and
potential impact of
medication costs on
stroke survivors, and
4) discuss the nurses'
role in preparing
stroke survivors and
their caregivers for
medication use after
discharge.

years of age,
who were
discharged
home from one
of five hospital
systems
between
November, 2001
and December,
2003

abstracted from
patient’s chart by
trained nurses and
occupational
therapists

average of 11.3
medications per person
from 5.4 different drug
classifications.

Most commonly
prescribed drugs were
antihypertensives,
antiplatelets,
antihyperlipidaemia and
antidepressant.

generalizability.

Relied on case notes.

<9
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First author | Country Aim Sample Sample | Outcomes relevant Results that relate to Limitations

and year size to prescribing polypharmacy

Sweileh Palestine | To analyze the types Stroke survivors | 78 Medications prior to | Stroke survivors were Excluded those who

2009 > and cost of diagnosed with admission and upon | discharged with an died during
medications ischaemic stroke discharge were average of 4.9 hospitalization.

prescribed at
discharge for
ischaemic stroke
survivors.

subtype

ascertained from the
medical records.
Medications
prescribed to stroke
survivors at
discharge were
classified based on
their therapeutic
class.

medications per patient
from 4.3 different drug
classes.

Most commonly
prescribed drugs were
antiplatelet, anti-ulcer,
antihypertensive,
antibiotics.

Small sample size so
limited
generalizability.

Relied on case notes.
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First author | Country Aim Sample Sample | Outcomes relevant Results that relate to Limitations
and year size to prescribing polypharmacy
Classen 2007 | US To determine Home-based 191 Self-reported They used an average of Small sample size so

90

prevalence and
incidence of
polypharmacy,
inappropriately
prescribed drugs, and
potential drug-drug
interactions, in a
cohort of home-based
older adults with self-
reported stroke.

older adults (60
years and older)
with self-
reported stroke
who had
participated in a
larger study
1993-1996 in
one district and
2000 in another.

prescription
medications. Data
collected during
larger study by
trained occupational
therapists and
nurses who
administered
structured in-home
interviews, lasting
2.5 hours. They
verified reported
prescription
medications with
actual medications.

Polypharmacy was
classified as no
polypharmacy (0-1
drug), mild (2-3
drugs), moderate (4-
6 drugs), and severe
(7+ drugs).

6.2 medications, and 75%
had moderate or severe

(4-7+ drugs)
polypharmacy.

limited
generalizability.

19
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M easurement of patient capacity
In line with the cultural shift towards patient self-management discussed in

Chapter 2, there has been an interest in measuring the ability of stroke patients
to self-manage their health and several patient-reported measures have been
developed. The Southampton Stroke Self-Management Questionnaire (S5SSMQ)
was developed in the UK using focus groups with stroke patients, and validated
in a nationally recruited sample of patients 2*®. This measure focuses on the
patient’s beliefs, personal abilities and interactions with health professionals;
however, it omits the wider social influences on capacity such as financial
status, social support and other personal commitments. As discussed in Chapter
2, The Patient Activation Measure (PAM) is a measure of readiness and ability
with regard to self-management that has been validated in varying populations
and conditions, but it fails to measure social aspects of capacity . One Scottish
study that evaluated its use within a complex self-management support
intervention for stroke patients found that those with stroke did not find it

specific enough to their situation or easy to understand ®*.

Three measures of self-efficacy after stroke have recently been developed, all
underpinned by Bandura’s self-efficacy theory "°. The Stroke Self Efficacy
Questionnaire (SSEQ) was developed in the UK and this measures perceived
confidence in functional performance following stroke 2*°. Although shown to be
valid and reliable in a stroke population, this measure again fails to include the
broader psychosocial aspects of recovery, and also fails to differentiate between
poor functional performance that has arisen due to physical impairments and
that which has arisen due to a lack of confidence. The Daily Living Self-Efficacy
Scale (DLSES) %*° was developed and validated in a good quality study of those
with stroke in Australia, and this measure captures self-efficacy in a broader
sense including psychosocial function and activities of daily living. Another
advantage is that unlike the SSEQ it can be used to assess self-efficacy in stroke
patients regardless of level of physical functioning. More recently, the
Confidence after Stroke Measure (CaSM) was developed in the UK, and again this
measure has the advantages of capturing broader the psycho-social aspects of
recovery. CaSM has been shown to be valid and reliable in a stroke population,
and therefore has the potential to identify those that would benefit from

intervention to improve confidence following stroke *'.
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There has also been a recent interest in the exploration of impaired cognition
following stroke, with the Cognition Failures Questionnaire (CFQ) being the
measure most frequently used in clinical trials *>. Drawbacks to this include its
focus on memory difficulties and a lack of service-user input during its
development, therefore a new patient-reported measure was recently developed
in the UK named the Patient Evaluated Report of Cognitive State (PRECiS) %*.
This useful measure was developed with stroke patient input, has been validated
in a stroke population and captures a broad variety of aspects of life that may be
affected by impaired cognition. It therefore has potential to be very useful in

the assessment of cognition in those with stroke.

It has been suggested that social isolation in those with stroke is associated with
worse health-related outcomes ** yet there is no consensus on the best way to
measure social support. In addition to the generic measures described in Chapter
2, The Stroke Social Network Scale (SSNS) is available for use in those with
stroke 2*°. This was developed with input from stroke patients and validated in a
UK stroke population including those with aphasia. It therefore shows potential
to be a useful tool with regard to measuring the social aspects of patient

capacity in those with stroke.

In addition to the measures described above, several quality-of-life (QOL)
measures capture aspects of capacity. A systematic review was carried out by
the Patient-reported Outcome Measurement Group at the University of Oxford
that examined patient-reported QOL instruments for those with stroke 2%. This
comprehensive review found nine measures that were stroke-specific (e.g.
Burden of Stroke Scale, Stroke Impact Scale) and six that were generic but
validated in a stroke population (e.g. Nottingham Health Profile, Health Utilities
Index). Aspects of capacity covered by these measures included physical

function, cognition, psychological well-being and social well-being.
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M easurement of co-mor bidity
There is evidence to support the premise that those with higher numbers of
long-term conditions to manage are likely to experience higher levels of
treatment workload, such as higher numbers of medications and more frequent
hospital admissions %' 161:233:247-249  Measyrement of multimorbidity is therefore
important in the investigation of treatment burden in chronic disease; however
little consensus has been reached in the literature about the best way to do this.
There is, however, an acknowledgement of the heterogeneity of existing
methods, and an acceptance that different methods are likely to be appropriate
for different outcomes 2%%', This holds true for the measurement of
multimorbidity in stroke. Numerous methods have been scrutinised with regard
252 253-256

to adjustment for co-morbidity during the examination of outcomes ,

yet little consensus has been reached about the optimal method available.

As described in Chapter 3, comorbidity is defined as the presence of one or more
morbidities in addition to an index condition such as stroke, and multimorbidity
as the presence of two or more conditions where no index condition is specified.
A small number of studies have examined the prevalence of comorbidity in
stroke and these are described in Table 3. Some of these have also examined

health-related outcomes %7263

, with results generally indicating that those
with higher levels of co-morbidity have worse outcomes. However, discussion of
this was deemed outwith the scope of this thesis, and only results reporting
prevalence of co-morbidity are shown. All studies concluded that co-morbidity is
common in stroke; however comparison between studies is difficult due to a
broad variation in methods of measurement and co-morbidities examined.
Studies generally had a small sample size or examined a narrow range of co-

morbidities; limitations are described in more detail in Table 3.
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Table 3 — Studies of prevalence of co-morbidity in stroke
First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations
year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity
Arnold 2008 Switzerland To compare Patients older 1004 Charlson co- 19 Mean CCl Index in those | Aim was to compare
264 younger and than 16 years morbidity index under 45 years was 0.18 | groups rather than assess
older patients who suffered a (CCl) was and in those over 45 overall prevalence. No

with first-ever
ischaemic strokes
in a large cohort
of consecutive
patients.

first ever acute
ischaemic
stroke and had
been admitted
to The Berne
Stroke Unit
from January
2000 to July
2006.

calculated from
self-reported
information and
clinical
examination.

years was 0.84.

count of co-morbidities
given. Limited to those
morbidities accounted for
in CCL.

T.
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations

year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity

Bergman Sweden To investigate the | Those in the 2599 Co-morbidities | AllICD-10 | Prevalence of all ICD-10 | No count of co-

2015 ** association Swedish Stroke recorded at chapters chapters, (excluding morbidities. Relied on
between Register 2001- hospital excluding pregnancy) were more case notes. Only younger
comorbidity and 2009, aged 15- discharge were | pregnancy. | frequent amongst patients examined.
stroke in young 44 years. obtained and stroke than non-stroke

adults.

grouped into
ICD-10
chapters.

patients. Independent
associations were found
between stroke and 8
chapters: neoplasms,
blood, endocrine,
psychiatric, nervous,
eye, circulatory, and
symptoms.

[
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations

year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity

Caballero Spain To investigate the | Patients with 175 CCl was 19 The CCl mean score was | Unclear how co-

2012 %7 association spontaneous ascertained on 1.38. Most common co- | morbidities were
between CCI intracerebral admission. morbidities were ascertained at admission.
score and the haemorrhage cerebrovascular disease | No count of co-
functional and ischaemic (29.1%) diabetes morbidities given. Limited
outcome and stroke admitted (23.4%), congestive to those morbidities in
mortality 6 to the stroke heart failure (23.4%). CCl. Small number of
months after unit during 18 participants, limited
ischaemic stroke | months. generalizability.
or intracerebral
haemorrhage.

Carod-Artal Spain and To assess cross- Ischaemic 500 Cumulative 14 organ Mean CIRS-G score 7.6, | Small number of

2014 *® Brazil cultural stroke patients Illness Rating systems mean number of participants, limited

differences in the
prevalence of
comorbidity and
stroke subtypes
in ischaemic
stroke patients
from 2 regions of
the world.

consecutively
admitted to 2
different
general
neurology
wards over 1
year period.

Scale adapted
for geriatric
populations
(CIRS-G) was
calculated from
self-reported
information and
clinical
examination.

affected organs 3.8.
Comorbidity was more
common in the Spanish
group.

generalizability.

No count of co-
morbidities. Limited to
those morbidities
accounted for in CIRS-G.

€.
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations
year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity
Fischer 2006 Switzerland To analyse Consecutive 266 CCl was 19 67.7% of patients had No count of co-
260 comorbid patients with an ascertained on CCl scores of 0 or 1. The | morbidities given. Limited
conditions of acute ischaemic admission. most frequent comorbid | to those morbidities

patients in a two
hospitals and
different
specializations
and to evaluate
the overall
impact of
comorbidities on
stroke outcome.

stroke admitted
to two hospitals
from December
2001 to
December
2002, with
symptoms of
under 48 hours
(TIAs excluded).

condition was a
previous
cerebrovascular event,
followed by coronary
artery disease, diabetes
and tumor. There were
no patients with
lymphoma, moderate or
severe liver disease or
AIDS, and there were
only few patients with
dementia, metastatic
solid tumor, hemiplegia,
peptic ulcer, mild liver
disease or leukemia.

accounted for in CCl.
Small number of
participants, limited
generalizability.

V.
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations

year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity

Giaquinto Italy To evaluate the Stroke patients | 93 Cumulative 14 organ The CIRS item scoring Unclear how co-

2003 *** impact of consecutively illness rating systems the highest value was morbidities were
comorbidity on admitted to a scale (CIRS). the neurological (item ascertained at admission.
functional rehabilitation 12), followed by cardiac | No count of co-
independence centre. (item 1) and morbidities given.
and gain after hypertension (item 2). Limited to those
stroke. morbidities accounted for

in CIRS. Small number of
participants, limited
generalizability.

Johansen Canada To estimate the Discharges 32,107 | ICD-9 diagnoses | Unclear Comorbid conditions Unclear what co-

2006 *° incidence of where a in hospital were prevalent among morbidities were
hospitalization hospital discharge stroke patients: examined. No count of
for stroke and diagnosis of records. hypertension was co-morbidities. Relied on

describe the
impact of age, sex
and comorbidity
on in-hospital
mortality, length
of stay and
readmission
rates.

cerebrovascular
disease was the
dominant
diagnosis were
used to identify
patients 20
years and older,
in 1999/2000.

diagnosed in 35% of
patients; diabetes in
17% of patients;
arrhythmia in 15% of
patients; ischaemic
heart disease in 14% of
patients; and congestive
heart failure in 5% of
patients.

case notes.

7
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations
year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity
Karatepe Turkey To evaluate the Within one 94 Type, incidence | 41 Median number of co- Small number of
2008 8 incidence of co- week of a and severity of morbidities per person participants, limited
morbid diseases stroke event co-morbidities was 5. Co-morbid generalizability.
and their impact | during an were studied conditions commonly

on functional
outcome in
patients after
stroke.

inpatient period
at the
neurology
service.

from patient
history, physical
exam and a
structured
form. Liu co-
morbidity index
was used to
assess
relationship of
co-morbidities
and outcomes.

reported: hypertension,
constipation,
hyperlipidaemia,
diabetes, ecg
abnormality,
osteoarthritis, visual
impairment, shoulder
pain, depression,
neurogenic bladder,
gastritis.

9/
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations
year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity
Kesarwani us To examine the Those who self- | 438 Self-reporting Unclear 79.3% had additional Unclear what morbidities
2009 association of reported stroke of comorbidities, including | were examined. Small

cardiovascular
co-morbidities
with the
likelihood of
being a stroke
survivor and to
determine the
prevalence,
treatment, and
control of
hypertension in
this population.

in a larger study
that was a
stratified
multistage
probability
sample of the
civilian non-
institutional
population in
the US.

cardiovascular
co-morbidities
and medical
examination.

diabetes mellitus
(24.7%), coronary artery
disease (28.8%), chronic
kidney disease (25.3%),
heart failure (16.5%),
and peripheral arterial
disease (10.9%). The
odds (and 95%
confidence intervals) of
prevalent stroke were
2.2 (1.5-3.2),5.0 (3.2-
7.8),4.1(2.1-7.8), and
10.0 (4.8-20.9) with
one, two, three, and
four or more
comorbidities,
respectively.

number of participants,
limited generalizability.

Yy
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations

year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity

Maduagwau Nigeria To investigate Stroke survivors | 236 Record of co- Unclear 7 co-morbidities Small number of

2012 % some co- who received morbidity in reported: hypertension, | participants, limited
morbidities, and physiotherapy case notes at diabetes, HIV, generalizability. Unclear
age, gender, and | in one hospital. physiotherapy hyperlipidaemia, what morbidities were
occupational clinic was chronic heart disease, examined, no count of
distribution of obtained. obesity. morbidities. Relied on
stroke survivors case notes.
seen in the
physiotherapy
clinic.

Sangha 2015 UK To compare risk Patients 4804 Co-morbidities | Unclear Cardiovascular co- Unclear what co-

268 factors and admitted with in hospital morbidities and epilepsy | morbidities were
mortality for these health records were more common in examined. No count of
subdural conditions in was obtained. those with ischaemic co-morbidities. Relied on
haematoma, one hospital stroke. Ischaemic heart | case notes.
subarachnoid 2000-2007. disease was less
haemorrhage, common in those with

and ischaemic
and
haemorrhagic
stroke.

subarachnoid
haemorrhage.

8.
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations
year, country criteria size relevant to co- | diseases prevalence of co-
morbidity examined | morbidity
Schmidt 2011 | Denmark To examine 18- All first-time 219,354 | CCl calculated 19 The most prevalent No count of co-
263 year trends in inpatient from comorbidities at the morbidities given. Limited
short-term and hospitalizations information on time of stroke diagnosis | to those morbidities
long-term stroke | for ischaemic comorbid were atrial fibrillation or | accounted for in CCI.

mortality and the
prognostic
influence of
comorbidity.

stroke and
intracerebral
haemorrhage
among
Danishborn
inhabitants
aged 15 years
or older during
the period
January 1, 1994
to December
31, 2011.

conditions using
inpatient and
outpatient
hospital
diagnoses
recorded in the
health records
during the 15
years preceding
the stroke.
Defined 4
categories of
comorbidity,i.e.,
total scores of O
(none), 1
(moderate), 2
(severe), and 3
or higher (very
severe).

flutter (11.0%), cancer
(10.9%), diabetes
(9.0%), congestive heart
failure (8.1%), chronic
pulmonary disease
(8.1%), peripheral
vascular disease (7.7%),
myocardial infarction
(7.7%), ulcer disease
(5.8%), connective
tissue disease (3.4%),
dementia (2.5%), and
severe renal disease
(2.3%). Prevalence of
severe co-morbidity had
increased over the 18
year period examined.

Relied on health records.

6.



Chapter 3 - Treatment burden in stroke

First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations
year, country criteria size relevant to co- | diseases prevalence of co-

morbidity examined | morbidity
Turhan 2006 | Turkey To investigate Geriatric stroke | 80 CCl was 19 Mean co-morbidity No count of co-

259

how comorbidity
and serum
albumin levels,
two strong
prognostic
indicators in
geriatric stroke,
relate to
rehabilitation
outcome in this
patient group.
We also assessed
whether stroke
aetiology
(ischaemic or
hemorrhagic)
influences these
links.

(ischaemic and
haemorrhagic)
patients who
were admitted
to two separate
rehabilitation
clinics affiliated
with a
University
Hospital
between 2001
and 2003.

ascertained
from medical
records on
admission.

index was 3.04.

morbidities given.

Limited to those
morbidities accounted for
in CCl. Small number of
participants, limited
generalizability. Relied
on health records. Only
examined older stroke
patients.

08
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First author, Country Aim Inclusion Sample | Outcomes No of Results that relate to Limitations
year, country criteria size relevant to co- | diseases prevalence of co-

morbidity examined | morbidity
Yikilkan 2013 | Turkey To investigate co- | Stroke patients | 112 Record of co- Unclear 11 co-morbidities Small number of

269

morbid diseases
and the actual
cholesterol levels
of elderly home-
care stroke
patients.

visited by home
health care
centre.

morbidity in
case notes was
obtained.

reported: hypertension,
diabetes, congestive
heart failure, Alzheimer
disease, coronary artery
disease, prostate
problems, epilepsy,
chronic obstructive lung
disease, cancer,
dementia, osteoporosis.

participants, limited
generalizability, no count
of morbidities, relied on
case notes.

18
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Summary
In summary, a small number of studies have examined co-morbidity and

prescribing in stroke, but large, generalizable studies are lacking. No measures
of treatment workload or burden in stroke were found, with only very narrow
aspects of care having been quantified in the medical literature. Similarly, there
are several measures that are useful for capturing aspects of patient capacity,
but none that cover this comprehensively. The most all-embracing measure
found was the SSSMQ 2*%; however this omits wider social influences on capacity

such as social support and socioeconomic status.

3.4 Conclusion

In this chapter | have explored the background literature on treatment burden
and patient capacity in those with stroke in order to place the work described in
the succeeding chapters in context. The aim was not to provide an exhaustive
literature review, although attempts have been made to be as inclusive as
possible. There are clear opportunities for future research, for example a
systematic review of available measures of treatment burden and capacity in
those with stroke would be worthwhile. A systematic review of the qualitative

literature that explores treatment burden in stroke is described in Chapter 5.
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Chapter 4 - Methodology

4.1 Introduction

4.1.1 Aims of this chapter

To discuss the rationale behind the methods used in this thesis; and the

potential strengths and weaknesses of the methods chosen.

4.1.2 Rationale

Governing bodies have recently demanded better use of evidence in policy
making, and as a result there has been an expansion in the range of research
methods used to provide the necessary evidence base . It has become clear
that different questions are better answered by different types of methodology,
with some questions simply not best answered by experimental studies such as
randomised control trials (RCTs) 27°. As well as evidence of effectiveness, other
evidence must be sought for adequate health care, for example whether health

271 " Qualitative research is an

care meets the patient’s self-perceived needs
appropriate methodology for answering such questions, and is increasingly used
to inform practice and policy. There has been a recent explosion of multi-
method health service research, with qualitative methods being used as a way of
corroborating, facilitating and complementing quantitative research 22,

A multi methods approach has been chosen to explore the experience of
treatment burden for those who have had a stroke. This comprises: a qualitative
systematic review of research exploring the stroke patient experience of their
chronic disease management; quantitative analysis of a large dataset taken from
primary care records; and qualitative analysis of interviews with twenty nine

stroke patients.

4.2 Methods

The methods described in this thesis were chosen following discussion with my
supervisors and an exploration of the literature. Relevant articles were sought
through a search of: online databases such as Ovid; Google Scholar; and the

references and citations of important papers.
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| will first discuss my epistemological and ontological assumptions and how these
relate to mixed methods research. | will then go on to discuss methodological
considerations for each phase of the research, with most attention being given
to the qualitative systematic review, as this is the most novel and controversial

method used.

4.3 Epistemology and Ontology

Careful consideration must be given to the epistemological and ontological
assumptions made throughout this thesis, which could be considered as
conflicting due to the use of a mixed methods approach. Quantitative research is
generally associated with a realist positivist stance, which assumes that
knowledge is objective and true and accessible through what can be observed.
This approach assumes that the investigator and those being researched are
independent of one another. Qualitative work however has strong links with
interpretivism. This assumes that there are multiple interpretations of reality,
and that knowledge is a socially produced construct. The investigator and

subjects are linked as there are no realities separate from the mind 2*7¢,

It has been argued that the use of a mixed methods approach may not be valid
due to the wide differences in deep seated assumptions between the
quantitative and qualitative paradigms 2’’. Others have taken this further and
suggested that even mixing methods within the same paradigm may be
inappropriate *’®. However, there has been a recent movement towards using
multi method approaches as a means of better answering complex research
questions 2’2273, Pioneers of multi method research reject the idea that strong

divisions between paradigms exist and believe that differences can be overcome
272;273

Modified versions of realism have been proposed such as Hammersley’s subtle

realism 279281

which allows us to hold on to the search for truth as a “regulative
ideal” 28 while at the same time accepting that it is impossible to be absolutely
certain that such truth has been attained. These beliefs lend themselves well to
the collection of evidence from different sources. There are three key elements

to his argument 2>
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1. Truth should be reinterpreted as beliefs about whose validity we are

reasonably confident.
2. There are phenomena which are independent of our claims about them.

3. The aim of social research is seen as representing rather than reproducing
reality. Phenomena can be represented from multiple perspectives, but

there are not multiple realities as anti-realists believe.

Others have since endorsed similar modified realist positions 22328,

Such a modified realist approach was taken when conducting the research
described in this thesis. The view was taken that research uncovers phenomena
that represent the reality of living with the management of stroke, whose
validity we can be reasonably confident about, using information obtained from
multiple perspectives, using multiple methods. Three different methods that
complement one another were used. A qualitative systematic review aimed to
uncover what is known about the stroke patient experience of treatment burden
in different settings and contexts around the world. Analyses of primary care
data aimed to quantify multimorbidity and prescribing in order to gain insight
into the likely extent of these aspects of treatment burden for individuals living
with stroke in Scotland. Interviews with stroke patients then gave a more
detailed account of treatment burden for those living in the Greater Glasgow

and Clyde area, as well as insight into their capacity to cope with treatments.

| am a white Scottish female general practitioner in my mid-thirties with some
limited experience of carrying out both qualitative and quantitative studies. |
also have clinical experience of treating those with stroke in primary care, and
opted to read the relevant literature before and during my studies. This a priori
knowledge is likely to have had some influence on my work and | have reflected

on this whilst writing this thesis.

4.4 Qualitative Systematic Review

A qualitative systematic review was carried out to fulfil the following objective:
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1. To carry out a systematic review of the qualitative literature that
explores how treatment burden is experienced by those who have had a

stroke.

4.4.1 Is Qualitative Synthesis Appropriate?

The increasing numbers of qualitative studies and their use in informing health
policy has led to a demand for the synthesis of qualitative research, similar to
that of the systematic review and meta-analysis of quantitative studies 2327,
There are opposing views on whether this is appropriate or even possible in
qualitative research, due to the epistemological and ontological differences

between quantitative and qualitative ideals as discussed above %',

An interpretivist viewpoint makes the synthesis of studies in order to understand
a particular phenomenon challenging, the argument being that there is no
‘truth’ to be discovered, only a collection of different stories that all have their
own truths, with synthesis destroying the integrity of individual projects.
Sandelowski stated “Just as it goes against the nature of poetry to attempt to
summarize even one poem about love, so it seems both epistemologically and
ethically inappropriate to attempt to summarize findings from one or more

qualitative studies about human experiences of health and illness” 2.

This viewpoint has however been contested by other qualitative researchers who
believe that by synthesising multiple qualitative studies, it is possible to produce
more powerful theory generation, and that by not doing so we risk isolation from
policy makers and clinicians 27%27%287:288 |y their early work Glaser and Strauss
warned that the continued failure to link local grounded theories into formal
theories would relegate the findings of individual studies to “little islands of
knowledge” which may never be utilised if kept in separation 242, walsh
suggested that “ it may be helpful to view the process as opening up spaces for
new insights and understandings to emerge, rather than one in which totalizing
concepts are valued over richness and thickness of description” 2”°. Recently,

several reviews of methods for qualitative synthesis 202

and guidance on
methodology and reporting have been published 2°°2°%2% in order to encourage
transparent reporting of methodology and guide novice researchers as to the key

steps involved.
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There is evidence that the synthesis of qualitative research can add to our
knowledge of the patient experience of healthcare 272%, This type of research
suitably lends itself to uncovering and exploring patients’ perceived needs and
behaviours, providing conceptual depth about the patient experience. It can
collate data found in different contexts, seek gaps in the available research and
inform the design of healthcare systems and policies. In this thesis, analysis is
approached using a modified realist stance with sensitivity to the heterogeneous
nature of the studies involved, and with the understanding that what we seek to
understand is a variety of representations of the reality of living with and
managing stroke. In fact, it has been argued that this type of research is perhaps
particularly relevant for topics that are scarcely found in the literature 2’2, such

as the patient experience of treatment burden.

4.4.2 Deciding what to review

When creating the review question, the first consideration was how focussed this
should be. Too broad and the process could become unmanageable, particularly
as study diversity can make qualitative analysis difficult 2*’. Too focussed and
relevant papers may be missed, a particular worry being the omission of
important papers that oppose results from the other studies found *°. The
research question decided on was ‘what are the components of treatment
burden that patients with stroke experience during the management of their

illness?’

Once the review question was set, the type and extent of the review was then
decided. There are several broad options for approaching the synthesis of

qualitative studies %’
1. Qualitative only systematic review.
2. Mixed systematic review (quantitative and qualitative).

3. Narrative review (an informal review of the literature, as opposed to the

transparent and reproducible process of a systematic review).

4. Secondary analysis of original data from primary studies.
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A systematic review of the qualitative literature was chosen for the following
reasons: qualitative as opposed to quantitative research seemed the most
appropriate lens for examining the patient experience of disease management;
narrative review seemed neither rigorous nor transparent enough for my
purposes; and secondary analysis was not appropriate as the aim was to

aggregate and understand what had thus far been concluded from the literature.

The next consideration was whether to allow modification of the question in
response to retrieved studies (similar to the methods used in primary qualitative
research), or whether the research question should be fixed from the outset 2%’.
The latter was chosen in order to stick to the requirements of conventional

systematic reviews and therefore enhance transparency and reproducibility.

4.4.3 Locating Relevant Papers

There are two main schools of thought with regard to searching for the relevant

literature during a qualitative systematic review:

1. That it is unrealistic to claim to be able to find and adequately analyse
everything relevant ever published; therefore purposeful sampling is used
to retrieve materials until data saturation is reached %. This is the
approach often taken by authors of narrative reviews, or of reviews
deemed as interpretive rather than aggregative (aimed at developing
concepts and theories rather than summarizing data) 2*’. This is the
method recommended by Pawson for realist synthesis of complex
interventions, which usually involves using an extremely large and diverse
set of resources, and seeks to uncover theories about complex

interventions to aid their future development %°.

2. That a robust search should be exhaustive, aiming to retrieve all of the
relevant studies in a field rather than simply a sample of them. This is
similar to the method used in traditional systematic review or meta-
analysis. Papers are then sorted into relevant and irrelevant using a list of

inclusion and exclusion criteria 27>%%,
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The second methodology was chosen in this case, as the aim was to carry out a
comprehensive review of the literature in order to identify what had already
been studied on this topic, and transparency in reporting was desired. Purposive
sampling was not deemed suitable due to a perceived risk of potentially missing

relevant studies.

One challenge when carrying out a qualitative systematic review is the creation
of a comprehensive and rigorous database search using predefined index
/subject heading / free text terms 2>2°72%?_ Although this technique usually
lends itself well to traditional quantitative systematic reviews, there has been
much less adequate refinement of the electronic indexing of qualitative articles

to date, making the search for these more taxing 2%’.

For example, the subject
heading “qualitative research” was only introduced to MEDLINE in 2003. Those
papers found in journals also often lack abstracts, making it difficult to establish
the relevance of these papers 2”’. Several papers have been published that
outline strategies for searching through well-known databases for relevant

qualitative studies 393%,

Due to the difficulties of database searching, other techniques have also become

established as helpful in the searching process, all of which can involve either

electronic or hand searching 2%%3%:

»= Snowballing. This can involve 1) Reference or footnote tracking (looking
back at studies referenced in articles found) or 2) Citation tracking
(looking forward at studies that have subsequently cited articles found,

using a citation database).

= Journal run. Looking through the contents of every issue of a journal

between specified dates.
= Author searching. Searching by author rather than topic.
» Internet browsing.

= Contacting experts in the field.
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These methods can be used in addition to database searching to enhance the
search. One way of doing this is to use the “berry picking” technique. This is
described as “a series of selections of individual references and bits of
information at each stage of the ever-modifying search. A bit-at-a-time retrieval
... (similar) to picking huckleberries or blueberries in the forest. The berries are
scattered on the bushes; they do not come in bunches. One must pick them one
at a time.” Bates argues that berry picking is closer to the actual behaviour of

searchers than traditional models of information retrieval 3%,

In the review, a combination of methods was chosen including: formal database
searching; internet searching using the berry picking method; the ‘related
articles’ function in PubMed and Web of Science; reference tracking; citation
tracking; personal files; and professional contacts. It was felt that this approach

utilised a good mix of methods to optimise article retrieval.

Details of the search strategy are described in Chapter 5, however it is worth
noting here that two information scientists were involved in the project. A
search strategy was initially created in consultation with the first information
scientist, informed by key words and phrases found during a scoping search. The
formal search was centred on three main concepts: stroke; treatment burden;
and patient experience. There was difficulty in refining the search as results
appeared to lack specificity with findings of over 30,000 papers; and sensitivity
was also lacking as some key papers were not retrieved. Several searches were
created but none gave optimal results, causing a delay in the project. This
information scientist then withdrew from the project due to time constraints,
and a second information scientist was recruited. A second search strategy was
created in consultation with this information scientist, again informed by key
words and phrases found during the scoping search. The concept ‘qualitative
methods’ was added into the search strategy along with the other three
concepts: stroke; treatment burden; and patient experience 300303:30%:306  Thjg
appeared to increase both sensitivity and specificity of the search, judged by the
number of papers returned and key papers found, although no formal
measurement of this was made. Final results (shown in Chapter 5) showed that
96% of papers were identified by the predefined database search, despite
scoping, reference and citation searching being carried out. This contrasts with
the findings of Greenhalgh at al *** who found only 30% of papers using this
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method. This could be explained by differences in the topic under review as well
as in inclusion criteria, or it could be an indication of differing sensitivities of

the search strategies.

Initially, the search was carried out to include all publications up to and
including March 2011 and this was subsequently updated to February 2013. A
formal update was not deemed necessary after this, as the aim was to create a
taxonomy of treatment burden in stroke, and data saturation was reached
following the subsequent qualitative work described in Chapter 7. It was
therefore decided that updating the search further was very unlikely to add any
new information. Instead, any pertinent new studies on treatment burden in

stroke were sought, and none found. This is discussed further in Chapter 5.

4.4.4 Quality Appraisal of Qualitative Studies

The rise of the qualitative systematic review has led to discussion of the

development of quality criteria for inclusion or exclusion into such a review.
There are numerous agreed checklists available for quantitative research %73,
There is however, no consensus on similar criteria for qualitative studies. In the
following section | will discuss the various viewpoints on quality appraisal in the

literature.

Firstly, there are opposing perspectives on whether appraisal of quality in
qualitative research is suitable at all. Those who support it feel that it is integral
to the interpretation and synthesis of studies ?*’, as well as for promoting
qualitative research as credible and fundable '". This camp expresses the view
that due to the increased presence of qualitative work, it is necessary for policy
makers, researchers and health care providers (who are not always experts in
qualitative methodology) to be discriminatory in order to make adequate
decisions /%273, It has also been argued that without quality standards it is
possible that qualitative work could be thought of as inferior to other research
disciplines, particularly by those who believe in consigning research methods to

a hierarchy with randomized control trials at the top 2"

Even those in favour of quality assessment, however, have highlighted the

difficulties in deciding on the best method. Qualitative research is often seen as
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a creative discipline *'? with an absence of an agreed hierarchy of evidence, and
great variation between different methodologies reflecting different theoretical
perspectives. The result is a huge variation in opinion amongst experts and a
plethora of proposals for appraisal with little consensus 2%3"3*">, Another issue
is that publishing restrictions on length of reports often make it difficult for
qualitative researchers to state their methodology in enough detail to allow a
rigorous assessment by the reader %', It is also important to note that an
underlying assumption of quality appraisal is that qualitative research can be
flawed, an assumption that is strongly opposed by anti-realists who state that
each study is a particular story, and that accepting one version of events as
correct is too authoritative 2’¢ 27331 However, strong anti-realist viewpoints
such as these are relatively recent, and traditional standards for appraising
quality in qualitative studies were, as in quantitative appraisal, created from a

positivist stance 3'’:

» Internal validity. The degree to which findings correctly map the

phenomenon in question.

» External validity. The degree to which findings can be generalized

to other settings similar to the one in which the study occurred.

= Reliability. The extent to which findings can be replicated or

reproduced by another investigator.
= Objectivity. The extent to which findings are free from bias.

In the late 1970s, some qualitative researchers began to challenge the use of
positivist criteria to evaluate qualitative work ', This rejection of naive realism
led to a plethora of authors attempting to create an alternative set of criteria
suitable for qualitative work, with underpinning paradigms ranging from critical

realism, through constructionism, to relativism 27337732,

k 3" that proposed the need to

One example is Lincoln and Guba’s landmark wor
establish "trustworthiness” of findings from studies using qualitative methods, in

terms of their:



Chapter 4 - Methodology

93

Credibility. The "truth” of the findings, as viewed through the eyes of
those being observed or interviewed and within the context in which the

research is carried out.

Transferability. The extent to which findings can be transferred to other
settings. In order for findings to be transferable, the contexts must be
similar. Therefore, it is the role of the researcher to identify key aspects
of the context from which the findings emerge and the extent to which

they may be applicable to other contexts.

Dependability. The extent to which the research would produce similar or
consistent findings if carried out as described, including taking into

account any factors that may have affected the research results.

Confirmability. Researchers need to provide evidence that corroborates
the findings. Such evidence should come directly from subjects and
research context, rather than the researcher's biases, motivations, or

perspectives.

Aspects to be considered when using these criteria for the appraisal of

qualitative work include the following:

Credibility

There is an agreement that clear explanation and transparency of methods is

vital for the reader to gain an understanding of credibility. This should detail:

access to participants; data collection; the researcher’s role; data analysis; and

how conclusions are drawn 2’>. A demonstration of reflexivity by the researcher

is helpful, in that they understand their own role in the research process and

how their a priori assumptions have shaped analysis. Attention to and

explanation of negative cases can add to validity and demonstrate fair dealing

with all those studie

d 273.

Transferability
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Qualitative research tends to use a non-probabilistic sampling strategy aimed at
reflecting diversity rather than generalizability *2°. The researcher may use their

sampling method to compare different patient groups *’.

Generalizability can
be difficult and often inappropriate to demonstrate in qualitative work, with the
assessment of the transferability of findings to other contexts being more
appropriate, and perhaps the onus should be on the reader to do this *'°. In
order for this to be possible, however, the author must provide sufficient detail

or ‘thick description’ of methods, definitions and theoretical frameworks 2.

Dependability

This can be either internal (by other researchers on the same project) or
external (in a different project in a similar setting) ***?, It has been argued
that the use of internal reliability testing violates the process of induction as a
second rater or coder is not likely to have the same background information as
the first, who will usually have carried out the interview and therefore picked up

non-verbal cues or subtleties 32°.

It has also been demonstrated that
measurement can be extremely challenging as although researchers may agree
on basic themes, it is likely that they will ‘package’ these differently. As
mentioned earlier, external reliability is also likely to be difficult to achieve in
qualitative rather than quantitative work due to the natural settings used. Detail
in the paper of whether methods of analysis were inductive or deductive, or
whether computer software was used, are argued to be extremely helpful in

promoting reliability *2°.

Confirmability

With regard to confirming results through other sources, triangulation is one
option. This was originally introduced into social research by Campbell and Fiske
330 and is an approach that uses different methods, data sources, investigators or
theories to study a phenomenon 2’3, Although thought of as useful, conclusions
can be difficult to achieve, as data collected in different forms by different
methods can be difficult to compare. It is also argued that using different
methods to validate one explanation does not lend itself to the interpretivist
approach often taken in qualitative research **. Another method often used is

respondent validation, meaning that researchers feedback their findings to
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participants to establish if they agree that these are a reasonable account of the
phenomenon observed *2¢. Using this method for validation, however, assumes
that participants can devote enough time and energy to giving sufficient
feedback, and that they do not have their own agenda when doing so *>. It may
therefore be that triangulation and respondent validation should both be
thought of as ways of limiting error rather than as absolute proof of

confirmability.

In recent times, a plethora of authors have published guidance on assessment of

quality in qualitative research 271273;280;285;307;307;313;317;326-328;331-333;333-335 ¢ e o

273;332

based on extensive reviews funded by governing bodies and others are

what could be termed opinion pieces, although these are based on many years of

2713307 - Some are formal checklists 234337

experience on behalf of the authors
others more general guidance that encourage the reader to bear in mind a few
key principles before making an overall judgement of quality 22%33', Although it

is likely that all methods are somewhat subjective 2/%27333

checklists are likely
to be easier for less experienced researchers to use and also more transparent to

the reader.

After careful examination of the options and discussion with experienced
researchers, a checklist was developed for quality review based on criteria
suggested by Popay, Williams and Rogers *’'. These criteria had been created by
the authors based on their vast collective experience, and stem from a subtle
realist approach similar to the one underpinning this thesis. The authors stated
there is no absolute list of criteria as to what constitutes good qualitative
research, and that epistemological and ontological differences must be
acknowledged and judgement applied in context. This fits well with the

assumptions in this thesis as described above.

Another decision was whether to exclude papers from the review based on
quality appraisal. There are some researchers who advocate the exclusion of
studies deemed ‘poor quality’ as the best course of action, along with a
sensitivity analysis to assess if exclusion of these studies affects the overall
results **°. However, one risk of excluding papers due to poor quality is that a
paper may be excluded based on failure of one criterion not seminal to the

313;328

overall integrity of the paper , or it may fail assessment as a whole paper
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yet the part of it required for inclusion in the review would pass when
considered on its own. This may be the case in a rarely researched topic such as
treatment burden. Additionally it is difficult to compare papers that describe a

variety of methodologies /%273

. Another difficulty is that research design
frequently involves a trade-off between enhancing validity and reliability due to
budgetary and practical constraints 2’3, Furthermore, as mentioned earlier,
studies are usually evaluated through the published report itself, which are
often limited in word count by publishers 3>, It was therefore decided that the
checklist would be used as a reflective rather than a prescriptive tool **” 2" and

studies would not be excluded based on quality appraisal.

4.4.5 Data synthesis

The term ‘qualitative meta-synthesis’ was first coined by Stern and Harris in
1985, in reference to amalgamating qualitative research in order to develop an
explanatory theory to summarise and explore the findings of a group of
qualitative studies **. This process involves analysing the outcomes of studies
rather than primary data, and therefore is distinct from qualitative secondary
analysis. As with the other aspects of qualitative systematic review described
above, there is no clear consensus on how to carry out data synthesis, with great

debate over methods and somewhat confusing terminology.

There are many different documented methods of synthesis 22°29%341, Most
appear to consist of a ‘compare and contrast’ exercise, which can range from
descriptive to interpretive. Descriptive techniques at their most basic aim to
summarize similarities and differences between studies. Interpretive techniques
additionally aim to add new understandings and perspectives while preserving
meaning from the original studies ”>**®, Examples of some commonly used
methods are shown in Table 4. In this case, a framework synthesis approach was

chosen 295;342-345 346,347

, @ method derived from qualitative framework analysis
348:349 This method is frequently used in applied policy research, where the aim
is to gather predefined information with the potential to create actionable

outcomes 34634

. Framework synthesis, like framework analysis, is an
appropriate method for researchers with some degree of knowledge in their
chosen area, with a predefined framework being applied to data to gain a

deeper understanding of a particular phenomenon 334735 Although
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traditionally there has been a preference from qualitative researchers to use
purely inductive methods of analysis *>'**?, there has been a recent interest in
the use of existing theories and a priori concepts to guide methodologies such as
framework analysis / synthesis *>*3>*, Care must be taken, however, not to ‘shoe
horn’ findings into the framework, and this is one challenge of using such a
method '3, To prevent this from occurring, a constant questioning of the
suitability of the framework used must occur **° which in turn aids the
development of thick description and conceptual density during analysis >>°.
There are 5 stages of framework analysis (and therefore synthesis) **:
familiarisation; identifying a thematic framework; indexing; charting; mapping
and interpretation. This is described in more detail in Chapter 5. Framework
synthesis seemed appropriate for this systematic review, not only due to the
preconceived ideas formed through clinical experience and knowledge of the
literature, but also because it fits with the modified realist approach. Following
AMSTAR guidance *®, another reviewer also independently carried out every
phase of the review, and any disagreements were resolved with third party
involvement. Inter-rater reliability was not calculated as the benefits of this in
qualitative research are unclear 3*®. A particularly novel aspect of this review is
the approach to data analysis: using a framework informed by Normalization
Process Theory (NPT) "17:3%7,
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Table 4 — Commonly used methods for qualitative syn  thesis

Method

Approach

Advantages

Disadvantages

Meta-ethnography

272;287;296;358-360

1) Reciprocal translational analysis. This involves
identifying key themes, concepts or metaphors in each
study and translating these into each other.

2) Refutational synthesis. This involves describing
differences between key themes, concepts or
metaphors. Differences are examined and an attempt is
made to explain their existence.

3) Lines of argument synthesis. This involves building a
general interpretation grounded in the findings of the
separate studies.

Can generate theory beyond those in
original studies.

Useful for inductive methods of
synthesis.

Systematic, transparent approach.

Possibly strips context from the
original studies.

Some believe that this method is
integrative rather than
interpretive.

Dispute over which order studies
should be synthesised in.

No guidance on sampling.

Thematic analysis /
synthesis /%%

Can use exhaustive or purposive sampling.

1) Free line-by-line coding of the findings of primary
studies

2) Organisation of these ‘free codes’ into related areas to
construct ‘descriptive themes’

3) Development of ‘analytical themes’ (the result of
placing the synthesis within an external theoretical
framework derived from a priori assumptions).

Allows clear identification of major
themes.

Useful if a specific research question
is set.

Flexible approach.

Can cope with diverse evidence
types.

Care must be taken to explain
data-driven and theory-driven
themes.

86
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Method

Approach

Advantages

Disadvantages

Critical Interpretive
Synthesis **

Purposive sampling.

Places emphasis on critique in a broader sense, with
acknowledgement of the research tradition guiding the
research in question and critical analysis of particular
forms of discourses.

Iterative process, empirically and theoretically grounded,
with theoretical categories being generated from the
available evidence and submitted to rigorous scrutiny as
the review progresses.

Good for large studies using a
diverse range of literature.

Flexible approach.

Lack of transparency and
reproducibility.

Purposive sampling may miss some
papers.

Narrative synthesis
363

Broad guidelines for improving transparency and
reproducibility in qualitative data synthesis as well as
reducing bias, with the acknowledgement that there are
numerous and diverse ways of synthesising data, the
most appropriate choice depending on the research
question asked.

- Developing a theory of how the intervention works,
why and for whom

- Developing a preliminary synthesis of findings of
included studies

- Exploring relationships in the data
- Assessing the robustness of the synthesis

Iterative rather than in stages. Individual techniques and
elements can be selected or the whole process can be
followed.

Can be applied to various methods
of synthesis and also to quantitative
research.

Can be tailored to suit the needs of
the researcher.

Individual tailoring means this is
not a suitable method for novice
researchers.

66
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Method

Approach

Advantages

Disadvantages

Grounded theory
272;272;351;364

Constant comparison to identify patterns and
relationships within data. Iterative process. Includes
guidance on sampling (which can be theoretical), data
collection, analysis and theoretical saturation

Generates theory.

Can qualitise quantitative research
and include in review.

Detail can be lost from original
study.

Lack of transparency.

Meta-narrative
review >

Uses the unfolding ‘storyline’ of a research tradition over
time as the initial unit of analysis. The quality of studies
within each research tradition can then be quality
assessed using criteria appropriate for that paradigm,
and findings from each research tradition can then be
synthesised.

Tailors method to research tradition
examined.

Some subjectivity required when
categorising research traditions.

Synthesis is difficult.

Framework
synthesis **>3*

Based on framework analysis, offers a structured
approach to organising and analysing data.

Iterative literature searching, a priori coding.

A predefined framework is applied to the data.

Organises large and unwieldy
amounts of data.

Good for those with a priori
knowledge in their filed.

Good for projects with predefined
objectives.

Risk of ‘shoehorning’ findings into
the framework.

Not suitable for more exploratory
work.

00T
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Method

Approach

Advantages

Disadvantages

Realist synthesis 2”°

Purposive sampling.

Designed as an approach to reviewing research evidence
on complex social interventions. Tests ‘theories’ rather
than ‘interventions’, by defining the underlying theory or
assumptions about how an intervention is supposed to
work, then seeks to gather evidence in a systematic way
to test and refine this theory.

Suitable if the sources used to
inform the review are substantial
and diverse.

Generates theory.

Needs experience and expertise.

Lack of transparency and
reproducibility.

Miles and
Huberman 3%

Cross-case analysis which compares multiple cases in
multiple ways.

A meta matrix can be constructed then the researcher is
encouraged to go beyond initial impressions by looking
at the cases with numerous and diverse lenses, for
example by comparing within-group similarities and inter
groups differences, then by pairing up cases and
comparing them this way, then perhaps comparing data
from different sources.

Systematic and transparent.

Can include quantitative data also.

No guidance on sampling.

Meta-synthesis /
meta—aggregation367

Mirrors Cochrane reviews of effectiveness whilst taking
account of the important differences between
qualitative and quantitative research.

Exhaustive search strategy, quality appraisal and data
extraction using software designed by Joanna Briggs
Institute, then data synthesis consisting of categorising
findings and creating synthesised findings from these
categories.

Systematic and transparent.

Need software from Joanna Briggs
Institute.

TOT
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Method

Approach

Advantages

Disadvantages

Metastudy

368

1) Metatheory - examination of any theories that

underpin research topics and questions.

2) Metamethod - examination of the of the

methodological approach used.

3) Metadata analysis — reinterpretation of the findings
from each study taking into account findings from other

studies.

New theory generation.

Can qualitate quantitative research
and include in review.

Difficult, time-consuming process.

[40))
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4.4.6 Normalization Process Theory

As discussed in Chapter 2, Normalization Process Theory (NPT) explains how the
work of enacting an ensemble of tasks or practices is accomplished through the
operation of four mechanisms: ‘coherence’ (sense-making work); ‘cognitive
participation’ (relationship work); ‘collective action’ (enacting work); and
‘reflexive monitoring’ (appraisal work)'"""'®, If we conceptualise the workload of
healthcare as a set of practices performed by patients during their chronic
disease management that must be implemented, embedded and sustained in
their life, NPT appears to fit well as a conceptual framework. It is important to
note, however, that although NPT is a predefined theory, the treatment-burden-
specific meaning of the domains are not predefined, as NPT was originally
created to understand the processes of service implementation 3. Helpfully,
NPT had been utilised recently to inform a framework analysis that
conceptualised treatment burden in those with chronic heart failure, and in this
work NPT was found to be an extremely useful and insightful tool ""*'?2, NPT was
chosen rather than a ‘stroke-specific’ conceptual framework for two reasons: 1)
no stroke-specific conceptual frameworks were found; 2) use of NPT enables the
possibility of future comparisons between patient experiences across a range of

chronic diseases.

NPT also informed the framework analysis of patient interviews described in
Chapter 7, and this is discussed further below. The same framework was used in
the systematic review and qualitative study, adapted and refined as analyses
progressed. The method was therefore iterative in nature, and the framework
synthesis to some extent informed the framework analysis. Due to the relatively
novel use of NPT, the suitability or ‘fit’ of this conceptual framework was

continually assessed throughout the process.

4.5 Quantitative analysis of primary care data

A large cross-sectional study of primary care data was carried out to fulfil the

following objective:

2. To quantify comorbidity and polypharmacy in those who have had a stroke

in Scotland.
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4.5.1 Change in dataset and objectives

When originally planning these studies, an arrangement had been made to access
a dataset from Greater Glasgow and Clyde Health Board that had been
developed as part of their work in the sphere of enhanced services for primary
care. This was a large data set providing information on approximately 26000
primary care patients with stroke, collected by nursing staff in face-to-face
consultations carried out annually as part of routine care. It included
epidemiological data along with information about treatment burden in the form
of hospital clinic visits, admissions, visits to support groups, visits to allied
health professionals and therapists, investigations done, medications, and
interventions for alcohol excess and smoking. My intention was to quantify
aspects of treatment burden in primary care stroke patients, relate treatment
burden to outcomes by linking to hospital admission and mortality data, and
analyse if a higher level of treatment burden was associated with factors such as
sociodemographics, number of co-morbidities, functional capacity and non-

adherence.

However, after the dataset had been obtained and cleaned, it became apparent
that it was unsuitable due to large amounts of missing data. This setback
resulted in a reorganisation of the project timeline to allow time to be spent
researching other available datasets such as the Scottish Stroke Care Audit %,
Scottish Health Survey **°, Twenty07 Study *°, UKBiobank *"" and Clinical
Practice Research Datalink *’2. This reordering of studies is described in more
detail below. With regard to finding a dataset, the main factors considered were
type of data available, number of participants, access, and cost. It was decided
that primary care data collated by the Primary Care Clinical Informatics Unit
(PCCIU) at the University of Aberdeen provided an exciting opportunity. This
dataset consisted of data from the primary care records of approximately 1.5
million Scottish patients (representative of the Scottish population), and was
cleaned and available for immediate use at no cost, in collaboration with
colleagues in primary care who had access to the data as part of a large
multimorbidity project (CSO Living with Multimorbidity Programme ARPG/07/1).
The data included information on the presence of long-term conditions such as
stroke and also on prescribed medications, allowing exploration of

multimorbidity and prescribing in those with and without stroke. Although
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different to the original objectives, these new aims fitted in well with the
project, as the literature on treatment burden in chronic illness had recently
highlighted the important effects of comorbidity on the patient experience of

treatment burden "%

, and prescribing was deemed an important influence on
treatment burden worth exploration. A search of the literature revealed that
studies examining multimorbidity and prescribing in stroke to date had involved
either small numbers of participants or limited numbers of morbidities (see
Chapter 3). Unfortunately due to the anonymous nature of the dataset, data
linkage to assess outcomes was not possible. However it was felt that
examination of multimorbidity and prescribing in a large, nationally-
representative dataset would make a worthwhile contribution to the stroke and

treatment burden literature, and tie in well with the other studies in this thesis.

4.5.2 The use of routinely collected data

The use of routinely collected data from primary care records has limitations in
that it risks missing conditions not reported to clinicians, and some data may be
unreliable or missing as was the case in the original dataset deemed unusable.
Additionally, the selection and definition of morbidities counted is unavoidably
dependent on the data available, and a discussion of this is given below ™.
However, demographic variables such as age, gender and socioeconomic status
(based on postcode) are likely to be reliably recorded for the purposes of
everyday care, as are prescriptions issued (although hand written prescriptions
could potentially be missed and an issued prescription does not give us
information about whether the patient has had this dispensed from the

pharmacy or taken the medication).

Despite these limitations, | found that using routinely collected data had
advantages in that it allowed examination of a large dataset representative of
the Scottish population. Additionally, data on the most socioeconomically
deprived patients were available, often missing when methods such as self-

reported questionnaires are used, due to difficulties recruiting these groups.
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4.5.3 Measuring multimorbidity

In this thesis, comorbidity refers to the presence of one or more morbidities in
addition to an index condition such as stroke '**, whereas multimorbidity
describes the presence of two or more conditions within one individual, with no
index condition specified "**. There is currently no consensus on the best way to
measure multimorbidity in those with long-term conditions '; however a simple
count is deemed appropriate for descriptive studies . One limitation of using a
simple count is that this weighs all disorders equally, and therefore does not
account for variations in effects on the individual depending on type and

severity of disease **.

In order to measure the prevalence of comorbidity in stroke, a simple count was
chosen for two reasons. The first is that the aim was to examine the prevalence
of multimorbidity and not outcomes; therefore a count was deemed suitable.
The second is that colleagues collaborating on the project had recently
published a highly regarded paper that described an epidemiological study of
multimorbidity using the same dataset, for which they had created a list of 40
morbidities that could be used as a reference for a simple count. This list had
been defined by recent systematic review, expert consensus, Quality and
Outcomes Framework (QOF) and National Health Service (NHS) Scotland priority
areas #%0373374 Others have since used this dataset and count to examine
multimorbidity in those with other long-term conditions 3°3’%, The process by
which each morbidity was defined is described in detail in the original paper "™*
and summarized in Appendix 2 (taken directly from the original paper). Read
codes, the standard clinical terminology system used in General Practice in the
United Kingdom, were used to help identify morbidities. Regarding morbidities
that have lifelong implications, e.g. stroke, definition was based on a read code
ever having been recorded; however for conditions where cure or remission is
possible, e.g. cancer, definition was based on a read code being present within a
defined period or at any point if relevant prescriptions had been recently issued.
Regarding morbidities that are likely to be under-recorded in the notes e.g.
depression, the presence of either a read code or recent relevant prescriptions
were accepted. The definition of certain morbidities were more subjective than
others, for example ‘painful condition’ and ‘anxiety and other neurotic, stress

related and somatoform disorders’ are both likely to be heterogeneous in
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nature; however these are meaningful categories in practice. Despite these
limitations, this list of 40 morbidities was considerably longer than that used in
other counts of comorbidity in stroke (see chapter 3), and the authors’ detailed

description of how they defined each condition '>* is refreshing.

4.5.4 Measuring prescribing

There are no standard measures of prescribing, and in this thesis, a count of
current regular prescriptions, including tablets, inhalers, stoma care and topical

therapies 37938

was chosen. Regular prescriptions (‘repeat’) are clearly
distinguished in UK general practice electronic medical records from one-off
(‘acute’) prescriptions such as those for most antibiotics. As there are no formal
definitions of regularly prescribed treatments, any regular prescription was
counted as current if it was still active (i.e. available for issue on request) on
the date of extraction and it had been prescribed in the last 84 days (the longest
time possible between active prescriptions). Polypharmacy is often defined as
the use of multiple (sometimes five or ten) prescribed medications 3:848¢
although again there is no standard definition. As there is no strong evidence to
support the use of any particular cut-off and the risk of drug-related problems
seems to increase with each additional medication prescribed %3 in this

thesis polypharmacy is defined as the prescription of multiple medications.

4.5.5 Statistical techniques

Standard statistical techniques were used for data analyses *®' and these are
described in Chapter 6. Logistic regression was used to summarize the
relationship between stroke and the presence of comorbidities and prescribed
medications. Potential confounders were added to regression models, including
age, gender, socioeconomic status and morbidity count (when examining
medications). Other potential confounders such as ethnicity, smoking status and

alcohol consumption were not available, and this is a limitation of the study.

4.6 Qualitative analysis of patient interviews

Interviews with 29 individuals who had suffered a stroke were analysed in order

to fulfil the following objective:
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3. To explore in depth the experience of treatment burden and patient

capacity by interviewing those who have suffered a stroke.

This third phase of these studies was therefore aimed at gaining a deeper insight
into the stroke patient experience of treatment burden, by asking patients
directly about their experiences of stroke management and their encounters
with health services. Analysis was somewhat informed from the findings of the
review and cross-sectional study, and also from previous work on treatment

burden in heart failure ' %%,

4.6.1 Change to order of studies

The original schedule for the studies in this thesis had been: 1) the systematic
review; 2) the quantitative analysis of primary care data; 3) the qualitative
analysis of patient interviews. However, due to the difficulties in obtaining a
suitable dataset described above, this order was altered so that half of the
interviews were carried out and analysed before the cross-sectional study, and
half after. Although not originally planned, this resulted in a more iterative
approach, as the first fifteen interviews had been fully analysed before
recruitment of the rest, therefore when data saturation was noted at this point,
the interview schedule for the last fourteen participants was altered, and a
different method of data analysis used. Ethical approval was sought and
approved for this change to the interview schedule. This new interview schedule
was informed by findings from the first fifteen interviews and the systematic
review, as well as emerging theories on treatment burden and patient capacity
in the literature that were discussed in Chapter 2 "*'. This will be discussed in
more detail below. Carrying out the qualitative interviews in two parts did risk
the study becoming disjointed, however this was minimised by fully analysing
the first set of interviews soon after they were carried out and before starting
the quantitative section. Additionally, as both the interview schedules and
methods of analysis were different for the two parts of the qualitative study,

continuity became less important.
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4.6.2 Participants

When sampling for qualitative studies, the aim is to recruit a group of individuals
from whom a rich picture of experiences can be gained **°. This differs from
quantitative research, where sampling methods focus on representativeness of a
population, and therefore high numbers are often desirable. Purposive sampling
(where individuals are picked due to desirable characteristics) and theoretical
sampling (where individuals are picked based on developing theory) are often
used, and recruitment may be carried out as analysis progresses, in response to
findings *®. In this study, | have carried out a form of purposive sampling,
picking individuals for interview based on gender, age, deprivation, time since
diagnosis and severity of disability in order to obtain as maximum a variation as
possible **. To enhance variation, individuals were recruited from both primary
and secondary care and exclusion criteria were kept to a minimum. Recruitment
in primary care was carried out through the Scottish Primary Care Research
Network, and in secondary care through the Scottish Stroke Research Network.
Variation was desirable to assist the creation of a diverse and comprehensive
taxonomy of treatment burden in stroke, as some burdens may have been
specific to individuals with certain characteristics. Sampling was iterative in that
those who had already been recruited influenced subsequent recruitment. For
example, half way through the process a shortage of women was noted;
therefore more women were recruited. This will be discussed further in Chapter
7.

4.6.3 Data collection

As the aim was to gain a deep understanding of the treatment burdens faced by
those with stroke, it was decided to interview individuals about their
experiences. One-to-one semi-structured interviews were deemed the best way
to do this, as this allowed in-depth accounts of treatments that had perhaps
happened over a long period of time to be obtained, and also allowed patients
to be interviewed in their own home, a benefit for those who had physical
disability or difficulties with communication. Other methods such as focus
groups have limitations in the elderly and frail population being examined, and
observation of treatments was not a suitable method due to the long-term

nature of the illness*®. The interviews were semi-structured rather than free
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flowing due to the a priori ideas described above, yet this method still allowed
flexibility of the topic discussed so that participants could direct the

conversation towards things that were important to them.

4.6.4 Data analysis

There is a plethora of options available for the analysis of interview data: these
vary in their underlying epistemological and ontological assumptions as well as
the techniques used for reducing data and generating findings. Some analytical
methods such as framework analysis or content analysis tend to be more
deductive (meaning pre-defined ideas and theories are tested using the data
collected) and others such as grounded theory are more inductive (meaning
concepts and theories arise entirely from the data rather than being
preconceived by the researcher). Although these analytical processes can be
quite different in their techniques, many aspects overlap, with a search for
recurring themes in the data the most common goal. Methods range from a
count of words or phrases in content analysis, to cyclical generation and testing

of new theories in grounded theory *°.

Two techniques were used for data analysis: framework analysis of data
obtained from the first set of interviews and thematic analysis of data from the

second set. NVivo software (version 10) was used for both methods.

Interviews 1-15
The first set of interviews was analysed using a framework informed by NPT that

had been developed and refined during the framework synthesis in the
systematic review 34:347:349 348 382 ' Aq well as fitting with a priori knowledge and
epistemological / ontological assumptions, this method also allowed findings to
be compared to, and amalgamated with, findings from the systematic review. To
enhance reliability of coding, a senior researcher double coded four transcripts
and any differences were discussed to inform future coding. This was deemed
appropriate as the coding frame had already been developed during coding of
data in the systematic review **2. Similarly to the review, inter-rater reliability

was not calculated as the benefits of this in qualitative research are unclear **.
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I nterviews 16-29
Once data saturation had been reached, one option was to terminate the

interviews; however, two factors led to interviews taking place using a new
interview schedule and method of analysis. The first was that although no
information on treatment burden fell outside the NPT-based coding framework
during analysis of the first fifteen interviews, information about patient capacity
did and it was felt this deserved further exploration, particularly as there was an
evolving literature on patient capacity at that time, as discussed in Chapter 2
131 The second reason was that both ethical approval and funding had been
secured for further interviews, and this provided an excellent opportunity.
Rather than interviewing the first set of participants a second time, it was
decided to interview a new set, partly due to the constraints imposed by the
ethical approval, and also partly because it widened the breadth of experiences

available.

d 3861387 5,

For data analysis of the last 14 interviews, thematic analysis was use
order to allow more flexibility in coding and therefore investigation of patient
capacity. There are six stages of thematic analysis: familiarization with data,
generating initial codes, searching for themes among codes, reviewing themes,
defining and naming themes, and producing the final report **¢. This is described
in detail in Chapter 7. This method was more inductive in nature than the
framework analysis used for the first set of interviews as there was no
preconceived coding framework prior to analysis. However, the concepts formed
during the systematic review and first set of interviews along with my a priori
knowledge and experience undoubtedly influenced data analysis, therefore this
was not a purely inductive process. Additionally, as discussed in Chapter 2,
during analysis of the first set of interviews, two pivotal papers on treatment
workload and patient capacity were published '*'*, therefore my understanding
of these issues was evolving separately but alongside the interviews, shaping my

thoughts on analysis and planning for the next set of interviews.

Integrative analysis
Lastly, an integrative analysis was carried out, with the components of

treatment burden found in the second set of interviews being compared to and

merged with the taxonomy created in the first. This taxonomy was then
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compared to and merged with the one created in the systematic review. A

taxonomy of factors that affect patient capacity was created separately.

4.6.5 My role as aresearcher and general practitioner

A researcher’s occupation, gender or background are often excluded from the
methods or discussion sections of papers, yet these factors are extremely
important to consider with regard to qualitative work **83%, My role as a general
practitioner (GP) is particularly relevant to this project not only because of my
clinical knowledge of stroke, but also because some participants were recruited

from the practice | was working in %93%,

It has been suggested that there may be negative effects of GPs carrying out
qualitative research, for example patients could feel coerced into participation
or they may feel they cannot speak honestly about their experiences %%, It is
possible that these negative effects could have occurred in this project not only
due to my role as a GP but additionally because some participants were
recruited from my practice. Positive effects of GPs carrying out qualitative
research include patients feeling more comfortable speaking to a health
professional, and the ability for GPs to deal with any distressing events that may

arise 3%,

The practice that | was working in is in a deprived area of Glasgow with a large
list size and high prevalence of stroke. | was working there one day a week as a
sessional doctor, so was not a named partner. Amongst the practices used for
recruitment, my practice had the most replies from patients interested in taking
part, which could reflect the influence of my work as a GP in that practice, the
high prevalence of stroke in that area, or some other factor such as patient
demographics. Recruitment in primary care was carried out through the Scottish
Primary Care Research Network. However, the letter of invitation to all patients
was written on practice headed notepaper and my contact details were also
given, so it is possible that patients in that practice who recognised my name
felt obliged to take part. Recruitment was terminated from my practice after
seven patients had been interviewed; this was because a wide range of
experiences and therefore practices was desired. During subsequent recruitment

from secondary care, one reply was returned from my practice. | decided to
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recruit this patient into the study because they had been diagnosed with stroke
within the last year, a desirable characteristic that was proving to be rare in

those agreeing to take part.

Several strategies were employed to minimise any influence of my status as a GP
on data collection 3. At the start of each interview, rather than disclose that |
was a GP, | stated ‘today | am here as a researcher who works at the University
and | would like to hear about your experiences’. If any patients questioned me
directly about being a GP | gave an honest answer, but emphasised that | was
not practising that day and was extremely interested in hearing honest views
from patients. | also dressed casually and used my first name during
introductions. Medical jargon was avoided, as was imparting clinical advice;
instead participants were directed towards their own GP. Interviews were
carried out in the participant’s own home to aid their feeling of empowerment

and put them at ease **°.

During the interviews, patients from my practice made both positive and
negative comments about their stroke care experiences. However, they were
more likely to initially make statements such as ‘I don’t have any complaints’
and then make negative comments about their care later on in the interview. |
had predicted that participants from my practice may worry more than others
about confidentiality, but this did not seem to be an issue that was specific to
those from my practice, as several of the participants from varying practices
wished to clarify that everything was confidential before making negative
statements about their GP. One male working class patient from my practice
made reference to the fact that he was calling me by my first name, he seemed
pleased to do this, and was the only patient | had seen in a clinical consultation

before the interviews.

Similarities between the clinical encounter and research interview have been
previously documented, for example the therapeutic properties of both for the
participant / patient **°. However, | found carrying out interviews for the
purposes of research very different to consulting in general practice for three
reasons. First, the participant had volunteered their time to take part in the
interview and therefore the interaction was for my benefit rather than theirs.

Second, as more time was available, the pace of questioning was much slower.
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Third, | was not in a position to answer clinical questions asked by the
participant and at times | found it difficult to redirect medical questions to the

participant’s GP ',

4.6.6 Reliability and validity

Earlier in this chapter, the challenges associated with appraising the reliability
and validity of qualitative work were discussed along with the methods used for
doing so. In order to summarise strengths and weaknesses, | have appraised the
qualitative work described in Chapter 7 using the same tool as was used in the

systematic review. This is shown in Table 5.
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Table 5 - Appraisal of the qualitative work describ

appraisal tool employed in the systematic review in

115

ed in Chapter 7, using the quality
Chapter 5.

Guideline

Method to try and achieve this.

Does the research, as reported, illuminate the
subjective meaning, actions, and context of
those being researched?

(i.e. is it ensured through design and analysis
that emphasis is given to the interpretations of
those being researched rather than the
researcher’s or professional’s viewpoint?)

Semi-structured interviews can risk researcher -
directed interviewing; however during the
interviews participants were encouraged to talk
freely about any experiences of their
treatments to minimise this risk. (Chapters 4
and 7)

Framework analysis risks finding researcher -
biased results; therefore care was taken to
adapt and refine the framework in response to
the data, to note any data that fell outside of
the framework and to constantly question
whether the framework was fit for purpose.
(Chapters 4 and 7)

Are subjective perceptions and experiences
treated as knowledge in their own right?

(i.e. does the study treat the data collected
directly from the participants, representing
their viewpoint, as the basic data for analysis?)

Interviews were taped and transcribed
verbatim then analysed. Recordings were
listened to during analysis. (Chapter 7)

Is there evidence of the adaption and
responsiveness of the research design to the
circumstances and issues of real-life social
settings met during the course of the study?
(i.e. is the process of sampling, data collection,
data analysis and interpretation iterative? Is
there evidence of adaption and redesign as the
study has progressed?)

Sampling was purposive to collect a maximum
variation sample. The framework used for
analysis was adapted and refined during
analysis. During thematic analysis, coding was
an iterative process with codes being revisited
and amended during the process.

Data saturation was reached after analysis of
15 interviews, a new research question arose
from analysis of the first 15 and a new
interview schedule and method of analysis
therefore carried out for the last 14. (Chapters
4 and 7)

Does the sample produce the type of
knowledge necessary to understand the
structures and processes within which the
individuals or situations are located?

(i.e. is sampling appropriate for the aims,
objectives, methods and conclusions reached?)

Sampling was purposive to collect a maximum
variation sample of people who have had a
stroke and live in the Greater Glasgow and
Clyde area. This was deemed suitable as the
aim was to collect a range of experiences from
those living locally. (Chapters 4 and 7)

Is the description provided detailed enough to
allow the researcher or reader to interpret the
meaning and context of what is being
researched?

(i.e. is a rich picture produced, providing the
context of an experience and the intentions and
meanings that feed into it, rather than simply a
set of facts?)

Taxonomies of treatment burden and patient
capacity have been produced (Chapter 7) and a
conceptual model created (Chapter 8).
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Are any different sources of knowledge about
the same issue compared and contrasted and
how is this done?

(i.e. are different methods used to answer the

research question and are these examined not
only for similarities but for providing different

facets of the reality being investigated?)

Two different methods of data analysis were
used. Results were compared with results of
the systematic review. Cross sectional study
complements this qualitative data by
quantifying multimorbidity and prescribing in
those with stroke. (Chapters 5, 7 and 8)

Has the researcher rendered transparent the
processes by which data have been collected,
analyzed, and presented?

(i.e. is the whole process clear to the reader?)

Methods have been outlined clearly. (Chapters
4 and 7).

Has the researcher made clear their own
possible influence on the data?

(i.e. has the researcher stated their own
background / experience and ontological /
epistemological stance?)

Yes, my epistemological / ontological
assumptions, previous research experience and
employment as a GP have been discussed. The
possible impact of these factors on my role as
the researcher are also discussed (Chapter 7)

Is it clear how the research moves from a
description of the data, through quotation or
examples, to an analysis and interpretation of
the meaning and significance of it?

(i.e. what did the researcher do to reach their
conclusions and does this make sense from the
original data?)

Method of analysis outlined in detail and
examples of coding given. (Chapters 4 and 7)

Are claims being made for the generalizability
of the findings to either other bodies of
knowledge or to other populations or groups
and if so what are these claims?

(i.e. is it made clear which settings the findings
can be applied to and does this seem to fit?)

Details are given of participants e.g. age, level
of deprivation, level of multimorbidity etc.
Acknowledgement of generalizability is given in
the discussion section. Results are compared to
the systematic review results to compare this
group to the broader findings. (Chapters 7 and
8)

Is there any other aspect of the study that may
affect the quality e.g. conflict of interest?

| work in one of the GP practices that
participants were reporting their experiences
of, although | took great care to reassure
patients that everything was confidential. | had
not been directly involved in any of their care. |
wore casual clothes and used my first name
with participants. (Chapters 4 and 7)
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4.7 Creation of the conceptual model

Lastly, a conceptual model was created to fulfil the following objective:

4. To integrate findings and create a conceptual model of treatment burden

and patient capacity in stroke.

This process involved examining findings from the systematic review, cross-
sectional study and patient interviews in order to scrutinize relationships
between components and hypothesize causal processes. The creation of a
conceptual model then enabled the identification of suggestions for future areas
of research and improvements to health service delivery. The conceptual model

created is presented in Chapter 8.

4.8 Conclusion

This chapter has described the rationale behind the methods used in this thesis,
along with potential strengths and weaknesses. A multi methods approach has
been used, including a qualitative systematic review, quantitative analysis of a
large dataset taken from the primary care records, and qualitative analysis of
interviews with stroke patients. This approach has allowed exploration of
treatment burden and patient capacity in stroke and the creation of a

conceptual model. Results and discussion are given in Chapters 5-8.
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Chapter 5 — Systematic Review

5.1 Introduction

5.1.1 Aims of this chapter

To explore the experiences of treatment burden for those who have had a stroke
through examination of the qualitative literature, and to build a taxonomy of

treatment burden in stroke.

5.1.2 Rationale

The first step towards understanding treatment burden in stroke is to examine
what has already been investigated and identified in the literature. This chapter
describes a systematic review of the qualitative literature that explores the
experience of treatment burden for those who have had a stroke. The
qualitative literature was chosen as this type of research suitably lends itself to
uncovering and exploring patients’ perceived needs and behaviours, providing
conceptual depth about the patient experience. As discussed in Chapter 4, there
is some controversy over appropriate methodology, due to the novelty of this
type of research and disagreements about the underlying epistemological and
ontological assumptions. Nonetheless there is no doubt that qualitative research
provides important information about the patient experience, and if we are to
be able to characterise issues such as treatment burden, then there is a clear

argument for the synthesis of qualitative studies.

5.1.3 Research question

What are the components of treatment burden that patients with stroke

experience during the management of their illness?

5.2 Methods

A protocol was created and the review registered on Prospero, the International
Prospective Register of Systematic Reviews
http://www.crd.york.ac.uk/PROSPERO (CRD42011001123). This is shown in
Appendix 3.
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5.2.1 Searching for papers

Qualitative studies seeking to understand the patient experience of stroke
management were sought, using techniques involving direct contact with
patients such as interviews and focus groups. As discussed in Chapter 4, an
exhaustive search strategy was deemed suitable as the aim was to summarise
the recent literature. Limitations of English language and year of publication
2000 and onwards were set. The language limit was set due to an unavoidable
lack of funding for translation. No geographical restrictions were set. The year
of publication as 2000 and onwards was chosen due to the quickly evolving
nature of stroke management over recent decades, and the relevancy of current

patient experiences to inform current health policy and practice.

A ‘scoping search’ was initially carried out with the aim of finding relevant
terms and phrases. This consisted of: searching my own files; internet searching
using the ‘berry picking’ method described in Chapter 4 ***; a preliminary search
of databases via Ovid; the use of the ‘related articles’ function in Pubmed
(http://www.ncbi.nlm.nih.gov/pubmed/) and Web of Science
(http://wok.mimas.ac.uk/); and consultation with experts in the field. Ten
highly relevant or ‘key’ papers were identified during this scoping search 3241
and key words and phrases were compiled for contribution to the electronic

search to follow.

Following the scoping search, electronic searching for relevant papers using a
formal search strategy was carried out. A search strategy was created in
consultation with an information scientist, informed by key words and phrases
found during the scoping search. As discussed in Chapter 4, the search was
centred on the following concepts: stroke; treatment burden; patient
experience; and qualitative methods. Databases searched were Scopus, CINAHL,
Embase, Medline & PsycINFO. Appendix 4 shows the full search strategy created

using a combination of free text search terms and subject headings.

Initially, the search was carried out to include all publications up to and
including March 2011 and this is indicated in the methods paper published in BMC
Medical Research Methodology **2. An update to this search (up to and including

February 2013) was then carried out at the request of the publisher of the
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results paper (Plos Medicine) . As discussed in Chapter 4, a formal update was
not deemed necessary after this; however a search was carried out to ascertain
if any pertinent studies had been published i.e. studies in which the exploration
of treatment workload or treatment burden was stated as an objective or those

which added any new information.

All references and footnotes of included papers were hand searched for relevant
papers. Citations were searched of three highly relevant papers, two included in
the review and one published just before the time limit 2%“%2, No further
citation searching was carried out as no studies were identified from the
citations of these three papers, which were picked because they had been cited
frequently in the other papers, were deemed to be extremely relevant, and
were written by well known, well published authors in journals with relatively

high impact factors, just before the year 2000.

5.2.2 Paper screening

Distiller software was used for screening papers. This web based software
enables all references to be stored then sorted into ‘included’ or ‘excluded’ as
individual reviewers complete electronic questionnaires based on inclusion
criteria (http://systematic-review.net/). | and another reviewer screened each
title, abstract and full paper, with third party involvement for any
disagreements. There were three stages of screening: 1) Title 2) Title and
abstract 3) Full paper. Table 6 shows the inclusion and exclusion criteria used.
During screening stages 1 and 2, each paper was advanced to the next level of
screening unless both reviewers excluded it based on the same criterion. During
stage 3, if there were any disagreements then a third party was involved to

make the final decision.

Inclusion of studies was limited to those that involved direct patient contact or
observation such as interviews or focus groups, and those that used qualitative
methods of analysis to seek and identify themes or patterns discussed by
participants. Studies using telephone, postal or internet questionnaires were
excluded, as were those using document analysis, quantitative patient-reported
measures, simple counts of patient responses, and language analysis presented

as quantitative results. Studies were included that explored the patient
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experience in any setting, but those investigating the patient experience of pilot
or experimental studies were excluded, as the aim of the project was to

understand the treatment burden that patients face in ‘real world’ settings.

Table 6 — Inclusion and Exclusion criteria for pap  ers found 382,384

Inclusion Criteria

Types of studies Publication date 2000 (inclusive)-present.

Studies from any geographical location.

English language.

Studies using qualitative methods of analysis (to
describe patterns or themes raised by participants)
seeking to understand the patient experience through
direct contact with patients or direct observation,
describing the processes of illness management
experienced by patients and their active contributions
towards this. This includes original qualitative studies,
studies involving secondary qualitative analysis of
qualitative data, and a qualitative study as part of a
mixed methods study e.g. the study also has a
quantitative component.

Types of participants Adults (>18 yrs).

Diagnosed with at least one CVA /CVD / stroke,
including ischaemic, intracerebral haemorrhage or
subarachnoid haemorrhage, any anatomic location, as
per WHQ's definition ‘rapidly developing clinical signs
of focal (at times global) disturbance of cerebral
function, lasting more than 24 hours or leading to
death with no apparent cause other than that of
vascular origin.’

Being treated in any ‘usual care’ setting: primary;
secondary; tertiary care, e.g. in the hospital, hospice,
community, home or rehabilitation.

Receiving care typical for that geographical location
i.e. not part of experimental or pilot studies.

Types of outcome measures Logistical burdens e.g. interacting with health care
organisations, carrying out administrative work
involving insurance companies or others, organising
appointments or visits from health professionals,
organising rehabilitation, arranging transport, funding
care.

Technical burdens e.g. enacting lifestyle changes,
performing rehabilitation exercises, modifying
environments, taking medications, using assistive
technologies.

Relational burdens e.g. enrolling family, friends and
health professionals for support, initiating interactions
with possible carers and supporters, maintaining
relationships during rehabilitation.




Chapter 5 — Systematic Review

122

Sense making burdens e.g. conceptualising problems,
understanding and learning about management
strategies, knowing when to seek help, differentiating
between treatments.

Exclusion Criteria

Types of studies

Non English language.

Published pre 2000.

Grey literature / not published in a peer reviewed
journal.

Dissertations /theses.

Proceedings.

Published abstracts.

Studies using the following methodologies: Lexical
studies that analyse natural language data presented
as quantitative results; studies without a sampling
procedure; qualitative studies using questionnaires or
other methods that do not involve direct contact or
observation of participants; studies describing the
patient experience in an experimental situation rather
than ‘typical’, e.g. during pilot schemes or
intervention/experimental trials; any study where
gualitative data not analysed i.e. uninterpreted data;
case report; any review (systematic, narrative,
qualitative); any quantitative study (RCT, non RCT,
observational, cohort, case control).

Treatment guidelines documents.

Commentary articles, written to convey opinion or
stimulate research /discussion, with no research
component.

Types of participants

Children (<18 yrs).

No CVA diagnosis.

Diagnosis of TIA, subdural haematomas, infarction /
haemorrhage due to infection or tumour, cerebral
palsy or any other neurological deficit.

Mixed groups of participants e.g. patients and carers
or health care providers, unless results from patients
are explicitly separate from other participants.

Types of outcome measures

Anyone other than the patient’s perspective of patient
work e.g. health professionals.

Burden on health services / systems or health
professionals.

Economic burden at a society level e.g. costs to
government or councils.

Carer work or burden.

Standardized, patient-reported measures of treatment
burden or illness burden / activities of daily living /
quality of life / functional capacity.
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5.2.3 Data extraction and quality appraisal

Distiller and Word software were both used during data extraction: Distiller for
extracting details of participants and for quality appraisal; and Word for
extracting data on treatment burden. For the first 54 papers found (original
search up to March 2011), | and another reviewer conducted data extraction and
quality appraisal with third party involvement for any disagreements. For data
extraction of the 15 papers found during the subsequent search, | myself read
through each paper and noted any new themes that arose. This was deemed

appropriate because by that stage the coding frame was very well established.

The data extraction instrument developed is shown in Appendix 5. Data
extracted for analysis was limited to data describing treatment burden: the self-
care practices that patients with chronic illness such as stroke must perform to
respond to the requirements of their healthcare providers and the effects of this
on well-being "1%"2, Author comments were extracted rather than primary data
or verbatim quotes. Due to the large amount of irrelevant data within each
paper, clear criteria for inclusion and exclusion of data were used to inform
decision making as illustrated in Table 7. The criteria for inclusion of data and
the data extraction instruments were created in advance of the review
procedure, following discussion between myself, my supervisors and the other

reviewers.
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Table 7 — Inclusion and exclusion criteria for pati

ent burden found in the data
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382,384

Inclusion criteria

Examples

Treatment burdens arising due to the demands
of illness management

Several participants reported having
multiple contacts with primary care
services prior to diagnosis of stroke and
hospital admission.

Treatment burdens arising due to service
insufficiencies

Mr X (who, in addition to the stroke,
suffered heart problems and had one
leg amputated below the knee) spent
over a thousand nights sleeping in a
chair downstairs waiting for the housing
department.

Exclusion criteria

Examples

Iliness burdens such as symptoms or physical
consequences of illness, changes to
relationships due to illness, psychological
consequences of illness.

Some of them had become physically
handicapped and some had become
more forgetful, while others suffered
from fatigue.

A number of people said that they
tended not to tell anyone about their
stroke unless they were family
members or close friends because of
perceived stigmatizing responses, which
added to their psychological and
physical isolation.

Lifework burdens such as those caused by
circumstances and commitments out with the
iliness.

Mr x lived in a fairly isolated area with
minimal public transport and his
mobility was very limited until he was
able to drive again. He thus experienced
exclusion from his local community.

General comments on services and service
deficits where no resultant treatment burden
is discussed or no specific negative encounter
has been endured.

One participant in the home setting
discussed the importance of
physiotherapy to her overall
rehabilitation.

Those interviewed expressed a great
deal of sympathy and understanding for
the health professionals that had cared
and rehabilitated them.

Comments on patient perception for the
purpose of the research project rather than for
the purpose of stroke management.

In contrast to the very exact and
detailed descriptions of falling ill most
of the patients described very briefly
and superficially their time in care.

Patient ideas and expectations.

The informant during his rehabilitation
had a need for a reflected
understanding of what rehabilitation
meant to him when all his experiences
were included.
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An instrument was created for quality appraisal based upon published guidance
by well-known qualitative researchers 2’*. This is shown in Table 8 and the
rationale behind its use given in Chapter 4. The instrument consisted of eleven
questions, each considering an aspect of quality such as rigour, validity,
transparency and generalizability. Answers of ‘yes’ ‘no’ or ‘unclear’ were given
by reviewers and answers compared. No scoring system or level of set ‘pass
mark’ was set, because as discussed in Chapter 4: 1) the aim was to develop as
comprehensive a taxonomy of treatment burden as possible and to minimise the
risk of missing any key concepts; and 2) there is currently no consensus on the
best way to appraise the quality of qualitative research for inclusion in

systematic reviews %,
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Table 8 - Quality appraisal instrument ~ %%%3%*

Appraisal Question (apply each question to the whole study to reach an overall
conclusion i.e. aims, sampling, data collection, data analysis, interpretations)

Does the research, as reported, illuminate the subjective meaning, actions, and
context of those being researched?

i.e. is it ensured through design and analysis that emphasis is given to the
interpretations of those being researched rather than the researcher’s or
professional’s viewpoint?

Are subjective perceptions and experiences treated as knowledge in their own
right?

i.e. does the study treat the data collected directly from the participants,
representing their viewpoint, as the basic data for analysis?

Is there evidence of the adaption and responsiveness of the research design to the
circumstances and issues of real-life social settings met during the course of the
study?

i.e. is the process of sampling, data collection, data analysis and interpretation
iterative? Is there evidence of adaption and redesign as the study has progressed?

Does the sample produce the type of knowledge necessary to understand the
structures and processes within which the individuals or situations are located?
i.e. is sampling appropriate for the aims, objectives, methods and conclusions
reached?

Is the description provided detailed enough to allow the researcher or reader to
interpret the meaning and context of what is being researched?

i.e. is a rich picture produced, providing the context of an experience and the
intentions and meanings that feed into it, rather than simply a set of facts?

Are any different sources of knowledge about the same issue compared and
contrasted and how is this done?

i.e. are different methods used to answer the research question and are these
examined not only for similarities but for providing different facets of the reality
being investigated?

Has the researcher rendered transparent the processes by which data have been
collected, analyzed, and presented?
i.e. is the whole process clear to the reader?

Has the researcher made clear their own possible influence on the data?
i.e. has the researcher stated their own background / experience and ontological /
epistemological stance?

Is it clear how the research moves from a description of the data, through
quotation or examples, to an analysis and interpretation of the meaning and
significance of it?

i.e. what did the researcher do to reach their conclusions and does this make sense
from the original data?

Are claims being made for the generalizability of the findings to either other
bodies of knowledge or to other populations or groups and if so what are these
claims?

i.e. is it made clear which settings the findings can be applied to and does this seem
to fit?

Is there any other aspect of the study that may daffect the quality e.g. conflict of
interest?

126
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5.2.4 Data synthesis

In Chapter 4, the decision to use a nhovel method of data analysis - framework
synthesis using a framework informed by Normalization Process Theory (NPT) -
was discussed. NPT explains how the work of enacting an ensemble of practices
(in this case the components of burden of treatment) is accomplished through
the operation of four mechanisms: ‘coherence’ (sense-making work); ‘cognitive
participation’ (relationship work); ‘collective action’ (enacting work); and
‘reflexive monitoring’ (appraisal work) '"’. Data were synthesised under the five
stages of framework analysis discussed in Chapter 4: familiarisation, identifying

a thematic framework, indexing, charting, mapping and interpretation 3434,

Familiarisation

This involved reading and rereading included papers to familiarise with the

content and become ‘immersed’ in the data.
Identifying a thematic framework

The coding framework was based on one that had been created during a previous
study involving the analysis of semi-structured, qualitative interviews with
chronic heart failure (CHF) patients ''. During this previous study, the coding
framework had originally been created using the constructs of NPT and
subsequently adapted and refined during framework analysis of the interviews.
In the current study, the stroke coding framework was therefore initially created
deductively using the previous CHF framework, as well as preconceived ideas
from my own clinical knowledge and understanding of the literature. It was
subsequently inductively adapted and refined during analysis to create a stroke-
specific coding frame for treatment burden. The final framework is shown in
Table 9.

Indexing, charting, mapping and interpretation

The coding framework was used to identify, describe and understand the
components of treatment burden experienced by patients with stroke. Data was

coded under the four NPT domains (coherence, cognitive participation,
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collective action, reflexive monitoring) and their subconstructs, shown in Table
9. Several codes were created within each subconstruct, and these were
subsequently grouped together under treatment burden headings. A careful note
was made of any treatment burdens that fell outside the coding framework, in
order to assess if it was ‘fit for purpose’, as one risk of using such a technique is
that findings may be ‘shoe horned’ into the framework and having an ‘outside

framework’ code aimed at minimising the risk of this.

Data were then organised into framework codes, and themes created within and
between codes by looking for regularities and irregularities as well as
relationships between components. A pragmatic approach was then taken and
themes reorganised into a taxonomy of treatment burden under headings that
reflect different processes of stroke care. Findings were then examined again in
relation to the theoretical framework underpinned by NPT. This taxonomy
reflected the original accounts of the patients being studied, so could be
described as ‘grounded’ in the data, with the framework underpinned by NPT

being used for extraction and organisation 32,

A good systematic review involves a team of researchers to minimise bias as
recommended in guidelines for the conduction and reporting of systematic
reviews2%_ As well as regular meetings between the reviewers coding each
paper, ‘coding clinics’ were held on several occasions, where coding and
differences were discussed. Refinement of the coding frame and analysis was
therefore iterative. Later on in the analysis, the emergence of themes and the
creation of the taxonomy and conceptual model were also discussed amongst

researchers.
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Table 9 - NPT-based coding framewor

Kk 11;382;384

COHERENCE
(Sense-making work)

Understanding the prospect of having
stroke, what this means and how the

condition may be managed.

COGNITIVE PARTICIPATION

(Relationship work)

Investing personal and interpersonal
commitment to living with the
condition and its management.

COLLECTIVE ACTION

(Enacting work)

Investing effort and resources in
management, carrying out tasks and
experiencing the illness.

REFLEXIVE MONITORING

(Appraisal work)

Reflecting on the effects of
therapies in retrospect and
determining whether to modify
them.

Differentiation

Understanding and differentiating
between risk factors, investigations,
treatments and the roles of different
health professionals or services.
Prioritising treatments and activities.

Enrolment

Engaging with friends, family and
health professionals with regard to
diagnosis and illness management to
enable them to provide support.
Adjusting relationships to
accommodate new roles as a result of
illness management. Protecting family
members during management.

Skill set workability

Setting a routine/strategy to cope with
symptoms, exacerbations, and emergency
situations i.e. therapeutic interventions.
Enacting activities with a view to achieving
goals. Controlling risks associated with
recovery. Learning through practice.

Reconfiguration

Altering a set routine when required
such as medication regimes or
appointments, to fit in with daily
activities or other arrangements.
Learning a new way of doing things
after stroke. Altering priorities and
ways of thinking due to stroke
management.

Communal specification

Gaining information about illness
management with the help of others,
for example friends, family or health
professionals. Receiving diagnosis, or
misdiagnosis.

Activation

Arranging help (e.g. logistical,
administrative, or expert) from health
professionals, social services or friends
and family. Seeking help at onset of
stroke.

Contextual Integration

Making sure you have the right financial and
social resources, and integrating the illness
into social circumstances. Managing potential
environmental dangers through making
resources available. Adjusting to new social
role in society or life circumstances such as
unemployment. Experiencing good or bad
environmental situations such as
unemployment.

Communal Appraisal

Discussing or altering current
management plans already initiated,
in discussion with health
professionals or friends and family.
Recalling previous events with
friends and family.

6<T
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Individual specification

Achieving your own understanding
illness management in personal terms,
through personal research such as
reading, or personal life experience.

Initiation

Using organisational skills to arrange
one’s own contribution to
management, such as arranging
prescriptions, social care and transport
to appointments.

Interactional workability

Taking treatments, enacting lifestyle changes,
attending appointments, enduring side
effects. Enduring poor health care or care that
does not meet expectations (e.g. poor
interactions) Enduring setbacks in recovery.
Learning self-care. The work of rehab. The
work after discharge. Enduring intrusions and
interventions from family members, including
negative interactions such as a lack of
support.

Individual appraisal

Assessing individually whether to
continue or alter current
management plans. Recalling
previous events. Monitoring
symptoms and progress (but not as a
routine, see below).

Internalization

Relating your experience to illness
management, understanding any
implications, knowing when to seek
help, Understanding one’s own
contribution to reducing risk, knowing
limitations and risks due to stroke.
Calculating safety risks. Maintaining
motivation and determination.
Overcoming barriers in receiving
information. Developing expectations
of health services. Making sense of
progress in recovery and one’s own
contributions to this. Setting goals for
recovery.

Legitimation

Seeking reassurance about treatments
from others about appropriateness of
management plans. Gaining
confidence in the success of
treatments from others. Dealing with
stigmatisation or a mismatch in ideas
and expectation from others. Reaching
an understanding that treatments are’
the right thing to do’. Comparing
yourself to others to validate
treatments. Coping with guilt about
new role.

Relational Integration

Maintaining confidence in health
professionals and their interaction with each
other. Maintaining confidence in care plan.
Coping with multiple caregivers. Enduring
system failures caused by poor
communication / interaction between service
providers. Handing over responsibility of care.

Systematization

Developing ways of keeping up to
date with newly available
treatments. Routine self-monitoring.

0€T
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5.3 Results

5.3.1 Included papers

Of the included studies, none explicitly stated the investigation of treatment
burden as a research objective; however, all contained significant amounts of
information on treatment burden in the results or discussion sections **2.
Research objectives varied significantly between studies, to demonstrate this
the included studies have been broadly categorised into the following areas of
research (Appendices 6 and 7): recovering from stroke; the interaction between
patient and health services; return to work / retirement; nursing home
experience; coping strategies; living with aphasia; physiotherapy / exercise;
motivation / hope in recovery; reintegration into the patient’s lifeworld and
community; gender differences; the patient’s interpretation; returning to
driving; multimorbidity; using a wheelchair; eating difficulties; goal setting; and

medications.

During the scoping search, 30 potentially relevant papers were found, 10 of
these were deemed to be ‘key’ papers as described above. 5911 papers were
identified from the database searches. Another 50 were identified from
reference searching. None were identified from footnote or citation searching.
99 duplicates were removed, resulting in a total of 5892 papers. 69 reached the
final stage of data extraction and analysis following the update to February
2013. No pertinent studies were found in the update to February 2016. The
PRISMA flowchart is shown in Figure 1. Of the 69 papers included, 66 (96%) were
retrieved from the database search. The 3 papers included that were not found

from the database search were found from reference searching >4044%%,
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Figure 1 — PRISMA flowchart of included papers
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5.3.1.1 Study Details

Full details of included papers are given in Appendices 6 and 7. Key descriptive

information of included papers is as follows. Country of study: Sweden (n= 19)
393;397;399;400;402;404;406-418; UK (n=12) 37;65;392;396;405;419-425; Canada (n=11) 165;401;426-434,

Australia (n=10) 3442443 Us (n=5) “**8: Norway (n=3) 3*>*%0, Netherlands
(n=3) *BBLH2 New Zealand (n=2) "***3; Iran (n=1) ***; Republic of Ireland (n=1)
314, Nigeria (n=1) **°; and China (n=1) *®. Participant numbers ranged from 1 to

113. Setting: community (n=34)
37;165;314;392;394;399;400;402;404;406;408;409;411;417;419;421;425;426;428-430;432-435;437;440-

442;447;450;453;454;456; outpatient (n=5) 397;410;413;422;455; care homes (

n=6) 405;407;416;420;445;448; stroke units (n=8) 396;412;414;415;423;424;431;436; stroke

)

n=3) 398;451;452,

hospital (

medical centre (n=1) 3**; and mixed setting such as hospital and community

(n=12) 65;193;401;418;427;438;438;439;443;444;446;449. Gender of participants: males and

females (n=56) 37;165;314;392-396;398-402;405-408;410-419;421;424-430;432,433;435-441 ;443-445;447-454;456;

male only (n=6) 8>40440%422:423:455. famale only (n=2) *"***?; unclear (n=5)
193;397,420,434:446 * Ages of participants ranged from 22 - 100 years, this was

unreported in a few studies (n=7) '?3393397:420:446:447:450  Time since stroke (n=41)

37;314;394;395;399;400;402;404;406;411-413;416-419;422-431;433-436,438;440-445;448;450;454;455 ranged from

under 2 weeks - 16 years. Disability since stroke (n=39) 37:6%:314;395-397;399;401;404-

406;409;411;413;415-417;419;424-426,428,431-434,436,437,440,441,443-445;447,449;450,453;455;456
) ) ) ) ) ) b ) ) ) ’ ’ ) ) ) ) b b ) WaS ve ry

variable. Ethnicity, when reported (n=13), varied between studies 37:401:419:424-

426;429;430,432;440,444,445:448 5 morbidities were seldom mentioned

(n=1 1 )65; 165;393;394;415;421;425;432;440;441;451 37;65;165

nor were medications (n=3)

Qualitative data gathering methods: interviews (n=63)37:6%163:193;314;393;395-402;404-

433;435-443;446,448-436. £5cus groups (n=4)> 44444547, interviews and focus groups(n=2)

392,434, additional field notes (n=5)>%417:42%430:455, additional patient observation
(n=1)*°. Data analysis: a variety of qualitative methods were used, all sought to
identify common themes raised by participants, details are described in
Appendix 7. In one study, method of data analysis was not clear (n=1) **.
Inclusion / exclusion criteria and a summary of findings are also described in

Appendix 7.
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5.3.1.2 Quality appraisal

Papers were generally of a reasonable quality, aspects of quality that were most
poorly demonstrated include acknowledgment of the researchers influence on
the analysis; and any note of conflicts of interest. A summary of the quality

appraisal is shown in Table 10.
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Table 10 — Results of quality appraisal ~ ***°*

135

Appraisal Question

Yes

No

Unclear

Does the research, as reported, illuminate the
subjective meaning, actions, and context of those
being researched?

68

1

Are subjective perceptions and experiences treated
as knowledge in their own right?

68

Is there evidence of the adaption and responsiveness
of the research design to the circumstances and
issues of real-life social settings met during the
course of the study?

39

27

Does the sample produce the type of knowledge
necessary to understand the structures and
processes within which the individuals or situations
are located?

62

Is the description provided detailed enough to allow
the researcher or reader to interpret the meaning
and context of what is being researched?

66

Are any different sources of knowledge about the
same issue compared and contrasted and how is this
done?

38

31

Has the researcher rendered transparent the
processes by which data have been collected,
analyzed, and presented?

67

Has the researcher made clear their own possible
influence on the data?

24

43

Is it clear how the research moves from a description
of the data, through quotation or examples, to an
analysis and interpretation of the meaning and
significance of it?

65

Are claims being made for the generalizability of the
findings to either other bodies of knowledge or to
other populations or groups and if so what are these
claims?

50

17

Is there any other aspect of the study that may affect
the quality e.g. conflict of interest?

31

37
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5.3.2 Treatment burdens

The following areas of treatment burden were identified from the literature,
each representing a process of stroke care: 1) making sense of stroke
management and planning care; 2) interacting with others including health
professionals, family and other stroke patients; 3) enacting management
strategies, which includes (a) enduring institutional admissions, (b) managing
stroke in the community, (c) reintegrating into society, and (d) adjusting to life
after stroke; and 4) reflecting on management. A full taxonomy of treatment
burden is shown in Table 11 with exemplar quotations. No treatment burden was
identified that fell outside the coding framework. Here only some illustrative

quotes are provided.
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Table 11 - Taxonomy of treatment burden with exemplar quotations *%*

1) Making sense of
stroke management
and planning care

Making sense of symptoms
to aid diagnosis and seek
help

The patients ignored the first symptoms of neurological damage although they all were in places where they could

easily get in contact with a qualified hospital. M2 was attending a conference. F1 was going to have her car

checked. M1 was at his country residence near the town **.

Understanding
investigations, acute
interventions, medications,
risk factor modification and
negotiating medical
terminology

Although the stroke was understood as a serious disease, which they wanted to prevent, they did not seem to be
aware of which risk factors were relevant. At least they did not bother to minimize these risk factors **.

Information gathering from
health professionals,
enduring poor information
provision

Not being adequately informed concerned what the participants described as absent, contradictory or
incomprehensible information. Some of them had not received any information other than what was given to
them in a brochure about stroke. Others had wanted more detailed information about their brain injury, the
reason for examinations performed, the results and the prognosis. Further, contradictory information with regard
to the cause of their stroke and about their treatment was described .

Enduring poor information
for carers and families from
health services

Another perspective on this theme was the call for family education. Participants felt that their families required
more information about fatigue, particularly regarding the long-term nature of the problem **’.

Carrying out research
external to health services

Often, the health care system was unable to offer these patients a doctor who fulfilled their demand of

competence and behaviour. Instead, they picked information from sources at hand, for instance books and friends
413

Understanding the roles of
different health
professionals

As a result of all the changes, patients feel insecure on admission, describe themselves as lay persons and the
health professionals as experts, and find it difficult to judge the work of the health professionals ***.

Working out priorities for
rehabilitation

Participants with communication difficulties described these as overwhelming and many became preoccupied

with regaining their communication abilities, to the extent that other needs or physical symptoms were ignored
435
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Goal setting

Although the major focus is on bodily improvement, the patient also directs attention towards more practical

issues. In this phase, the major concern is related to the possibilities of returning home. The patient initiates an

appraisal process of what problems he might face and possible ways of handling them 3.

Gaining motivation

Managing and maintaining motivation for rehabilitation regimes was difficult for some participants. Some who

were unable to muster motivation for an extended time appeared to be hampered by a lack of acceptance about

what had happened to them .

Taking responsibility and
using initiative, drawing on
former life skills

When the informants experienced that the rehabilitation professionals did not take action, they took control of

the situation themselves. The informants expressed pride in their own capacity to take the initiative and in their

ability to take action *%’.

Managing uncertainty of
prognosis

Uncertainty about prognosis, along with anxiety about the degree of recovery that would be achieved became
predominant concerns during rehabilitation. For some participants, distress arose from overly optimistic

expectations about speed of recovery; others perceived that there was some deadline by which they must recover
394

Problem solving

One way in which participants perceived therapy helped to facilitate progress was by responding to problems and
solving each difficulty as it arose ***.

Developing coping strategies

It is clear from the discussion that patients saw physical limitations as challenges to be overcome by their own
individual effort. They believed that it was their job to recover from the physical consequences of stroke, and they
developed personal coping strategies in order to do so **.

Experiencing negative
emotions associated with
management strategy e.g.
guilt, frustration

Many participants acknowledged that napping during the day was part of their daily routine, although they often

expressed feeling guilt about it **’.

Using spirituality

Spiritual and religious resources were also mentioned by four people as helping them deal with the difficulties in
their post-stroke lives .

2) Interacting with
others

Seeking advice or
reassurance from health
professionals

The judgements made by the health care providers about the recovery are important because the stroke survivors

use them to validate the progress of their rehabilitation *°.

Contacting health
professionals for practical
help

Temporary pain relief was obtained from prescribed medication, which they received after contacting the doctor

or nurse, so they were able to get some sleep *.

8ET
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Developing relationships
with health professionals

To establish a personal relationship with the staff was useful in several ways. They felt more free to ask for help
with personal care and to ask questions about their diagnosis and prognosis **°.

Coping with paternalism
from health professionals

Although participants perceived therapy to be an important factor, five participants suggested an inequality within
the relationship. They described feeling controlled by the therapists regarding which direction therapy would take
and the activities which were to be practiced. Not all participants were comfortable with what they perceived to

be a passive role ***.

Enduring a lack of
understanding from health
professionals

Lack of understanding had also to do with attitudes, with what they experienced as unreasonable demands on the
part of both the professionals and their next of kin. They described incidents where the professionals had been
annoyed with them when they had been in a bad mood or very tired during their physical exercises, or when
encountering over-strained professionals. There were also experiences of a feeling of superiority on the part of
the professionals, expressed in a comment or a glare *.

Coping with a mismatch in
ideas about management
and recovery with others

For them recovery involved dimensions that were not included in the health care professionals’ concept....The

goal for them was either to recapture their former social position or to adapt to another life situation *%.

Misdiagnosis at initial
presentation

Several participants reported having multiple contacts with primary care services prior to diagnosis of stroke and

hospital admission **.

Having difficulty accessing
services

Patients feel that therapy and supervised exercises in the ward facilitate regaining self-care, but they experience a

lack of therapy and supervision, for example, when their therapist is ill or during weekends. In the patients’ view,

this problem can be solved but patients find it difficult to judge **.

Experiencing poor
communication between
services

Some hospital procedures (i.e., ordering medical tests, waiting on transfer from another ward) that involved other

hospital departments created uncertainty and made it difficult for some participants to be given information on

some topics (i.e., which tests they would be having on a certain day and at what time) **°.

Enduring poor continuity of
care and consistency of
services

Messages—A few low motivation patients described some of the stroke unit professionals as giving out unhelpful
“mixed messages.” One patient-reported that physiotherapists encouraged her to work at rehabilitation. On
returning to the ward, however, she thought the nurses discouraged such effort by putting her to bed. This
resulted in confusion regarding the correct way to behave **.

Arranging social care

Home care staff shopped for two participants; this worked well for one after some initial misunderstandings **°.

Gaining emotional support
from friends and family

Meaningful relationships — Support: “Don’t do it alone.” Overwhelmingly, participants highlighted that the support
offered through meaningful relationships was a key component contributing to living successfully with aphasia **>.

6ET
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Gaining practical support
from family and friends

Being given practical and emotional support by their next of kin was experienced when they received help and the
next of kin had performed certain tasks for them. They described help from their spouses in specific activities of
daily living, and a few described getting support in their daily exercises. They appreciated being taken out for a
drive or a walk. Emotional support was also experienced in connection with being together, mainly with one’s
spouse. Further there was the concern shown by the next of kin by keeping in contact regularly *®.

Experiencing a strain on
relationships due to
management strategies

Negative supports hindered strategies designed to adapt to disabilities. For example, one woman’s efforts to
adapt to her cognitive disabilities and enhance her sense of mastery and control were repeatedly foiled by her
husband’s negative attitudes and attempts to remove her adaptive aids **.

Protecting carers from their
burden

He was reluctant to go out with his wife, feeling that he was too much of a burden. He did, however, persuade a
friend to take him to the local pub once a week in his wheelchair. He felt that this was his way of giving his wife a
rest from coping with his stroke ®.

Gaining support from other
stroke patients and support
groups

Participants described the unique and important role played by stroke support groups. As well as providing an
enjoyable social gathering, participants described feeling understood by others in the group, in a way that family
or friends could not understand **°.

Experiencing stigmatisation
due to management of
physical disabilities

Some participants felt that people “felt sorry” for them or were “ignorant” or “nosey,” and some felt that people

were overly helpful, to a fault **°.

3a) Enacting
management
strategies:
Institutional
admissions

Undergoing acute care

The criticism expressed by the men concerned, for example, the long waiting hours at the emergency department
before being admitted to the ward and also the way in which treatment was effectuated **°.

Undergoing inpatient
rehabilitation

His stay on the rehabilitation unit was of approximately 3 weeks duration, in which time he received
physiotherapy for mobility and arm function, and occupational therapy to improve his ability to dress himself. By
the time he was discharged, Robert could transfer between a chair and bed independently, and could mobilize
with the help of one person and a walking frame .

ovT
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Fitting into ward routines

During the few days the participants were in the ward, there were a lot of new things to consider. Apart from
facing the fact that they had had a stroke, they had to become aware of the daily routines in the ward and try to
understand and follow them. This concerned, for example, hours when meals were served, what time the doctors’
rounds took place, what nurse and nurse assistant were responsible for their specific care, how and when it was
appropriate to call for help, when the therapists were present at the ward and the staff’s expectations of their

rehabilitation and outcome **°.

Loss of autonomy and
dignity as an inpatient

Loss of control over personal care (toileting, showering, eating) was described as particularly confronting. Almost

all participants described being emotionally upset at the ‘loss of dignity’ they encountered during hospitalization
394

Unfamiliar or unpleasant
surroundings on the ward

The participants spoke of the overwhelming boredom they experienced in the rehabilitation setting **°.

Admission to a care home

In comparison with hospital, patients experience a personal atmosphere and receive more physiotherapy,

occupational therapy and speech therapy which also facilitate autonomy *%.

Learning self-care skills to
prepare for discharge

Patients take stock of the situation and indicate their priorities in learning. Learning self-care skills requires their

own effort >%,

3b) Enacting
management
strategies:
Managing stroke in
the community

Discharge from hospital

The initial period after discharge was, for some of the stroke survivors, filled with practical problems because they
did not feel adequately prepared to handle their daily lives and unexpected bodily reactions. As patients they had
handed over the responsibility for the care of their stroke and related problems to the health care professionals.
After being discharged from hospital to their homes they were left to manage by themselves in their former social
context *Z,

Poor access to services in
the community

Approximately half of the participants had, at some stage, received support from a psychologist, psychiatrist or
counsellor in coping with their stroke, but this support was described as difficult to access and not available when
most needed ***.

Undergoing rehabilitation
programmes in the
community

He carried on with the work rehabilitation he had been assigned although he found it exhausting and totally

meaningless. He saw no other solution *®.

Taking and managing risks
during rehabilitation

One aspect of rehabbing self that was reported by several participants was taking risks. This was a strategy
employed in the phase of rehabbing self. It was identified as trying something without a guarantee that it was
possible or would work ***.
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Reaching goals

Participants described that the process of community reintegration up to one year post stroke, rehabilitation

involved transitioning between a series of goals: gaining physical function, establishing independence and

adjusting expectations to get back to real living *°%.

Establishing and adhering to
a medication regime

Almost all participants in the high adherence group recognized the importance of having a stable routine for
taking their medication, and most had found a system that worked well for them. Taking their tablets was often
spontaneously described as ‘routine’, ‘natural’ or a ‘habit’ and was consistently cued to particular daily activities
such as showering or eating meals *’.

Enduring medication side
effects

Some low adherers also reported bad side effects of their medication. However, unlike high adherers
experiencing side effects, who tended to persist with their medication or sought an alternative medicine from
their general practitioner, patients in the low adherence group were more likely to alter their dosage or stop
taking their tablets altogether to counteract any negative reactions *.

Managing risk factors

A few appeared to have been proactive about controlling their risk and talked about getting information or taking

action to control blood pressure. A couple reported having faith in their treatment **.

Adjusting diet

The diets of participants varied considerably. Since the stroke, three survivors had adopted cholesterol-lowering
diets, one had excluded wheat products and another had espoused a ‘healthy’ diet (reduced fat, increased fruit
and vegetable intake). One now drank less alcohol and had lost weight, another drank more and had gained three
stone. Two diabetics described how they now used sugar to ‘keep your strength up’ **°.

Managing eating difficulties

Preventing things happening could mean to take small bites instead of big ones, to avoid that food getting stuck

when too much food was put into the mouth at one time, and discovering which type of food they could choose
415

Managing psychological
difficulties

The use of relaxation exercises and tapes provided relief from emotional distress, particularly in the hospital

environment 3%,

Managing pain

Satisfaction was described as a result of various treatments offered by the professionals, such as aquatic exercise

and massage by Transcutaneous Electrical Nerve Stimulation (TENS), also as a result of receiving help in changing

their body position at night *°.

Regaining communication
skills

Participants with communication difficulties described these as overwhelming and many became preoccupied

with regaining their communication abilities, to the extent that other needs or physical symptoms were ignored
394
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Taking physical exercise

Physical exercise was reported by participants with nociceptive pain in order to prevent pain by stretching their
shoulder/arm using training equipment, or aquatic exercise. In order to relieve their pain, participants with central
pain did perform physical stretching exercises, but were careful to avoid overexertion. The participants with
tension-type headache reported that they went out for a walk to get some fresh air in an attempt to relieve the

headache “%°.

Managing co-morbidities

Extra coping strategies, such as pharmaceutical use and activity avoidance, were used by participants to deal with
the additional difficulties associated with having arthritis while recovering from a stroke, in order to remain
engaged *®

Making adaptations to the
home environment or
finding new accommodation

Another problem that PEG feeding could pose was the space occupied by supplies and equipment; this hampered

mobility of a wheelchair dependent stroke survivor in a tiny bungalow **°.

Enduring inadequate home
services

The self —care activities that were not possible for many of the stroke survivors included taking a bath or shower,
brushing teeth and having sexual intercourse. This caused frustration and humiliation for them. One described not
being able to have enough assistance with taking a shower because of the regulations of the attendant care

service *2,

Coping with multiple health-
related appointments

Returning home was overwhelming. Participants were confused, busy and tired because of health-related
appointments and visits from friends and family **.

3c) Enacting
management
strategies:
Reintegrating into
society

Returning to driving or
negotiating new methods of
transport

For those that did resume driving during the first year post rehabilitation, it was critical to regaining control and

independence “*".

Returning to work

The occupational therapist was involved in this RTW process and arranged meetings with the workplace, the
manager, and in one case also with co-workers. However, only two of the six informants had experienced such a
liaison. It was more common that no preparation at all had taken place for return to work when they were
discharged from the hospital **’.

Acquiring mobility and
technical aids

Despite the fear of becoming dependent, however, some participants had been able to change habitual ways with
the use of technical aids. Aids for increasing mobility, such as walking canes, walkers, and wheelchairs seemed to
have a degree of acceptability and in regard to clothing, participants had also begun to introduce certain

adaptations *'°.
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Negotiating environmental
barriers to wheelchair use

The wheelchair helped them with distances when they were tired, but was seen as a nuisance by others because

of space restrictions, getting the wheelchair through narrow doorways in the home and community was a problem
432

Managing financial
difficulties

The stroke survivors in this study did not have the economic resources to modify their existing living environment,

except for a few renovations to their homes. The majority relied on low technology devices to manage in their

homes **2.

Negotiating government
benefit systems

Organizations were frequently viewed as threatening or oppositional, setting up road blocks to needed resources.
One of the primary bureaucracies that survivors contended with relates to obtaining disability payments, often an
arduous task *%.

3d) Enacting
management
strategies: Adjusting
to life after stroke

New daily structure to
accommodate illness
management

Initially trying pre-stroke behaviours for occupational performance, the participants in this study soon learned to

try modifications of their usual routines as an adaptive response to the challenge of fatigue in their daily roles. The

context of their lives had to be reconfigured to accommodate this powerful phenomenon of fatigue **’.

Relearning ways of doing
familiar tasks

Over time, some participants were able to adapt to a new way of life. This entailed learning how to do new things,

relearning abilities (such as spelling, communication, walking) and continued commitment to the rehabilitation

process >**.

Planning activities ahead of
time

The study data suggest that problems with performance of habits after stroke, previously used to accomplish daily
occupations had been disrupted. The participants had to plan ahead, think, and reflect when carrying out a daily
occupation simply to manage their everyday lives. Despite living in a familiar home environment, many of the daily
occupations that participants had previously done no longer seemed to be easy to perform and even if repeated
often they didn’t became habitual. Participants felt that, no matter what they did, they had to think about and

plan their daily occupations in advance **°.

Adopting strategies to deal
with physical disabilities

Practical solutions to physical limitations, such as carrying a communication card, making lists to assist memory or

finding new ways of dressing independently were empowering ***.

Adopting strategies to deal
with cognitive disabilities

In order to try to adapt to her memory problems following her stroke, Mrs. N.M. developed an extensive filing

system of her various interests, which catalogues the various things she needs to know about different tasks and

activities. However, her husband is very critical of this system and tries to remove its presence from the house **°.

Searching for a sense of self

More often than not, individuals struggle to participate in their daily lives, in an attempt to reach their pre-stroke
level of participation **’.

Developing acceptance

One prominent theme among those women who had apparently lost hope was acceptance. Although the loss of
hope is often associated with depression, these women described an acceptance of their limitations [89].
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Enduring a plateau in
recovery

During rehabilitation some patients experience a status quo (levelling out in their rate or degree of progress)
regarding the dimension self-care %,

Changing expectations and
examining priorities over
the recovery period

Gradually, they learned that their initial timeframe was too optimistic. The “horizon of time’ shifted from a few
days to a few weeks, to half a year, to within a year, and so forth. This change occurred as the patients gained
experience with their bodies and the slowness of improvement .

4) Reflecting on
management

Decision making about
treatments

Discontinuing medication, both prescribed and non-prescription analgesics, was reported by participants in all

groups because of insufficient pain relief and side effects or fear of side effects .

Shared decision-making
about treatments

Although decision-making about their own treatment is difficult for most patients, they valued shared decision-

making, e.g. about destination and moment of discharge, recreation, meals, therapy schedules, care routines, and

aids 1.

Monitoring progress in
recovery

Mr Neville an 80 year old man set himself the target of walking unaided by the time he left hospital....He kept a
diary of is progress which he made available to the research team...Stroke survivors presented their goals as an
aspiration or a challenge. By definitions they were activities that were important or valued and they could not
perform. The goals were often related to the recovery of specific skills that were part of personal competence and

identity **2.

Gauging recovery by
comparing self to others

Comparisons with other patients - one patient took the example of a stroke patient who recovered well as a

source of confidence in her own recovery. Other patients, however, reported feeling depressed at the fact they

were not rehabilitating as well as other patients >*.

Self-monitoring for further
signs of stroke

Several survivors reported that they were more sensitive to their body and were vigilant in seeking to identify any

body signs or changes that could be an early warning of another stroke. Mrs Dean and Mrs Garrett were both

sensitive to changes close to their brain, but they reacted in different ways to episodes of facial numbness .

Maintaining confidence in
care plan

Whenever participants were transitioning to a new goal, for example from gaining physical function while in
rehabilitation to establishing independence within the community, the experience was marked by a decrease in
confidence. This decreased confidence was the result of being faced with challenges not experienced since their

stroke “°*,

Keeping up to date with new
treatments

One man told a story about when he had asked the doctor for more protective treatment against new strokes **°.
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The four areas of treatment burden identified in the literature will now be

discussed.

5.3.2.1 Making sense of stroke management and plann ing care.

The cognitive processing of information involved in stroke management was
frequently mentioned in the literature. During management of their stroke, it is
necessary for patients to find and comprehend a large amount of information
about their healthcare “0%#410:413:421:424:436:447 ' Fyen before diagnosis, patients

assess symptoms and make decisions about seeking help #3444,

Poor knowledge of stroke was evidenced by the failure of the majority of
participants to respond to their stroke symptoms as an emergency. Many
participants continued to conduct their daily activities and postponed seeking
medical attention because they perceived it was inconvenient or unnecessary

and they thought their symptoms would resolve themselves **°.

Once the decision to seek help has been made by a patient, they attend a health
professional for assessment, yet some described difficulty in obtaining a correct

diagnosis “*.

Several participants reported having multiple contacts with primary

care services prior to diagnosis of stroke and hospital admission 2.

Following diagnosis, patients learn about their diagnosis of stroke from a health

professional, and are given information on necessary investigations, acute

interventions, medications, and risk factor modification “°%410:436:447,

Participants who took on an active role would initiate health
information exchanges by spontaneously requesting information,
clarifying information, and requesting further information if the initial
information was insufficient 4.

The information received is not always easy to come to terms with, such as

information about long-term physical disabilities, or information that is

unexpected ‘04411,

When he described the encounter with the physician at the
Department of Rehabilitation Medicine, he seemed to have been
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surprised when the doctor told him that he might not recuperate and
the doctor instead talked about retirement “*.

Patients described difficulty in obtaining information, frequently encountering
barriers from health services. Information provision was either lacking, poorly
timed or in a form that is incomprehensible 72%6:100:410:434:436,437,439-441456 ' patients
depicted a lack of time being given for the provision of information from
doctors, nurses and allied health professionals and similarly inadequate time for
patients to ask questions in return “. One study reported that women complain

about poor information provision from medical staff more strongly than men *°.

Following the consultation, access to information was described as insufficient,
with a lack of resources available to patients in the community. This can result
in extensive information seeking 374413436:437:440 by hatients as they attempt to

make sense of the array of changes that have occurred in their lives
395;398;402;420;423;430;436;447;451

As a result they spend significant time seeking information from
elsewhere, making personal sense of their circumstances and feeling
unprepared and unequi?ped to deal with the array of changes that are
occurring in their lives ***.

Education for family members was also described as lacking, resulting in the
need for patients to research information on behalf of their caregivers *’. One
paper suggested that poor information provision is a particular issue for patients

with certain characteristics that may make them more vulnerable and less able

to communicate with health professionals “¢.

In most instances where no health information was exchanged...
negative participant characteristics were observed.... such as

disinterest, fatigue, limited responsiveness or unresponsiveness, and

uncooperativeness “¢.

Along with making sense of stroke and its management, much effort is allocated
to planning and organising care during stroke rehabilitation. Patients make
calculated decisions about their contribution to the management of their stroke

such as prioritising therapies and setting goals 372:3%3:3%>

397;401;404;405;415;418;422;424;426;433;434;436-439;441;450 They make decisions about risk
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factor management, altering health-related behaviours and planning lifestyle

changes to prevent a further stroke “.

The respondents felt a motivation to make changes to promote their
health in order to avoid a new stroke. Strategies used for this purpose
were different and related to the problems perceived. Retirement
from work or a change in work intensity, changes in responsibility
taking in life, making priorities that were believed to promote health,
exercise, dietary changes and regular control of risk factors were ways
the respondents believed they would gain better health and avoid a
new stroke “%,

Goals for recovery often focus on reaching a former social status or role within
the family 3% 392397404437442 One study reported that goal setting varies between
men and women, with women focussing on resuming tasks within the home and
men concentrating on the accomplishment of tasks out with the home

environment “,

Patients develop expectations of themselves as well as their health service
providers and work at maintaining motivation during the long recovery process
394;396;423;433,440:445:455 - Many patients unfortunately described a lack of support
from health services for this motivational and planning stage, and reported

taking responsibility and initiative for their own care, for example by drawing on

former life skills to organise their recovery 3%7:414:426:433:451

When the informants experienced that the rehabilitation professionals
did not take action, they took control of the situation themselves. The
informants expressed pride in their own capacity to take the initiative
and in their ability to take action 3%/,

As they adjust to their new circumstances, patients solve problems as they arise

424434 and develop strategies to cope with uncertainty during their recovery

392394401 " Some patients described experiencing strong emotions associated with
stroke management such as frustration at time taken up by management
strategies “'® and guilt at decisions made, for example planning for extended

periods of rest during the day #8424,

All this planning and increased time were perceived as a source of

frustration for participants “'°.
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Patients reported developing coping strategies such as the use of relaxation

techniques, humour, hope, reasoning, positivity, waiting, altruism and engaging

in meaningful activities that give pleasure 3*44*

406;414;416;420;423;423;437;443;444;448;453;455;456 Some described us.ing Splrltuallty and faith

as a method of coping 414;426;430;431;444;455;456.

5.3.2.1 Interacting with others

During rehabilitation patients engage with a range of health professionals both in
secondary care and in the community for emotional support and practical help
37;394;400;405;410;413;422;431;434;443;447;455. One study reported that women are more

likely to describe the formation of an alliance with health care assistants on the

ward, whist men form alliances with nurses and therapists or other patients *'°.

Some patients described relying on the expertise of health professionals, seeking

validation of treatments as appropriate and worthwhile, and preferring health

professionals to take a paternalistic attitude towards them 39°:398:402:402;451

Others prefer a more equal relationship with health professionals so complained
about paternalistic care, reporting that they spend significant time negotiating

with health professionals to achieve shared decision-making, particularly in the

nursing home setting 02424434451,

We have found that the older stroke patients used various ways of
negotiating with the health care staff in their subordinate position to
influence their situation on the ward. The negotiations can be seen as
expressions of resistance or adjustment, whereby resistance could

result in increased power for the participants *'°.

One study reported that men frequently try to exert influence over their care,

with women taking a more passive role *°.

Patients described setting goals for recovery in discussion with health

professionals, and some reported a mismatch in ideas between themselves and

therapists with regard to priorities for rehabilitation 393:409:433:434:437;443;456

For them recovery involved dimensions that were not included in the
health care professionals’ concept....The goal for them was either to
recapture their former social position or to adapt to another life
situation 3%,
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Patients reported that a lack of adequate information as described earlier can

make goal setting for recovery very difficult *°.

The majority of participants reported that they didn’t
know enough about stroke recovery to be able to actively set
goals .

Interaction with a high number of health professionals can be confusing for
patients; some reported receiving conflicting information from different parties,
with a lack of continuity of care within each service as well as poor

communication between services. This can result in fragmented care
37;396;400;402;415;436

Some patients described a lack of time, empathy and understanding from health
professionals 392;398;400;404;405;414;424;440;443;444;455;456 Poor interactions between
patients and health professionals can interfere with the development of trusting

relationships, which in turn worsens communication and prevents patients

gaining the knowledge they need for the recovery process #10 37400:406:434,

Lack of understanding had also to do with attitudes, with what they
experienced as unreasonable demands on the part of both the
professionals and their next of kin. They described incidents where
the professionals had been annoyed with them when they had been in
a bad mood or very tired during their physical exercises, or when
encountering over-strained professionals. There were also experiences
of a feeling of superiority on the part of the professionals, expressed
in a comment or a glare .

Communication difficulties with health professionals are a particular issue for

aphasic patients ‘04437453,

However, he described with contempt how he initially after the stroke
had been observed by his therapists. He demanded to be met through
dialogues that gave him relevant conversation, support and
stimulation. Certainly, he understood the professionals’ way of
working, but he found it could be done in a more conversational and
descriptive way that involved him as a person. The dialogues with
professionals should involve him in what was going to happen in spite
of his incapability to understand all that was said **“.

As well as interacting with health professionals, patients described relying

heavily on family members for emotional and practical support when managing

37;65;394;398;400;401;407;417;418;425;426;434; 441-443;448;450; 451;453; 455; 456

their stroke , with one
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study suggesting that this is particularly the case for women. Aphasic patients

described using carers to help them with their communication '/,

Negative interactions with family members were described by some, either in

the form of a lack of empathy or overprotection and paternalism, and some

patients reported feeling guilty about their dependency ***4t1414416-

419;423;425;432;433;444,;450;453

Negative supports hindered strategies designed to adapt to
disabilities. For example, one woman’s efforts to adapt to her
cognitive disabilities and enhance her sense of mastery and control
were repeatedly foiled by her husband’s negative attitudes and
attempts to remove her adaptive aids “*°.

Patients described an adjustment to changes in personal relationships and family

392;394;419;423;424;444;447;453

roles , and an attempt to protect family members from

any negative impacts or burdens that they may face as a consequence of their

stroke and its management, for example by arranging respite care ®>%%,

He appreciated all contacts with other people, found them valuable to
his rehabilitation, and frequently used the expression that he ‘‘had to
be open’’. However, daily intercourse meant embarrassing
misunderstandings, especially in relation to those who were closest to
him. He found that he had an obligation not to be embarrassing to
them and to see to it that embarrassing situations would not dominate
everyday life .

Patients additionally reported developing relationships with fellow patients and
support groups who provide them with moral support 394398:410:425/432443;443,445451;453

and whom they may compare themselves with in order to gauge recovery or

Validate treatments 395;396;406;412;414;415;423;430-432;444

Other stroke survivors have a prominent influence on an individual’s
level of hope post stroke. Participants who were having difficulties
coping post stroke relied on other survivors for motivation and a
symbol of hope. Interactions with other stroke survivors was a reality
check for those individuals who were recovering quickl}y, as they
provided a comparison for their own rate of recovery *".

Younger, less disabled stroke patients reported feeling uncomfortable attending

therapies and support groups alongside older, more disabled patients whom they

399;442

struggle to relate to . Unfortunately, enduring stigmatization from others
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was reported by patients. This seemed a particular issue in relation to the
management of physical disabilities such as the use of a wheelchair or adapted

402;406;411;419;422;425;430;440
cutlery .

One positive outcome from the experience of stroke described by patients was
the ability to help others in similar circumstances. Although this means
expending time and energy, patients reported feeling rewarded for such efforts

with the general consensus that altruism aids their own recovery %47,

A few people spoke of goals related to improving the lives of others,
including other people with aphasia. Some participants devoted time
to helping speech pathology students by being available for clinical

placements, some volunteered in groups, and some wanted to

increase people’s awareness of aphasia **’.

5.3.2.2 Enacting management strategies

Enacting work includes the work of enduring institutional admissions, managing
stroke in the community, reintegrating into society, and adjusting to life after

stroke.

I nstitutional admissions

395;422, Wh]Ch

Stroke patients initially undergo admission to hospital for acute care
is often followed by extensive inpatient rehabilitation, attending therapists,

taking medications and working arduously to regain lost functions

65;393;395;397;400;401;405;443;444

During initial rehabilitation, the major focus is put on regaining the

lost functions. The days are structured around training sessions, be

they physical therapy, occupational therapy, speech therapy or ADL

training .
They adjust to their new physical abilities and practice self-care in preparation
for discharge **%%9>18434 patients may then be admitted to a care home if
discharge to their own home is not feasible *****'. During their time as

inpatients, they are required to fit into the daily routines set by institutions
395;410;436

During the few days the participants were in the ward, there were a
lot of new things to consider. Apart from facing the fact that they had
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had a stroke, they had to become aware of the daily routines in the
ward and try to understand and follow them. This concerned, for
example, hours when meals were served, what time the doctors’
rounds took place, what nurse and nurse assistant were responsible
for their specific care, how and when it was appropriate to call for
help, when the therapists were present at the ward and the staff’s

expectations of their rehabilitation and outcome “'°.

Many described enduring negative environmental circumstances such as
inadequate time allocated for rehabilitative activities, long waiting times for
personal care, unfamiliarity with a range of gadgets, lack of stimulation, poor

quality of meals, inadequate support from staff during mealtimes, and a lack of

autonomy, dignity and privacy 3%439398:405:419;420

Both women and men felt that the days in the ward were quite long
and that the therapist helped them in their rehabilitation only for a
very short time each day. The daily time for rehabilitation was, in
most cases, no longer than 1 or 2 hours. During weekends, no
rehabilitation was organized for the participants *'°.

Complaints were similar in the hospital and nursing home setting, with a
particular complaint in nursing homes being a lack of autonomy, with care that
was regarded as too paternalistic 3**“°!. Patients often receive personal care
from hospital staff whilst on the ward, and men reported feeling more
vulnerable than women, finding this harder to endure. They described the

development of strategies to cope with the situation **’:

Men showed vulnerability. They wished to manage by themselves and
felt vulnerable when they had to rely on nursing care that involved
bodily care. They seemed to have various strategies for dealing with
this situation: to accept it or to take command and say how they
wanted to be treated. Men described embarrassment at being naked
in front of nurses, and also that nurses were sometimes shy of their
nude bodies. By conforming to the role of patient the tension could be
eased 47,

Managing stroke in the community
Once at an appropriate stage of recovery, patients are discharged home. This

transition is a significant and often challenging time for patients 341841,

Unfortunately many patients reported discharge services as poorly co-ordinated,

badly managed, and inadequate for preparing for life back in the community

394,398;401;402;418;419;422;433
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They described a sense of abandonment by the medical system,
associated with concern that they had exhausted the limits of
available help but were not ‘back to normal’ *%*.

Once discharged from therapy, patients described difficulties in gaining advice
and support in the community, and appeared to be confused about who to

contact if they have concerns 3%440%419:433:434:436:454

Not being given accessibility and continuity pertained to the difficulty
of getting in contact with the professionals by telephone and making
appointments, delayed appointments with the doctors and
physiotherapists, and delays and uncertainties about promised
treatments “%.

This appears to resonate across various countries with varying healthcare
systems. One study carried out in Nigeria reported that even those physiotherapy
services privately paid for have inadequate equipment available **°. Another
paper from Canada stated that level of disability affects the availability of

certain services *3.

In the community, patients follow routines and integrate management strategies

into their everyday lives, for example changing their diet, incorporating physical

exercise and managing risk factors 165;394;406;411;415;419;421;425;445;447

Since the stroke, three survivors had adopted cholesterol-lowering
diets, one had excluded wheat products and another had espoused a
‘healthy’ diet (reduced fat, increased fruit and vegetable intake). One
now drank less alcohol and had lost weight *°.

Medication regimes are established, with patients adopting strategies to
promote adherence such as using cues and aids or relying on the colours of
tablets *’. They also endure side effects of medications *"**% Patients are
required to learn self-care through their own practice, using their own initiative
and managing their time appropriately **®. They follow advice and strive to
achieve the goals that have been set for their recovery through hard work and

determination 392;397;401;431;433;434,443;450

Participants described that the process of community reintegration up
to one year post stroke, rehabilitation involved transitioning between
a series of goals: gaining physical function, establishing independence
and adjusting expectations to get back to real living 4.
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Patients with physical disability are frequently required to make adaptations to

their home to accommodate new equipment 8%416/418:419:425429:430;432

Despite the challenges stroke survivors reported, many of them had
made accommodations to their home. Some had renovated the
kitchen and bathrooms, but mostly people had installed grab bars and
railings on staircases. Bath mats, raised toilet seats and large button
phones were used frequently **2.

Patients experience a range of environmental risks due to their disabilities and
are required to deal with these on a daily basis ***°. Some patients are even

required to move house to accommodate new disabilities, and waiting times can

be long 165;425.

As a proactive strategy, one participant moved to a bungalow prior to
his stroke to accommodate his difficulty with stairs. Other
participants, poststroke, rearranged their living and sleeping spaces to
avoid stairs. Although some considered these changes prior to their

stroke, the stroke caused them to take action sooner than expected
165

Home care services such as personal care and meal delivery services may be
utilised by patients who are less physically able. These were often described as
inadequate, with complaints over both the availability and standard of services,

for example, poor continuity of personal care and a lack of choice regarding

meal deliveries 00419425432

Following discharge from inpatient care, patients are required to attend

394;395;433

numerous health care appointments and negotiate numerous therapists

6213954221433 ' As described above in the hospital environment, inadequate
information about available services, poor access to care, poor continuity of

care and poor communication between therapists were described as frequent

and prOblematiC issues 396;400;402;415;433;434;436

Not being given accessibility and continuity pertained to the difficulty
of getting in contact with the professionals by telephone and making
appointments, delayed appointments with the doctors and
physiotherapists, and delays and uncertainties about promised
treatments “%.
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Only one paper explored the difficulties of managing co-morbidities alongside
stroke, with reports that treatments conflict with one another and that

predisposing disabilities interfere with rehabilitation '®.

Reintegrating into society
As time progresses, patients attempt to integrate stroke management into their

social circumstances and aspire to return to previous ways of living
394;395;397;415;416;432;453

Once home, life goes on, one way or the other. The patient is faced
with completing a range of different personal and practical tasks both
necessary and voluntary. In addition, the patient continues training
sessions in order to continue the recovery process **°.

Patients may be prohibited from driving either for life or for a set period of time
before taking a competency test, and some described this process as frustrating.
Those who can no longer drive are required to negotiate other methods of
transport, which can be difficult due to disabilities “>*!. Patients strive to
regain this skill, and some struggle to understand the logic behind the ban on
driving. They report feeling unsupported by services, and find the assessment
process unfair, which can lead to possible rebellion against medical and legal

advice 401409441

Although being evaluated, the participants described that the
evaluation was felt as a violation of the right of self-determination, a
situation that they had not chosen, but that had struck them on top of
the onset of stroke. The driving evaluation was a dramatic event in

their rehabilitation and made them feel powerless “®.

Many patients aspire to return to work and regain their former social position,
but described a lack of support from health services as well as friends, family

and work colleagues with regard to this goal 3¥744%%4,

When the informants experienced that the rehabilitation professionals
did not take action, they took control of the situation themselves. The
informants expressed pride in their own capacity to take the initiative

and in their ability to take action *%’.

Personal mobility aids are acquired to help with mobility both inside and outside

the home. However, access to appropriate items can sometimes be an issue for
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patients #2492 Some described having to either purchase these themselves
or use inappropriate or unsafe aids, putting them at risk of falls “**>*!. The use of

wheelchairs can be made difficult by environmental factors such as steps and

narrow doorways, particularly for manual wheelchair users #2%430:432:433,

Financial issues are likely to vary from country to country depending on the
health care system and welfare provision . Patients in Nigeria and Iran, which
are both developing countries, described poor access to care for those who do

not have the means to pay for private services **.

They suffered from having no access to the few existing rehabilitation
centres and suffered from low incomes, which made it impossible for
them to get such services at their homes. They felt that the
government should help them in providing these services as they
would then enjoy a better quality-of-life and escape from physical,
emotional and social limitations ***.

However, patients in developed countries with partially funded government
healthcare systems or universal access to healthcare also reported suffering
financially. They reported a frequent need to purchase special equipment such
as mobility aids and adapted cutlery themselves “**32, Patients in these
countries described the organizations that assist with the arrangement of

financial benefits from government agencies as obstructive, poorly co-ordinated,

and confusing to navigate 424331442448

Mr. D...can walk only 100 yards, but he wants to shop independently
for groceries. He asked his doctor to prescribe a battery operated
scooter. At the state/provincial level, the health system would pay
80% toward an electric wheelchair, but not for a scooter. Mr. D
withdrew the funds from his federal level retirement plan. This money
was considered income at the federal government revenue level, and
the state/provincial level income supports program for the severely
handica?ped. He lost income supports until he depletes his retirement
funds **°.

One paper described how less disabled patients can be denied government
benefits, yet struggle to gain employment due to disabilities “?. A fear of losing
financial benefits upon return to work due to the inflexibility of government

policies can in fact deter patients from returning to employment %4,
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Adjusting to life after stroke
Following a stroke, patients create a new daily structure to accommodate their

new disabilities and treatments 39%:402:416:437:440445,450

If major limitations persist, developing a new daily structure, which
can allow as much as possible of the activities that the patient wants
to continue, is a major task during this phase. Also, adjusting valued
activities or developing new ones to substitute for the ones no longer
possible also must occur. This is not necessarily an easy task,
especially if the applied criterion for acceptable performance is the

level of performance before the stroke **°.

They spend time and effort relearning how to carry out tasks that were familiar
to them pre stroke and some described a level of rumination over how to carry
out these tasks appropriately #9124 patients reported the need for a high
level of planning and organisation in their lives that had not previously been
required. They reported spending significant time planning activities ahead of
time to accommodate disabilities, as well as adopting strategies to deal with
physical and cognitive difficulties such as learning how to manage a fall, resting,

or creating lists or filing systems 394;404;406;416-418;426;430;440;440;443;450;453_

The study data suggest that problems with performance of habits
after stroke, previously used to accomplish daily occupations had

been disrupted. The participants had to plan ahead, think, and reflect
when carrying out a daily occupation simply to manage their everyday
lives. Despite living in a familiar home environment, many of the daily
occupations that participants had previously done no longer seemed to
be easy to perform and even if repeated often they didn’t became
habitual. Participants felt that, no matter what they did, they had to

think about and plan their daily occupations in advance “'°.

Aphasic patients described using strategies to aid communication with others
such as carrying communication cards, repeating words, gesturing, and using
drawings or technical devices. Some patients, however, reported finding the use

of such strategies either inappropriate for their needs or too laborious to use *”.

Those with physical disabilities described negotiating potential environmental
dangers both inside and outside the home that were not a consideration prior to
their stroke 2.

Being able to get about independently, whether on foot, in a car or
wheelchair was an activity which respondents valued highly but
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presented them with risks and challenges that they had to manage
and negotiate. Outside the home there were a variety of risks, not
only was there the risk of falling but also the potential embarrassment
of doing this in public as well as the difficulties created by fatigue and
inability to walk far enough 3.

Alongside all these adjustments, patients reflect on life and on their new

situation. They strive to recapture their sense of self as they cope with their

altered ways of l]V]ng 412;414;418;423;429;432—434;442;447;450.

They also re-examine their priorities in life with regard to their health and their

social circumstances 37428,

Through reflection, participants were able to gain insight into what
recovery and life with stroke meant and to re-examine priorities.
Participants re-examined their priorities in the areas of illness/health,
work and family role “2.

Acceptance plays a huge part in the recovery process, with patients spending
significant time and effort working towards and achieving acceptance of their
new life 394416:429:430:440:453 ' Thage psychological adaptations to the consequences
of stroke appear to be a key aspect of adjustment. However, patients described

feeling unprepared for the slow pace of recovery, resulting in great

disappointment as they meet with unexpected setbacks 16>%%4014044344%5 ~ Ag time

goes by, patients experience what their bodies are capable of and therefore

change their expectations over the rehabilitation period 3°%401404412:416:418:432-

434;440;441;448;450

During the next stage of the process of community reintegration,
participants adjusted their expectations of themselves relative to
their capacities.... The participants’ expectations of their abilities to
perform activities such as shovelling snow or engaging in roles such as
earning money for the family or caring for children were based on
previous experience prior to the stroke and their interactions with
others. It took many participants several months post rehabilitation to
master this stage, and others still had not mastered it one year after

inpatient rehabilitation .

5.3.2.3 Reflecting on management

During management of their stroke, patients are required to make decisions

about their health care, which requires an appraisal of their treatments, either
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398;422

with the help of others such as health care providers , or based on their own

judgements 37;404-406;413;440

Although decision-making about their own treatment is difficult for
most patients, they valued shared decision-making, e.g. about
destination and moment of discharge, recreation, meals, therapy

schedules, care routines, and aids .

They described a need to maintain confidence in the care plan set by health

37;401;414;418;424;431

professionals and to keep up to date with newly available

treatments by asking health professionals for information *'°.

One man told a story about when he had asked the doctor for more
protective treatment against new strokes 4°.

Patients may make decisions that deliberately contradict advice given by health
professionals, such as driving against medical advice, or refusing medications or
therapies. It appears that this can result as the consequence of a breakdown in

communication between patient and health professional, or alternatively due to

a lack of understanding on behalf of the patient 37/3%7:398/404:419:440,455

Patients reflect on their achievements during the rehabilitation process, self-

monitoring progress to make judgements about their success
392;395;401;412;418;419;423;424,431;434,445;453;455

Mr Neville an 80 year old man set himself the target of walking
unaided by the time he left hospital....He kept a diary of is progress
which he made available to the research team...Stroke survivors
presented their goals as an aspiration or a challenge. By definitions
they were activities that were important or valued and they could not
perform. The goals were often related to the recovery of specific
skills that were part of personal competence and identity **2.

Many patients described fear of another stroke; some reported an exhausting,

constant rumination over avoidance of risk factors and a vigilant monitoring of

signs of further disease %1843,

Participants within the cohorts remained fearful that they would
experience a subsequent stroke and this was “always in the back of
my mind” (Participant 11, female, age 79). Though essentially a
realistic concern, fear resulted in dysfunctional responses by some
participants with close monitoring or avoidance of perceived risk
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factors—often to the point of impairing quality-of-life or social
interaction. Such responses appeared to correlate with their
experiences of, and interpretations of, their acute strokes **°.

5.4 Discussion

5.4.1 Studies included

Each included study explored in depth a particular aspect of the patient
experience in a specific context, rather than comprehensively covering the
entire patient experience of treatment burden. Studies were from many
different countries across the world with the majority of data gathered in the
community, although several inpatient settings were also studied, such as the
acute rehabilitation ward and the nursing home. The availability of information
about participant characteristics proved to be very variable and sometimes
limited. A variety of methods of data analysis were detailed, although most had
similarities in that they sought to identify common themes discussed by
participants through identifying individual themes emerging from the data and

then grouping these into broader categories.

During screening, many studies explored the patient experience of stroke but did
not meet the inclusion criteria due to a lack of information about treatment
burden. These studies tended to focus on the experience of illness as a burden
rather than management itself, for example the experience of symptoms and the
effects of this on everyday living. Other studies examined burden from the
carer’s perspective rather than the person who had suffered the stroke, or
involved mixed groups of participants such as patients and health care providers
in focus groups, with no clear distinction in the reporting of findings. These
studies were excluded to ensure that treatment burden specifically from the

patient perspective was examined.

As discussed in Chapter 4, the quality appraisal instrument was intended as a
series of reflective questions to inform discussion and not as a scoring system to
exclude papers (See Table 8). Aims and methods were generally clear and
studies provided a rich picture of the patient experience of stroke and its
management. Although details on participant characteristics were variable, most

gave adequate information to allow the reader to understand the sample and to
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make judgements about the generalizability of results. Qualitative studies do not
necessarily aim to provide results that are generalizable to a large population,
and most papers acknowledged this, placing results in context. One marker of
quality infrequently addressed was the possible influence of authors and
researchers on the research process itself, for example information on their
professional roles or their epistemological and ontological stances. Details of
conflicts of interest were also generally lacking. However, these omissions could

be explained by restrictions set by publishers due to word limits or formatting.

5.4.2 Treatment Burden

Treatment burden is defined as the impact of healthcare practices on well-
being. To the best of my knowledge, this is the first qualitative systematic
review to explore treatment burden in stroke. For the first time this review has
been able to create a comprehensive taxonomy of treatment burden in stroke,
shown in Table 11. There were four main areas of treatment burden identified,
each representing a process of stroke care: 1) making sense of stroke
management and planning care; 2) interacting with others including health
professionals, family and other stroke patients; 3) enacting management
strategies, which includes (a) enduring institutional admissions, (b) managing
stroke in the community, (c) reintegrating into society, and (d) adjusting to life

after stroke; and 4) reflecting on management.

In Chapter 7, the treatment burden taxonomy is verified, expanded upon and
explored through analysis of interviews with individuals who have had a stroke.
Additionally, aspects that influence the capacity of each individual to cope with

their treatments are explored.

5.4.2.1 Update to search

The search update to February 2013 revealed a limited amount of new
information, including more detail on the hospital stay, medication taking and
financial burdens. One new paper was found from a developing country which
was also useful as there had been a paucity in the original search. No pertinent

papers were found in the search up to Feb 2016.
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5.4.2.2 Aspects of Treatment Burden missing fromth e literature

Certain aspects of stroke management were mentioned less than expected, for
example the process of acute care, medications, and the use of new
technologies. Only one study explored comorbidity '®*, despite evidence that
those with chronic disease report comorbidity as having an important influence
on treatment burden *, and despite co-morbidity being common in stroke, as
shown in Chapter 6. Missing burdens are likely to reflect a lack of
conceptualisation of treatment burden in the literature. Two studies made
gender comparisons with regard to the patient experience of managing stroke
407410 bt Llittle information was provided to allow comparisons based on other

patient characteristics such as age, ethnicity, and socio-economic deprivation.

5.4.3 Limitations/strengths

The search was limited to publications from the year 2000 and onwards. As the
aim was to understand the current patient experience, it was most pertinent to
review the literature over the past decade, reflecting patient experiences of
treatment burden based on current health service practices rather than
historical ones. Global management of these conditions have changed over time,
for example, stroke management has changed greatly in recent years with the

2457 and

introduction of stroke units and community rehabilitation programmes
hence this was judged to be a reasonable approach, but could be viewed as a
limitation. Also, the search was restricted to English language papers as there
were no resources available for translation. There was no geographical
restriction set; however, the language restriction may have imposed a degree of
geographical restriction and there was a paucity of data from low income
countries. An important strength is that an exhaustive search was conducted and

this search proved to be both sensitive and specific to the research question.

The tight inclusion criteria avoided collecting too broad a spectrum of
methodologies, beneficial as high numbers of studies using extremely varied
methods makes in-depth analysis of the data and applicability of findings
extremely challenging. This approach helped to maintain focus whilst producing
a rich picture of stroke management. As a result, the number of studies included

was considerable yet still feasible for the application of qualitative analysis.
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However, the exclusion of methodologies such as telephone and postal
questionnaires could be regarded as a limitation, as it is possible that some

studies exploring treatment burden may have used these methods.

As detailed above, the search was updated to February 2013 for the purpose of
publication in a peer reviewed journal at the request of reviewers. There had
been a delay of around 18 months between the search being carried out and
submission for publication, for the following reasons 1) the review had
uncovered a significant number of papers for analysis 2) the need for a second
reviewer at all stages caused some time delays as second reviewers tended to
have less time to work on the project 3) a period of maternity leave was taken.
A subsequent search was undertaken to look for pertinent papers that either
stated the exploration of treatment workload or treatment burden in stroke as

an objective, or that added new information, and none were found.

Studying a phenomenon that had not previously been well conceptualised well in
the literature was a challenge, although during the course of the review several

conceptual papers on treatment burden in chronic disease were published %% 4

1393112 which helped greatly with analysis. No papers were found that sought to
understand treatment burden in stroke as an explicit aim, nor have any been
found subsequently. However, information on treatment burden was discovered
in the papers included from the descriptions of the patient experience of stroke
management. This was therefore an attempt to apply a conceptual framework to
a set of studies that have used alternative theories and methods to analyse the

patient experience.

Another issue was the complexity of data extraction, as within each paper there
was a significant amount of irrelevant qualitative data that was difficult to
separate from that on treatment burden due to the difference in focus between
the primary studies and the review. There was considerable data on illness
burden such as the effect of symptoms on everyday living, and on lifework
burden such as managing the home or maintaining employment, carried out in
parallel to but not as a direct consequence of the illness. This is in keeping with
the milestone work published by Corbin and Strauss on the three lines of work
experienced by those with chronic illness as described in Chapter 2 7. Such

burdens all merit further exploration but were not the focus of this work.
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A strength of this review was the robust theoretical underpinning to the data
analysis. The use of framework synthesis *** was appropriate as there were
preconceived research objectives based on knowledge of the literature and
clinical experience, yet this method ensured that results arose directly from the

data. This approach was highly pragmatic and useful, as others have found 2%>:*#

)

and it enhanced transparency of coding. While the suppression of interpretive

creativity **

is a potential risk, this was minimised by paying close attention to
any data that may have fallen outside the framework, and iteratively adapting
the framework during analysis to ensure that analysis was somewhat inductive
382 This novel method of data analysis was very useful for identifying the
components of treatment burden in stroke from the patient perspective, and no

aspects of treatment burden were identified that fell outside this framework.

The large variation in research objectives of included studies means that a
diverse range of treatment burdens are described. A huge advantage of this is
that, for the first time, information about treatment burden has been pieced
together from various sources to create a more comprehensive picture.
However, one limitation is that the papers and therefore participants studied
are heterogeneous in nature, which makes comparisons between papers
difficult, for example to compare papers arising from different countries. It is
likely that there is significant variation in health system delivery between
countries, including availability of services through state-sponsored insurance,

and this will influence the burdens experienced.

Both severity of stroke and level of disability are likely to influence treatment
burden, yet both were generally poorly described in the included papers, and
those that did describe them used varying measures and terminology. It could be
argued that the most physically and mentally impaired may be the most
burdened and the least likely to participate in research, a common problem in
the research arena. For example, the papers that studied aphasic patients
described a particular difficulty for these patients in communicating with
therapists and carers, a perhaps unsurprising but important finding “44¥4>3_ The
inclusion of papers that study aphasic patients and wheelchair users is almost
certainly a strength of this review 4437453 429430 bt there is likely to be an
over representation of able bodied patients. Time since diagnosis is also likely to

influence treatment burden, as patients adjust to their condition and the
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process of rehabilitation. Interestingly, the quality appraisal instrument used did
not judge quality based on the detailed provision of patient characteristics.
During appraisal, judgements were made about whether the sample was
appropriate for the research objectives of that individual study, and if authors
were honest about generalizability. In the qualitative research arena, these
factors tend to be more pertinent than producing work that is generalizable to
other populations, one argument made by those against qualitative syntheses 2>
However, with transparency in reporting about generalizability, qualitative

synthesis is invaluable for informing clinical practice and health policy.

5.5 Conclusion

In this chapter, the creation of a comprehensive taxonomy of treatment burden
underpinned by international research has been described. The taxonomy is not
universally generalizable, but intended to give insight into the scope of burdens
experienced by those with stroke. The taxonomy is broadly categorised into: 1)
making sense of stroke management and planning care; 2) interacting with
others; 3) enacting management strategies and 4) reflecting on management.
Patients described care as fragmented and lacking in continuity, with poor
communication between patient and clinician as well as between healthcare
providers. Information provision is described as generally poor, and patients
would like clinicians to spend more time with them. There is considerable room

for improvement with regard to both inpatient and community services.

In Chapter 7, the taxonomy of treatment burden created here is extended by
adding findings from a qualitative analysis of interviews with stroke patients
from the Greater Glasgow and Clyde area. An exploration of factors that
influence the capacity of individuals to cope with their treatments is also
undertaken. Treatment burden appears to be significantly affected by the micro
and macro organisation of health services, which are likely to vary considerably
between localities. This is discussed further in Chapter 8. Published papers from
the systematic review described here are shown in Appendix 8. In the next
chapter, prescribing and comorbidity in stroke are examined through analysis of

primary care data.
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Chapter 6 — Multimorbidity and prescribing in
people with stroke

6.1 Introduction

6.1.1 Aims of this chapter

To examine the prevalence of multimorbidity and prescribing in people with

stroke, making comparison to those who are stroke-free.

6.1.2 Rationale

In this thesis, treatment burden has been defined as a series of cognitive and
physical tasks that must be accomplished by those with chronic illness in order
to manage their disease, and the effect of these tasks on health and well-being.
In Chapter 5, treatment burden in stroke was explored through a qualitative
lens, giving insight into disease management from the patient perspective. In
this chapter, quantitative techniques are used to explore multimorbidity and
prescribing in stroke. As discussed in Chapter 4, the term multimorbidity is the
presence of two or more long-term conditions without any being cited as the
index ™™*, while comorbidity refers to the presence of one or more morbidities in
addition to an index condition such as stroke '*. In this chapter, the term
multimorbidity is used because the analyses described involve comparison of
those with stroke to those who are stroke free and those in the latter group do
not have an index condition. Quantitative measures are important in our
exploration of treatment burden as this provides governing bodies with objective
measures that can be used to compare patient groups and inform choices when

planning care.

In Chapter 3, it was highlighted that only a small number of studies have
examined co-morbidity and prescribing in stroke and that large, generalizable
studies are lacking. No patient-reported measures of treatment workload or
burden in stroke were found, with only very narrow aspects of care having been
quantified in the medical literature. In Chapter 2, several patient-reported
measures of treatment burden were discussed that have been created for those

with chronic disease, although not specifically for those with stroke. The burden
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of taking medications features consistently in these measures, as does the

influence of multimorbidity on the encumbrances of healthcare.

As more people survive acute events such as stroke and as the population ages,
multimorbidity is becoming a global challenge for policy-makers, clinicians, and
patients %' There is a known association between the number of
morbidities suffered by those with chronic disease and the prescribing of
polypharmacy (multiple medications), as well as other aspects of healthcare
utilisation such as hospital admissions "% 16124824 This supports the premise that
those with higher numbers of conditions to manage are likely to experience
higher levels of treatment workload °. These individuals are also likely to have
lower capacity to cope with their treatments, for example it has been shown
that number of morbidities is positively associated with increased age,

deprivation "* and poor quality-of-life **

, all of which reduce patient capacity
3. As well as causing inconvenience to patients, polypharmacy can contribute to
other treatment burdens such as adverse drug events and admission to hospital
82:88:89 Multimorbidity and prescribing are therefore extremely relevant in the

exploration of treatment burden.

6.1.3 Research question

What is the prevalence of multimorbidity and prescribing in people with stroke

in Scotland, compared to those who are stroke-free?

6.2 Methods

6.2.1 Study design and Participants

To meet the study aims, a cross-sectional study based on a nationally-
representative dataset managed by the Primary Care Clinical Informatics Unit
(PCCIU) at the University of Aberdeen in Scotland was undertaken. This fully
anonymised dataset contains clinical data on all people that were alive and
permanently registered with 314 primary care practices in Scotland on March
31st 2007. Comprising approximately one third of Scottish adults, this sample
has been shown to be representative of this population **°. In the UK,
registration with a medical practice is required for an individual to access

National Health Service (NHS) healthcare in the community. It is estimated that
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over 98% of the population are registered with a medical practice “°, which
systematically records information on each patient in an electronic medical
record, for the purposes of registration and subsequent everyday medical care.
Data were examined that had been extracted from medical records and collated
for a previous study of multimorbidity which had examined the presence of 40
conditions ', including stroke. The NHS National Research Ethics Service had

approved the use of these data for research purposes (Appendix 9).

6.2.2 Data collected and disease definition

Data consisted of the following variables: gender, age, socioeconomic
deprivation (measured from patients’ postcodes using the Carstairs score "),
counts of regularly prescribed medications and the presence of 40 long-term

conditions, including stroke.

As discussed in Chapter 4, there is no ‘gold standard’ method for the
measurement of multimorbidity. Therefore, the 40 long-term conditions
included in a previous study ">* had been chosen and defined based on a recent
systematic review > and expert consensus '>*. Existing definitions for each long-
term condition had been used if possible, mainly those used in the Quality and
Outcomes Framework (QOF) or by NHS Scotland ">*3”3374_|f no standard
definition was available, or there was concern about under-recording, then
conditions had been defined by the clinical members of the research team. For
example, depression was defined as the presence of a QOF Read Code in the last
year or receipt of 4 or more prescriptions for antidepressant drugs (excluding
low dose tricyclics which are usually used for chronic pain) in the past year **.
This was discussed in detail in Chapter 4. A table taken directly from publication
of the original study " is shown in Appendix 2, detailing the full definitions of
each condition. This original study had included measurement of the presence of
a combined group of stroke or transient ischaemic attack (TIA) "™, but for the
purposes of the analyses described here, the presence of stroke alone was
defined using the QOF Business Rules codeset *”* and TIA ignored. These codes
are shown in Appendix 10. For the measurement of multimorbidity, a count of
long-term conditions was taken, with morbidities being noted as either mental

health or physical.
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As there are no standard definitions of regularly prescribed treatments or
measure of polypharmacy, | utilized a count of current regular prescriptions,
including tablets, inhalers, stoma care and topical therapies 3'%*%, Regular
prescriptions (‘repeat’) are clearly distinguished in UK general practice
electronic medical records from one-off (‘acute’) prescriptions such as those for
most antibiotics. For the purposes of these analyses, any regular prescription
that was still active (i.e. available for issue on request) on the date of extraction

and had been prescribed in the last 84 days was counted as current medication.

6.2.3 Statistical analyses

Descriptive statistics comprised cross-tabulations, frequencies, percentages and
graphical illustrations. Analyses were predicated on a comparison of the
characteristics of people with stroke (cases) and without stroke (controls). First,
the numbers of morbidities and prescribed medications in stroke cases and
controls were calculated and proportions within each group computed. Second,
logistic regression, which produces odds ratios, was used to summarise the
relationship between stroke and the presence of comorbidities and prescribed
medications. The odds ratios represent the odds that a characteristic will occur
given a particular outcome (stroke cases), compared to the odds of a
characteristic occurring in the absence of a particular outcome (controls). In
these analyses, having zero comorbidities, or zero prescribed medications, was
the referent category, and stroke was the outcome. Taking the analyses of
comorbidity and stroke as an illustration, a higher proportion of comorbidity in
people with stroke versus those without would result in an odds ratio greater
than 1.0. Conversely, a lower prevalence of comorbidity in people with stroke
would result in an odds ratio lower than 1.0. Thus, if in examining the
prevalence of one to three comorbidities in people with stroke versus controls,
the odds ratio was 4, this means that there is a 4 fold increased odds (risk) of

having one to three comorbidities (as opposed to none) in people with stroke.

Odds ratios were initially unadjusted - for the purposes of comparison - then
adjusted for the key confounding factors of age, gender and socioeconomic
deprivation. Further adjustment for number of morbidities was made when
polypharmacy was the characteristic of interest. GP practices could potentially

vary in their tendency to prescribe medications and this could confound
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associations between stroke and number of prescriptions. A sensitivity analysis
was therefore carried out with practice identification number added into the
fully adjusted model. Odds ratios (for a unit change in category) were compared
before and after addition of practice number. For the purposes of these
analyses, a p value < 0.05 was deemed statistically significant. All analyses were
carried out using Statistical Package for the Social Sciences (SPSS) software
(Version 21).

6.3 Results

Analyses were based on 1,424,378 individuals (724,949 women) aged 18 years
and over who were registered with a general practitioner. A total of 35,690
people (2.5%) had a diagnosis of stroke. As anticipated, the mean age of people
in the stroke group (72.68 (SD 12.21)) was higher than that in the controls (47.36

(SD 17.93)). Demographic characteristics for each group are shown in Table 12.
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Table 12 - Stroke status and demographic characteristics (N=1,424,378)

383

Stroke
N (%)
35690 (100)

No stroke
N (%)

1388688(100)

Unadjusted OR
(95% Cl) @

Adjusted OR (95% CI) *P

Men 18071 (50.6) 681358 (49.1) 1.07 (1.04 to 1.09)° 1.49 (1.46 to 1.53)°

Age group

18-24 50 (0.1) 151643 (10.9) 1 1

25-34 157 (0.4) 229239 (16.5) 2.08 (1.51 to 2.86) 2.08 (1.52 to 2.86)

35-44 592 (1.7) 278401 (20.0) 6.45 (4.83 to 8.61) 6.53 (4.89 t0 8.71)

45-54 2019 (5.7) 251775 (18.1) 24.32 (18.37 to 32.20) 24.80 (18.73 to 32.83)
55-64 5650 (15.8) 213683 (15.4) 80.19 (60.70 to 105.94) 82.58 (62.51 to 109.10)
65-74 9847 (27.6) 145433 (10.5) 205.35 (155.51 to 271.16) 212.61 (161.01 to 280.74)
75+ 17375 (48.7) 118514 (8.5) 444,64 (336.83 to 586.95) 476.65 (361.07 to 629.23)

Deprivation quintile
1
2
3
4

5 most deprived

5993 (16.8)
7724 (21.6)
8251 (23.1)
7008 (19.6)
6714 (18.8)

266036 (19.2)
296430 (21.3)
313996 (22.6)
264376 (19.0)
247850 (17.8)

1
1.16 (1.12 to 1.20)
1.17 (1.13t0 1.21)
1.18 (1.14 t0 1.22)
1.20 (1.16 to 1.25)

1
1.09 (1.05 to 1.12)
1.20 (1.16 to 1.24)
1.28 (1.24 t0 1.33)
1.42 (1.37 to 1.47)

a all p values <0.00T

b adjustments were made for all other demographic variables e.g. age and deprivation when examining gender.

c reference category is women

LT
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Comorbidities
Table 13 shows the number (percent) of total morbidities, physical morbidities

and mental health morbidities in the stroke and control groups along with odds
ratios for stroke in relation to these variables. Comorbidity was common in
stroke: of the study members with stroke, the percentage that had one or more
additional morbidities present (94.2%) was almost twice that apparent in the
control group (48%) (OR adjusted for age, gender and deprivation; 95% Cl: 5.18;
4.95 to 5.43). Disaggregating the data into type of morbidity revealed that
physical morbidity was markedly more common in people with stroke (adjusted
OR 4.50; 95% Cl 4.31 to 4.68) and mental health morbidity was also more
common but the relationship was less strong (adjusted OR 2.10; 95% CI 2.05 to
2.15).
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Table 13 - Stroke status according to number of morbidities (N=1,424,378)

383

Stroke N (%)
35690 (100)

No stroke N (%)
1388688 (100)

Unadjusted OR (95% CI) @

Age, gender and
deprivation adjusted OR
(95% CI) ®

Total number of morbidities °

None 2053 (5.8) 721430 (52.0) 1 (referent) 1

One-three 17750 (49.7) 551295 (39.7) 11.31 (10.81 to 11.85) 4.35 (4.15 to 4.56)
Four-six 12300 (34.5) 100500 (7.2) 43.01 (41.03 to 45.09) 8.59 (8.17 t0 9.04)
Seven or more 3587 (10.1) 15463 (1.1) 81.52 (77.04 to 86.26) 12.81 (12.05 to 13.61)
Number of physical morbidities b

None 2769 (7.8) 800202 (57.6) 1 1

One-three 20716 (58.0) 510846 (36.8) 11.72 (11.26 to 12.20) 4.03 (3.86 t0 4.20)
Four-six 10414 (29.2) 70709 (5.1) 42.56 (40.79 to 44.41) 7.32 (6.99 to 7.67)
Seven or more 1791 (5.0) 6931 (0.5) 74.68 (70.05 to 79.61) 10.33 (9.64 to 11.05)

Number of mental morbidities
None
One-three

Four or more

21961 (61.5)
13533 (37.9)
196 (0.5)

1163095 (83.8)
223739 (16.1)
1854 (0.1)

1
3.20 (3.13 t0 3.27)
5.60 (4.83 to 6.49)

1
2.08 (2.04 to 2.13)
3.56 (3.03 to 4.20)

2 all p<0.001
®excluding stroke

IZA"
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The ten most frequent co-morbidities present in people with a diagnosis of
stroke were: hypertension (60.9%), coronary heart disease (29.5%), painful
condition (21.9%), depression (20.7%), diabetes (18.8%), chronic kidney disease
(14.3%), constipation (13.8%), atrial fibrillation (13.0%), thyroid disorders

(11.9%), and chronic obstructive pulmonary disease (11.9%).

Figure 2 displays the odds ratios (adjusted for age, gender and deprivation) for
stroke in relation to the 31 physical morbidities examined. Table 14 elaborates
on this by showing both unadjusted and adjusted odds ratios along with the
crude prevalence of all physical morbidities in the stroke and control groups. In
all, 28 out of the 31 physical morbidities examined were significantly more
common in the stroke group; this was 27 after adjustment for potential
confounding factors. For instance, epilepsy (adjusted OR 4.43; 95% Cl 4.14 to
4.74), hypertension (adjusted OR 2.67; 95% Cl 2.61 to 2.73), peripheral vascular
disease (adjusted OR 2.47; 95% Cl 2.37 to 2.58), atrial fibrillation (adjusted OR
2.44; 95% Cl 2.36 to 2.53), and coronary heart disease (adjusted OR 2.06; 95% Cl
2.01 to 2.11) were all more common in people experiencing a cerebrovascular
disease event. By contrast, dyspepsia was markedly less common in the stroke
group (adjusted OR 0.63; 95% Cl 0.60 to 0.66).
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Figure 2 - Odds ratios and 95% confidence intervals (adjusted for age, gender and
deprivation) for stroke in relation to the 31 physi cal morbidities examined
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Table 14 - Stroke status and prevalence of physical

morbidities (N=1,424,378) ***

Stroke N (%)
35690 (100)

No stroke N (%)
1388688 (100)

Unadjusted OR (95%
(o) o

Age, gender and

deprivation adjusted OR

(95% Cl)>®

Epilepsy 1186 (3.3) 11198 (0.8) 4.23 (3.98 to 4.49) 4.43 (4.14 to 4.74)
Hypertension 21742 (60.9) 212572 (15.3) 8.62 (8.44 to 8.81) 2.67 (2.61 t0 2.73)
Peripheral vascular diseases 3286 (9.2) 19954 (1.4) 6.96 (6.69 to 7.23) 2.47 (2.37 to 2.58)
Atrial fibrillation 4652 (13.0) 19324 (1.4) 10.62 (10.27 to 10.99) 2.44 (2.36 to 2.53)
Coronary heart disease 10518 (29.5) 70949 (5.1) 7.76 (7.58 to 7.95) 2.06 (2.01 to 2.11)
Diabetes 6697 (18.8) 68134 (4.9) 4.48 (4.36 to 4.60) 1.96 (1.90 to 2.02)
Migraine 273 (0.8) 8978 (0.6) 1.19 (1.05 to 1.34) 1.87 (1.65 to 2.12)
Chronic liver disease 159 (0.4) 2455 (0.2) 5=5030(3615 to 2.97) 1.86 (1.57 to 2.19)
Chronic kidney disease 5100 (14.3) 28466 (2.0) 7.97 (7.72 to0 8.23) 1.85 (1.78 to 1.91)
Heart failure 2977 (8.3) 15922 (1.1) 7.85 (7.53 t0 8.17) 1.82 (1.74 to 1.90)
Constipation 4934 (13.8) 31482 (2.3) 6.92 (6.70 to 7.14) 1.74 (1.68 to 1.80)
Viral Hepatitis 19 (0.1) 1156 (0.1) 0.64 (0.41 to 1.01) 1.72 (1.08 to 2.74)
p=0.053 p=0.023
Blindness & low vision 1124 (3.1) 7254 (0.5) 6.19 (5.81 to 6.60) 1.59 (1.48 to 1.70)
Painful condition 7810 (21.9) 118321 (8.5) 3.01 (2.93 to 3.09) 1.51 (1.47 to 1.55)
Chronic obstructive pulmonary 4235 (11.9) 48872 (3.5) 3.69 (3.57 to 3.82) 1.44 (1.39 to 1.50)

disease

LLT
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Inflammatory arthritis, connective 4198 (11.8) 53810 (3.9) 3.31 (3.20 to 3.42) 1.40 (1.35 to 1.45)
tissue disorders and gout
Diverticular disease of intestine 3472 (9.7) 30341 (2.2) 4.83 (4.65 t0 5.01) 1.35 (1.29 to 1.40)
Thyroid disorders 4244 (11.9) 67699 (4.9) 2.63 (2.55 t0 2.72) 1.34 (1.29 to 1.39)
Psoriasis or eczema 446 (1.2) 9923 (0.7) 1.76 (1.60 to 1.93) 1.32 (1.19 to 1.46)
Parkinson’s disease 361 (1.0) 2380 (0.2) 5.95 (5.33 to 6.65) 1.30 (1.16 to 1.46)
Inflammatory bowel disease 382 (1.1) 9369 (0.7) 1.59 (1.44 to 1.77) 1.27 (1.14 to 1.41)
Irritable bowel syndrome 1539 (4.3) 50598 (3.6) 1.19 (1.13 to 1.26) 1.23 (1.17 to 1.30)
Hearing loss 3968 (11.1) 50766 (3.7) 3.30 (3.19 to 3.41) 1.17 (1.13 to 1.22)
Multiple sclerosis 92 (0.3) 3755 (0.3) 0.95 (0.78 to 1.17) 1.12 (0.90 to 1.38)
p=0.650 p=0.309
Prostate disorders 1424 (4.0) 13809 (1.0) 4.14 (3.91 to 4.37) 1.11 (1.05 to 1.18)
p=0.001
Asthma 2285 (6.4) 82220 (5.9) 1.09 (1.04 to 1.14) 1.10 (1.05 to 1.15)
Glaucoma 1544 (4.3) 14375 (1.0) 4.32 (4.10 to 4.5610) 1.08 (1.02 to 1.14)
Cancer 2937 (8.2) 40727 (2.9) 2.97 (2.85 to 3.09) 1.08 (1.04 to 1.13)
Bronchiectasis 173 (0.5) 2641 (0.2) 2.56 (2.19 to 2.98) 1.06 (0.91 to 1.25)
p=0.454
Chronic sinusitis 248 (0.7) 8917 (0.6) 1.08 (0.95 to 1.23) 1.02 (0.89 to 1.16)
p=0.219 p=0.820
Dyspepsia 2571 (7.2) 76633 (5.5) 1.33 (1.28 to 1.38) 0.63 (0.60 to 0.66)

@ reference category is absence of each condition
® all p values <0.001 unless otherwise stated

8.1
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In Figure 3 we show the odds ratios (adjusted for age, gender and deprivation)

for stroke in relation to 8 mental health morbidities.

Table 15 shows unadjusted and adjusted odds ratios along with the crude
prevalence of all mental health morbidities in the stroke and stroke-free groups.
In all, 6 out of the 8 mental health morbidities examined were significantly more
common in the stroke group, and following adjustments all 8 mental health
morbidities were significantly more common. This includes drug and medication
use problems (adjusted OR 2.34; 95% Cl 2.25 to 2.43), depression (adjusted OR
2.09; 95% Cl 2.03 to 2.15), alcohol problems (adjusted OR 2.05; 95% Cl 1.96 to
2.15) and anxiety & stress (adjusted OR 1.61; 95% Cl 1.55 to 1.66).
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Figure 3 - Odds ratios and 95% confidence intervals (adjusted for age, gender and

deprivation) for stroke in relation to the 8 mental morbidities examined
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Table 15 - Stroke status and prevalence of mental h

ealth morbidities (N=1,424,378) ***

Stroke N (%)
35690 (100)

Non stroke N (%)
1388688 (100)

Unadjusted OR (95%
(ol )

Age, gender and
deprivation adjusted
OR (95% Cl)*P

Drug and medication 3831 (10.7) 38629 (2.8) 4.20 (4.06 to 4.35) 2.34 (2.25 to 2.43)
use problems

Depression 7394 (20.7) 136549 (9.8) 2.40 (2.33 to 2.46) 2.09 (2.03 to 2.15)
Alcohol problems 2062 (5.8) 40301 (2.9) 2.05 (1.96 to 2.15) 2.05 (1.96 to 2.15)
Anxiety & stress 4026 (11.3) 51700 (3.7) 3.29 (3.18 to 3.40) 1.61 (1.55 to 1.66)
Learning disability 115 (0.3) 4899 (0.4) 0.91 (0.76 to 1.10) 1.50 (1.24 to 1.82)
Anorexia or bulimia 118 (0.3) 5188 (0.4) g=§93(3(’)674 to 1.06) 1.50 (1.24 to 1.83)
Dementia 2075 (5.8) 9621 (0.7) p8=%51 35.43 to 9.29) 1.44 (1.37 to 1.52)
Schizophrenia and 452 (1.3) 12041 (0.9) 1.47 (1.33 to 1.61) 1.32 (1.20 to 1.46)

bipolar disorder

@ reference category is absence of each condition
® all p values <0.001 unless otherwise stated

18T



Chapter 6 — Multimorbidity and prescribing in people with stroke 182

6.3.1 Regular prescriptions

As anticipated, the number of regular prescriptions was significantly correlated
with number of morbidities in the stroke (spearman rho = 0.58 p<0.001) and
control (spearman rho = 0.75 p<0.001) groups. Table 16 shows the number of
repeat prescriptions in the stroke and control groups accompanied by odds
ratios. Those with stroke were more likely to be on a repeat prescription than
the control group (adjusted OR 4.53; 95% ClI 4.33 to 4.74). In the stroke group,
12.6% had 11 or more repeat prescriptions compared to only 1.5% of the control
group (OR adjusted for age, gender, deprivation and morbidity count 15.84; 95%
Cl 14.86 to 16.88). The sensitivity analysis showed no evidence of a practice
effect (OR without practice ID 1.55; 95% CI 1.54 to 1.56 and OR with practice ID
1.52; 95% CI 1.50 to 1.53).
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Table 16 - Stroke status and number of repeat medic

ations (N=1,424,378) **

Stroke N (%)
35690 (100)

No stroke N
(%)
1388688
(100)

Unadjusted OR
(95% Cl) @

Age, gender and

deprivation adjusted

OR (95% Cl)

Age, gender,
deprivation and
morbidity count
adjusted OR (95% ClI) @

Number of medications
None

One-two

Three-four

Five-six

Seven-eight

Nine-ten

Eleven or more

2447 (6.9%)
3038 (8.5%)
6566 (18.4%)
8185 (22.9%)
6721 (18.8%)
4219 (11.8%)
4514 (12.6%)

863688 (62.2%)
240721 (17.3%)
122518 (8.8%)
75512 (5.4%)
43344 (3.1%)
22536 (1.6%)
20369 (1.5%)

1 (referent)

4.45 (4.22 to 4.70)
18.92 (18.05 to 19.82)
38.26 (36.55 to 40.05)
54.73 (52.20 to 57.38)
66.08 (62.76 t0 69.57)
78.22 (74.32 t0 82.32)

1
2.38 (2.26 t0 2.52)
6.25 (5.95 to 6.57)
10.50 (9.99 to 11.03)
13.90 (13.20 to 14.63)
16.22 (15.34 t017.15)
20.13 (19.05 to 21.27)

1
2.29 (2.17 to 2.42)
5.78 (5.49 to 6.08)
9.36 (8.89 to 9.86)
11.94 (11.29 to 12.62)
13.44 (12.65 to 14.29)
15.84 (14.86 to 16.88)

¢ all p<0.001

€8T
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6.4 Discussion

6.4.1 Summary of findings and implications

Analyses of this large, demographically representative sample of people in
Scotland showed that multimorbidity and polypharmacy were much more
common in people with a diagnosis of stroke. More than a third of those with
stroke (34.5%) had 4-6 comorbidities compared to just 7.2% of controls and 12.6%
were being prescribed eleven or more different medications, thus suggesting
that a large number of those with stroke endure a significant burden of illness
with a concomitant demanding burden of treatment. The number of conditions
an individual has is likely to increase treatment burden in several ways, and this
was discussed in detail in Chapter 2. These findings are consistent with current
knowledge that those with stroke are an elderly population with considerable
cardiovascular disease risk “?, for whom effective treatments are increasingly
available to alleviate symptoms and address underlying causal factors *.
Diagnoses of most chronic conditions were more common in the stroke group and
this remained the case after adjustment for age, gender and deprivation.
Dyspepsia was the only condition that was significantly more common in the
stroke-free group. This is likely to be due to how dyspepsia was defined i.e.
those with 4 or more prescriptions for dyspepsia medication were counted but
this excluded those on NSAIDS, aspirin or clopidogrel, and the latter two are

commonly prescribed for those with stroke.

Stroke patients were considerably more likely to be on higher numbers of
medications than controls after adjustment for age, gender, deprivation and
morbidity count. Number of medications is known to be associated with an

85 379;380 and can

increased risk of prescribing errors and adverse drug events
therefore be considered a directly measurable proxy measure of wider aspects
of treatment burden. In this study, 21.9% of people with stroke had a painful
condition, 20.7% had depression and 13.0% had atrial fibrillation, increasing the
risk of being prescribed NSAIDs, antidepressants and anticoagulants
concomitantly, a combination known to increase the risk of adverse events such
as bleeding. However as discussed in Chapter 2, the optimal number of drugs for

an individual is likely to be variable 8. therefore, caution should be exerted in



Chapter 6 — Multimorbidity and prescribing in people with stroke 185

the interpretation of results as the measurement of treatment burden is

undoubtedly more complex than a simple count of medications.

The number of medications prescribed was correlated with number of
morbidities recorded in both stroke and control groups, but more so in the
control group. This should be interpreted with caution as stroke patients are
likely to already be on significant numbers of preventative medications before
other morbidities are added, and many of these medications, such as statins for
reducing cholesterol levels, are prescribed for multiple concordant morbidities
that require similar drugs such as stroke, coronary heart disease and peripheral
vascular disease '®'. This reduces the likelihood of additional morbidities
increasing the number of medications prescribed in the stroke group compared

to controls.

Stroke was considerably more common in older age groups, an unsurprising
finding, but one which has important implications for the impact of treatment
burden, as elderly individuals are likely to be at higher risk for having poor
financial and social resources, reducing their capacity to cope with high levels of
treatment burden 3. Factors that influence patient capacity to cope with

treatments are explored in the next chapter.

6.4.2 Strengths and limitations

These analyses were undertaken using data from a large, nationally-
representative, primary care sample and as far as | am aware this is the first
study of such scale that examines comorbidity and polypharmacy in stroke. This
sample is representative of the Scottish adult population **°; however, it may

not reflect experience in other countries and healthcare systems.

The prevalence of stroke in this sample was similar to that shown in other
studies 22, further validating the data; however, data were collected for
clinical rather than research purposes. PCCIU data is reliant on data entry
systems and completeness within contributing practices. Some practices may
have been ‘paper light’ meaning they no longer use paper notes at all, resulting
in more complete data entry relating to consultations. The majority will have

used a mixed system of computer and paper recording at the time of data
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extraction. However, the data used in this study such as prescription data and
diagnosis coding is expected to be quite complete in all practices, and
additionally, any items relating to QOF, and therefore payment to
practices, are likely to have been well recorded. As recruitment was at the
practice level, the most likely bias that could arise in this type of study is a
selection bias due to unknown differences in practices who agreed to take part
versus those who did not. However, the large numbers in the sample and the
knowledge that the sample is representative of the Scottish population are both

reassuring.

No standard methods for measuring comorbidity or prescribing exist and
therefore a pragmatic approach was taken. There are limitations of the
definitions used for some morbidities. For example, because dyspepsia is thought
to be poorly recorded in primary care records, patients who were on therapies
for dyspepsia were counted as having that condition even if a read code was
absent. However, those on aspirin and clopidogrel were excluded as patients on
these medications are often given dyspepsia medication prophylactically. This
will have precluded most stroke patients from a diagnosis of dyspepsia and
therefore the finding that dyspepsia was more common in the control group
should be interpreted with caution. Thirty nine comorbidities were examined
which is substantially more than in previous studies. The rationale for including
the conditions examined and the rules for identifying the presence of each are
described in detail by the team who previously collated the data ** and
discussed in Chapter 4. Medications bought over the counter or given from
secondary care are not included, although at the time of the analyses
prescriptions to over-65s and to many people with chronic conditions were all
free, with others being able to cap their out-of-pocket costs, thus suggesting a

financial incentive to get medication via the primary care practice.

As this is a cross sectional study, the data is taken from one particular point in
time, and therefore no conclusions about temporality or causation can be made.
The measure of comorbidity was unweighted, as the aim was to be descriptive
rather than to assess outcomes. This was deemed to be the most appropriate
method and is similar to that used by others investigating the prevalence of

multimorbidity "™*37%37¢ but could be viewed as a limitation. It should also be
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noted that due to the nature of the study, multiple analyses were carried out. It
was decided to report significant results as p<0.05, but results should be
interpreted with caution as some results could have arisen by chance.
Additionally, the large sample size will have increased the likelihood of finding
significant results, and for these reasons, odds ratios were reported to enhance

clarity.

Lastly, this study examined comorbidity and prescribing in order to explore
treatment burden in stroke. However, there are many other aspects of
treatment burden still to be examined, for example clinic visits, co-ordination of
care, and financial burden of therapies. Additionally, the development of a
patient-reported measure would enable a more detailed examination of
treatment burden in stroke from the patient perspective. This will be discussed

further in Chapter 8.

6.5 Conclusion

In this large, nationally-representative study, multimorbidity and polypharmacy
were shown to be strikingly more common in those with stroke than those
without. Diagnoses of most of the 39 long-term conditions were significantly
more common in the stroke group. Polypharmacy can be thought of as a direct
measure of one aspect of treatment burden and this and multimorbidity are also
likely to be proxy markers for other aspects of treatment burden, as patients
face the demands of managing multiple medications and conditions
simultaneously. The published paper from the work described in this chapter is

shown in Appendix 11.
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Chapter 7 - Treatment Burden as Experienced by
the Stroke Patient

7.1 Introduction

7.1.1 Aims of this chapter

This chapter has two aims: 1) to verify and expand the taxonomy of treatment
burden already created; and 2) to explore factors that influence an individual’s

capacity to manage their health.

7.1.2 Rationale

Two major findings have described in this thesis so far: 1) A taxonomy of

treatment burden in stroke created from a systematic review of the qualitative

)**%3% and quantification of multimorbidity and prescribing

383 In

literature (Chapter 5
in a large, nationally-representative sample of stroke patients (Chapter 6)
this Chapter, qualitative analyses of interviews with those who have had a stroke
are used to expand the taxonomy of treatment burden described in Chapter 5
and to additionally explore what factors influence patient capacity to manage
health problems and respond to the requirements of healthcare providers '3,
As discussed in Chapters 2 and 4, the decision to include an exploration of
patient capacity in this study was informed by emerging theories in the
literature that suggest that investigation of capacity alongside treatment burden
is important in order to provide a rich picture of the patient experience ¥4, As
described in Chapter 3, comprehensive exploration of patient capacity in stroke

is currently lacking.

A novel aspect of this work is that the interviews were carried out and analysed
in two parts: a first set of fifteen analysed using the same framework used in the
systematic review in Chapter 5; and a second set of fourteen analysed using
thematic analysis. Methods were influenced by results from the systematic
review, Normalization Process Theory (NPT) and theories of treatment burden

and patient capacity that were emerging in the literature ">,
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7.1.3 Research question

What treatment burdens do those with stroke describe and what factors affect

their capacity to cope with treatments?

7.2 Methods

Ethical approval was granted by the local Medical Research Ethics Committee.

Documents are shown in Appendix 12.

7.2.1 Recruitment of participants

A total of 29 participants who had previously had a stroke were recruited from
the Greater Glasgow and Clyde area, through both primary and secondary care,
including general practices, outpatient clinics and inpatient wards (Stobhill
Hospital and Glasgow Royal Infirmary). Those in primary care received
information about the study through the post from their GP, along with a letter
inviting them to take part. Those in secondary care were approached by a
research nurse and given both verbal and written information. Interested
participants then sent a reply slip with their contact details, and all were given
my contact details in case they required any further information. Times for
interview were arranged over the phone. Correspondence sent to primary care
practices and secondary care clinics during recruitment are shown in Appendix
13. The information pack given to potential participants is shown in Appendix
14.

189

Recruitment was purposive to include a range of patient characteristics including

gender, age, deprivation, time since diagnosis and severity of disability.
Inclusion criteria were: patients aged 18 years and over; diagnosis of
haemorrhagic or ischaemic stroke. Exclusion criteria were: a history of mental

impairment that would suggest that they would be unable to give informed

consent to participate in the study; unable to communicate in English (there was

no funding for translators); a history of violence towards members of the
primary health care team or other health professionals; a terminal illness, other
than stroke, with life expectancy less than 6 months. Thus individuals were
excluded without clear evidence of stroke, or who would be unable to provide

informed consent, or who present a risk to the research team, or for whom life
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expectancy is particularly limited. Patients with aphasia were included, during
the interviews alternative methods of communication were used as necessary
and carers often spoke with non-verbal verification from the patient.

Importantly, patients with co-morbidities were not excluded.

Recruitment was iterative in that analyses of initial interviews informed
recruitment for subsequent ones. For example, after fifteen interviews a gender
imbalance was noted and therefore more females were recruited for the last
fourteen. Additionally, it was noted that those who had been diagnosed with
stroke a long time ago found it hard to recall much about their experiences and
therefore those diagnosed in the last five years were purposively sought. It is
important to note that although a different method of data analysis was used for
the second set of interviews, the same phenomenon was explored (treatment
burden) and therefore addressing an imbalance in participant characteristics was

still relevant.

7.2.2 Data collection

Each participant was interviewed once in their own home. All gave informed
consent prior to the interview starting. The consent form is shown in Appendix
15. One man tired during the interview and asked for it to be completed on a
subsequent day. Interviews were semi-structured, however questions were open-
ended and participants were encouraged to discuss aspects of treatment burden
they felt had been omitted from the schedule. Interview schedules for the first
fifteen were theory driven (NPT) and also informed by findings from the
systematic review and my clinical experience. Participants were asked to
describe the care they had received for their stroke and any burdens they had
encountered. Data saturation appeared to have been reached after analyses of
data from this first set of interviews; therefore, during the second set, burdens
already identified were presented to the patient for verification and comment,
and any new burdens sought. Participants were also asked to order the four
categories of treatment burden found in the systematic review (making sense of
stroke management and planning care; interacting with others including health
professionals, family and other stroke patients; enacting management
strategies; and reflecting on management) from ‘most burdensome’ to ‘least

burdensome’. Additionally, due to an emphasis on patient capacity in the
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emergent theories on treatment burden in the literature [1,2], participants were
asked to explain factors that had increased or decreased their abilities to cope
with their treatments, such as their own personal attributes or support received
from others. Field notes were taken during the interviews. Both interview

schedules are shown in Appendix 16.

At the end of each interview, an assessment of disability was made using the
Modified Rankin Scale (shown in Appendix 17) and this assessment was verified
by the patient. Interviews were digitally recorded and then transcribed verbatim
by another party. Following the interviews, SIMD decile was calculated from the
participant’s postcode using an online tool (http://www.sns.gov.uk/) and the
following data were gathered from primary care records: time since last stroke;
number of strokes; number of TIAs; number of co-morbidities; number of regular
medications. Medications included all tablets, topical treatments, inhalers and
sprays on repeats. Repeat medications were included if filled in the last three
months, and acute medications included if obtained three months or more in a
row. On examination of the records, it transpired that two patients had in fact
had a TIA rather than a CVA (participants 13 and 24), in these cases time since
last TIA was noted. Another participant (participant 12) had TIA documented as
her first ‘stroke’ in the medical notes but soon after had left arm weakness

documented so this was assumed to be a CVA not TIA.

7.2.3 Data analysis
7.2.3.1 First fifteen interviews

Data from the first fifteen interviews were analysed to explore treatment
burden using the same coding framework as was used for the systematic review
described in Chapter 5, underpinned by NPT (shown in Chapter 5, Table 9). This
allowed direct comparison of results with the review and therefore verification
and expansion of the taxonomy of treatment burden. As discussed in Chapter 4,
NPT is a sociological theory that seeks to explain how a set of practices such as
those involved in stroke management are implemented, embedded and
integrated into everyday life '"*"8, This theory has been widely used in research
exploring the implementation of health technologies and complex interventions

119:121:463 " and more recently it has been utilised in research that explores
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treatment burden experienced by those with chronic disease '"*'%12%3% NPT is
built on four constructs that organize the patient workload of chronic disease
management into the following broad categories: sense-making; interacting with

others; enacting management strategies; and appraisal work '8

Data were analysed using Nvivo 10 software. The five stages of framework
analysis were followed: familiarisation, identifying a thematic framework,

indexing, charting, mapping and interpretation 34:347:349 348

Familiarisation

This involved reading and rereading the transcripts as well as listening to an
audio version of the interviews to familiarise with the content and become

‘immersed’ in the data.
Identifying a thematic framework

The coding framework was based on the one adapted and refined during data
analysis in the systematic review described in Chapter 5. During analysis the

framework was scrutinised for any further necessary modifications, but none
were necessary and therefore the framework remained unchanged (shown in

Chapter 5, Table 9).

Indexing, charting, mapping and interpretation

Data were coded under the four NPT domains (coherence, cognitive
participation, collective action, reflexive monitoring) and their subconstructs.
Several codes were created within each subconstruct which pertained to aspects
of treatment burden. A careful note was made of any treatment burdens that
fell outside the coding frame, in order to assess if the framework was ‘fit for
purpose’ and to minimise the risk of ‘shoe horning’ findings into the framework,

as discussed in Chapter 4. No such treatment burdens were found.

To enhance reliability of coding, four transcripts were coded separately by one
of my supervisors with experience in qualitative research, and any differences

were discussed (interviews with participants 2,6,8,and 15). This was deemed
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appropriate as the coding frame had already been developed during coding of
data in the systematic review **2. No formal assessment was made of inter-rater
reliability as the benefits of this in qualitative research are limited **¢, however
no major conflicts arose. Additionally, during the coding process, my supervisor
and | were involved in another project that required us to rate complex
interventions with regard to their impact on treatment burden and patient
capacity "2, and it was felt that this enhanced our agreement on how to code

the interviews in this study.

Following this first stage of coding, themes were created by examining data to
look for regularities, irregularities and relationships between components. Data
were examined to look for codes that had captured very little data to establish if
this data had been coded in error and in fact belonged under a different code
with similar meaning (i.e. two codes were aggregated) or if it was a stand-alone
item. Data were also examined to look for any data that contradicted other

items to explore deviant cases.

A pragmatic approach was taken to subsequently analyse, reorganise and merge
themes into a taxonomy of treatment burden using the same four NPT derived
headings as in the systematic review, to allow later comparison of findings. At
this stage, it was noted that treatment burdens fell into one of two categories:
healthcare tasks or care deficiencies. Burdens were therefore further organised
into these two groups within each NPT-based heading. This allowed results to be

compared to findings from the review whilst adding conceptual depth to results.

7.2.3.2 Second fourteen interviews

Thematic analysis was used to code data from the second fourteen interviews.
This was to confirm data saturation following analysis of the first fifteen
interviews, and to allow additional exploration of factors that influence an
individual’s capacity to cope with their treatments. As discussed above,
participants had been asked to grade the categories of treatment burden from
‘least burdensome’ to ‘most burdensome’ but most found this very difficult and
data was not deemed reliable enough for analysis. This is discussed further

below.
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During data analysis the six stages of thematic analysis were followed:
familiarization with data, generating initial codes, searching for themes among
codes, reviewing themes, defining and naming themes, and producing the final

report %,

Familiarization with data

Transcripts were read through and interview recordings listened to. Field notes

were examined. Possible codes were noted.

Generating initial codes

Treatment burdens and factors that influence capacity were coded. Interviews
were listened to during coding of transcripts as it was helpful to hear the tone of
the participants’ voices and any pauses in the flow of conversation. Previous
codes and transcripts were revisited during the coding process resulting in codes
being split or deleted, and therefore the process was iterative. By the end of

this stage, data had been reduced into a set of codes.

Searching for themes among codes

Codes were examined to look for patterns, relationships and conflicting ideas,
then broader themes created. Some codes were noted to contradict one
another, so the data were revisited to check that codes were true to the data
and to theorize any apparent reasons why participants reported contradictory
experiences, e.g. poor access to a general practitioner could be due to the
patient’s own mobility difficulties or due to the practice system being

substandard, or both.

Reviewing themes

Themes were examined to look for patterns, relationships and conflicting ideas,
resulting in splitting or condensing of themes. The data was then revisited to

check that themes were true to the data.

Defining and naming themes
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Themes were sorted into those that described treatment burden and those that
described factors that influence capacity. Themes were examined and notes
made about why they were interesting. A few sentences were written to

describe each theme and final names given to them.

Producing the final report

Reflections were made on how themes relate to the research question and a

thick description of the data given with exemplar quotes.

7.2.3.3 Overall integrative analysis

Components of treatment burden found in the second set of interviews were
compared to and merged with the taxonomy created in the first. This taxonomy
was then compared to and merged with the original one created in the
systematic review described in Chapter 5. A taxonomy of factors that affect

patient capacity was created separately.

7.3 Results

7.3.1 Participants

29 participants were recruited, 18 from primary care and 11 from secondary
care. 16 were male and 13 female, Table 17 gives detail on age, gender,

deprivation (SIMD decile) and disability (Modified Rankin score).
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Table 17 — Participant details

Person | Sex Age group | Number of | Number of Number | Number | Rankin | SIMD | Time
co- medications | of of TIAs | score | decile | since
morbidities strokes diagnosis

in
months

1 Male 70-79 2 6 2 2 4 1 241

2 Male 70-79 2 4 1 0 2 8 241

3 Male 60-69 5 9 1 0 2 2 150

4 Male 70-79 4 9 1 1 2 9 58

5 Male 70-79 4 6 1 0 2 4 99

6 Female | 70-79 2 8 1 0 0 2 145

7 Female | 70-79 7 15 1 1 2 1 85

8 Male 70-79 1 6 1 0 2 9 2

9 Male 60-69 1 3 1 0 2 1 9

10 Male 40-49 2 4 1 0 2 2 217

11 Male 50-59 0 3 2 0 4 1 6

12 Female | 60-69 1 8 3 0 4 2 88

13 Male 50-59 5 9 0 1 2 3 66

14 Male 40-49 0 3 1 0 3 1 7

15 Male 70-79 5 8 1 0 0 5 14

16 Female | 70-79 3 12 1 0 3 5 28

17 Female | 70-79 5 10 1 0 1 8 4

18 Female | 60-69 3 7 1 0 3 8 64

19 Female | 50-59 3 7 1 0 2 7 28

20 Female | 60-69 5 11 1 1 1 7 51

96T



Chapter 7 - Treatment Burden as Experienced by the Stroke Patient

Person | Sex Age group | Number of | Number of Number | Number | Rankin | SIMD | Time
co- medications | of of TIAs | score decile | since
morbidities strokes diagnosis

in
months

21 Female | 80-89 6 9 1 0 3 4 67

22 Female | 60-69 0 0 1 0 0 7 25

23 Male 60-69 3 9 3 0 4 2 73

24 Male 80-89 2 11 0 3 1 9 13

25 Female | 80-89 4 7 2 0 3 4 12

26 Female | 70-79 1 11 1 0 2 9 131

27 Female | 60-69 10 11 1 0 2 1 44

28 Male 50-59 3 8 1 0 3 1 8

29 Male 80-89 12 8 1 1 2 1 4

/6T



Chapter 7 - Treatment Burden as Experienced by the Stroke Patient 198

7.3.2 Treatment Burden

Treatment burdens were identified as arising from either: 1) the workload of
healthcare; or 2) the endurance of care deficiencies. Healthcare workload
encompassed the acts of thinking, organising, doing and reflecting that occur
during the management of stroke. Care deficiencies were aspects of health or
social care that did not meet perceived needs or expectations. These two
components of treatment burden are reported below under the same four phases
of stroke management as described in Chapter 5: Making sense of stroke and
planning care; interacting with others; enacting management strategies; and

reflecting on management. A summary is shown Table 18.

Some new aspects of treatment burden were identified in the interviews that
had been missing from the systematic review described in Chapter 5. These are
shown in Table 19. No new treatment burdens were uncovered in the second set
of interviews when compared to the first. Similarities and discrepancies between
findings from the interviews and the systematic review are reported alongside

the results.
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Table 18 — A summary of treatment burdens uncovered

Healthcare Workload

Care Deficiencies

*  Understanding symptoms,
investigations, treatments, risk

Lack of information provision &
poor signposting

Maki ngsense factors Information hard to understand
*  Information gathering Poorly timed infarmation
of stroke *  Takingresponsibility Mot enough verbal information
manageme nt *  iGpal setting & prioritising Mot tailored to individual
: *  Problem solving Lack of support with care
and plannlng *  Managinguncertainty & planning
care maintaining motivation
) Developing coping strategies
*  Coping with negative
emotions
*  Seeking advice or help from Misdiagnosis
health and social care Faternalism
Int £ professionals Lack of understanding
fEEtdcting *  Gaining support from friends, Mismatch in ideas
with others family, fellow patients Foor access to GP
*  Strained relationships Foorly co-ordinated care
*  Protecting carers Poor continuity
*  Stigma Foor communication from GP
. AcLUte care Waiting times asinpatient
*  |npatient rehakilitation Unpleasant ward
*  Discharge home or to care home Paorly supported discharge
*  Community rehahilitation Poor GP follow up
+  Outpatient appointmeants Foor follow up for milder cases
. +  Medications Lack of help with transport to
Ena':tlng *  Riskfactor modification appointments
management +  Comorbiditios Complicated medication
: *  Adaptations to home regimes
strategies 0 Eee e Poor access to home

*  Return to driving and employment
*  Mohility aids

*  Finances

# Enacting coping strategies

*  Psychological adjustment

+  Alternative therapies

adaptations and walking aids
Substandard home care
Foor access to driving
assessment

Complicated benefits system
Lack of psychological support
and support groups

Reflectingon
management

+ Routine appointments for review
* loint healthcare decisions
* Reflecting on progress
Mon-adherence
Keeping up to date
+ Waorry about another stroke

Lack of review for milder cases
Foor long term follaw up for all
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Table 19 — New aspects of treatment burden found fr  om analysis of the patient interviews
(not found in the systematic review in Chapter 5).

Treatment burden | New treatment burden Exemplar Quote

category from

Table 11

2) Interacting with Accessing appointments in | | mean | remember like if | came out and Dr
others primary care X says I've to make an appointment for two

weeks time and she would say oh right well
just phone up on the morning of the
appointment...You know and | would say
well why would the doctor say make an
appointment for two weeks time and you
are telling me that I've to phone in the
morning. (Participant 22)

Poor communication from But they advised me to come off the

primary care about changes | amiodarone but that was all they said, they
to treatments said they would write to my doctor. So the
next thing | knew there was two items on my
prescriptions. But | had, | had never heard of
them you see and | thought | don’t think
these are mine you know. (Participant 6)

3)a) Enacting Undergoing difficult or Ah, | was, | was shaking, | was shaking | mean
management frightening therapies say it's about six stairs but | was shaking
strategies: because a walking stick that was what they
institutional gave me, a walking stick and | went and then
admissions. this leg was going everywhere oh | couldn’t

but | done it and when you could do that you
get out. (Participant 26)

Waiting as an inpatient for | And then they put me down to another
specialist care ward, general and | spent a week in the
general with this dizziness. And then
eventually they took me for the tunnel. And
they brought me out and they said you've
had a mini stroke. (Participant 17)

Admission to a hospital far | And then well they took her, once they got
from home her sort of stabilised blah blah blah because
well my daughter spoke to that wee nurse,
she knew her and she says it will be easier
for cabbing to the Mansion House than it is
from the Southern. Especially it was the
winter and the snow was about that thingy.
So she says we’ve got facilities, your wife is
stabilised we’ve got facilities in Mansion
House with speech therapists,
physiotherapists and nurses and that so she
went there. (Husband of Participant 16)

3)b) Enacting Strategies to remember That calendar. Every time | go to the doctors
management and organise appointments | | write it down. And | leave a note in the car
strategies: on my wee kind of box and I'm always in and
managing stroke in out there putting my phone in or my fleece

the community or whatever so | always look at it to see if
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there is anything in it and if | see it | say right
what’s this about. (Participant 13)

Undergoing alternative
therapies

| went to the Alexander Technique for a
while and | think he helped me but | haven’t
been for a wee while have I? He helped my
balance they manipulate you, you know your
shoulder and when you go in he looks at you
and he says | can see you are not standing
properly or you are not walking properly and
he tries to get you doing things right, you
know looking into a mirror and things like
that and that definitely did help. (Participant
2)

Organising and collecting
prescriptions

| go and pick them up myself. | phone it up
or else | just drop, | was in this morning, |
dropped it in and you know | ticked all the
things | need and I'll get them on Wednesday
when I'm down to get my blood checked. |
can’t, sometimes I've seen me forgetting to
mark things down and getting home and
saying oh jees I've missed that and missed
this. And after a couple of days down at the
doctors again. Instead of doing it all the one
it’s always in bits and pieces. | do try to do
everything at once and | get everything, it’s
like monthly packs. (Participant 13)

Complicated medication
regimes (varying
instructions between
tablet, frequent changes to
dose, medication or
manufacturer)

Well they’ve just changed one of them, it’s
the same stuff only... it’s got no days on,
most of them have Monday, Tuesday,
Wednesday so if | go today and | see
Monday’s there | know I've forgotten one
you know...they've changed one of them and
its got no bloody days on it at all. No days
on it. But | checked the other ones which
have the days on so | know whether I've
taken them or not because they all get taken
together. (Participant 5)

Warfarin therapy

It's under control this is quite good, well
that’s eight weeks from when she first went
it was maybe two weeks, three weeks
because it was going up and down like a yo-
yo but just recently it's went down.
(Husband, Participant 16).

Travelling to appointments
in primary and secondary
care

| did go by the ambulance service a couple of
times; you know the wee mini bus. But it
was, | had to wait five hours for a lift coming
back from hospital you know. And | never
had any money or food or anything, you
know | felt as if | was going to pass out.
(Participant 10)

Poor follow up from
primary care after
discharge

Now | don’t know because of the illness is
that all | require mainly trying to keep me
more independent | don’t know but
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should’ve | had back up, | don’t know. |
thought maybe a couple of days somebody
just to look in. (Participant 8)

3)d) Enacting Accessing psychological
management therapies

strategies: adjusting
to life after stroke

Yes | was able to go to Dr Bloomfield who is
a psychotherapist. And he’s based at the
Western and | went to him for 18 months
and he gave me strategies to work on...Like
focus on good, focus on, focus on your
caravan, you feel good doing that you know
on a scale of 1 to 10 how happy does that
make you? These kinds of things.
(Participant 20)

4) Reflecting on Formulating an emergency
management plan for another stroke

They show you how to get down on the floor
and to let yourself go and to try and crawl
and if you can’t crawl just lie for a minute or
two, move your head to see your head is all
right, move your arms try and wiggle your
toes and then you bring yourself to the
nearest object that is solid...That you can get
to, that’s if you’ve not got this thing round
your neck. (Participant 7)

Enduring poor follow up to
monitor progress,
particularly for those who
are less severely disable

But | just feel as if they think well we are
maintaining, I’'m on a lot of medication you
know and as long as nobody ever says we'll
review that or anything and I've been doing
that I've been taken all that for four years, |
might not need it. (Participant 20)

7.3.2.1 Making sense of stroke and planning care

Healthcare workload

Similar to findings in the review, participants described making sense of stroke

symptoms before they sought medical help. Those who had experienced very

obvious signs of illness such as paralysis down one side or inability to speak had

contacted either their GP or the ambulance service promptly. One participant

was alone at the time of his stroke so had to lie on the floor until symptoms had

resolved enough for him to reach a telephone.

And everything suddenly went down there, no speech, nothing. After
what, a couple of hours | thought I’ll try and move, somebody | can’t
talk, couldn’t get on the phone, that was it, but it eventually cleared
about three o’clock, that was about ten o’clock. It cleared about
three o’clock in the afternoon. | phoned the doctor and he came up
and he said ok come and see me next week, then they thought no
we’ll send you to hospital and that started in the Royal, accident and

emergency. (Participant 8)
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Those who had vague symptoms such as mild visual problems, dizziness or
abnormal sensations had often delayed seeking help as they were unaware that

these could be signs of stroke.

| had come down from the golf. I’d been feeling pins and needles for a
few days if not weeks. And they were progressively getting a wee bit
worse. | went to the golf and it was so bad | came home and said to
my wife I’m going up to A & E I’m not happy about this and they just
put me in right away. (Participant 15)

Participants reported that after receiving their diagnosis in secondary care they
were given a mixture of written and verbal information, and some had received
bad news about their prognosis. Again, these results are similar to findings from
the review. All participants had been issued with a ‘stroke book’ from the local
health board, consisting of details about their condition, contact details and
information about stroke charities. One dysphasic male patient also received a

DVD about recovery from stroke.

See | was under the impression before this happened to me that a
stroke meant something to do with the heart or something like that. |
didn’t know exactly what it was. And when | started to get
information | realised what had happened to me medically. This is
just, I’d say for the first day, twenty four hours it was hard to take it
all in. Because | thought | was a fit person. (Participant 9)

Another finding similar to the review was that participants described making
sense of different types of stroke, investigations, treatments, and the roles of

different health professionals.

In hospital you get to know the doctors and who is who after like a
couple of days or something. You see them. (Participant 14)

Again, similar to the review, participants described self-directed research as a
common method of collecting information. Some described reading books and
leaflets obtained from the hospital, library or charities, others used the media.

Two participants described looking up information on the internet.

We did (look up information) because with the stroke thing we were
up there, they send you quite a bit of information. The one that we
are affiliated to...chest, heart and stroke. I’ll show the book I've got
one in there, the magazine things. (Participant 7)
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Some displayed poor knowledge because they had used unreliable sources.

Well it's always on my mind that | could because they say you take
three strokes, a lot of people have told me that and | knew that
myself you take three strokes. Years and years ago when | was
younger when my family took them away back but it's different now
because a lot of medication now, when my family took it | used to
hear them saying if they take a third stroke that’s you you know and
that was on my mind you know, if | take a third stroke but touch wood
I’ve been fine so far. (Participant 16)

Similar to findings from the review, many participants described spending time
planning their recovery during rehabilitation that included setting and
prioritising goals. Goals between participants varied depending on the level of
disability, but they were commonly related to tasks in the house, employment or
hobbies. One paper in the review had suggested that goals differed between

men and women, but this was not the case for participants in this study.

Also similar to findings in the review, participants described the cognitive
processing required during rehabilitation, including problem solving, dealing

with uncertainties of how well they would recover, and maintaining motivation.

| think it was will power with me that brought me back to life. Will
power | think it was to get me back you know so | got up and | done it
even though | didn’t feel you know | still done it you know.
(Participant 16)

Enduring care deficiencies

Information provision at the time of stroke was very variable. Some felt they and
their families had been kept well informed, but most felt they had not received
adequate information about investigations, treatments, risk factor modification,
follow up, services available to them on discharge, and signs of another stroke.
This resonates with findings from the review. However unlike one of the studies

included in the review, no differences between men and women were apparent.

No | don’t think they spoke enough. They never let you know what
was, exactly what was happening. And you didn’t get much feedback
off them... they just don’t give you any information on how its, how to
avoid it, how it’s happening, stress things like that. They just don’t
tell you anything. It’s just a case of take these tablets. And you’ll be
all right. They don’t discuss it in any great detail so what happens.
(Participant 13)
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Some participants that had received information felt that it was difficult to
understand. Others could not remember the information they were given at the
time of their stroke because they had been too unwell, and it was felt that this

had not been an appropriate time to receive information.

And when it hits you it’s hard to take in, you need time to assimilate
all the information. (Participant 9)

Many found the ‘stroke book’ helpful that they received, but some felt that it
was not accompanied by enough support or verbal information from health

professionals.

They came up and says there's a booklet and it’s all there, whereas if
they said there is a sheet of paper that gives you some information,
take that in and then see, read a booklet well | think it was twelve
pages, yeah, you start reading it, say you read a page, two pages and
you put it down by the time you pick it back up again you’ve got to go
back and read the two pages whereas if they gave you two pages to
read there and then and you went through them, you would take them
in easier because you know that’s all there is to take in and then the
next time they give you another couple. (Participant 9)

Some participants appeared confused about where to find information,
suggesting that signposting to reliable sources of information by health services
is inadequate. Interestingly, several participants said they preferred to not be
given information about their stroke in case this caused anxiety. This was more

common in women than men.

| don’t, | don’t look into anything because | think in my mind what |
don’t know | can’t think about. (Interview 22)

Findings from the review had suggested that patients receive a lack of help with
care planning and cognitive processing from health services. Participants in this
study gave varied reports of this, with patients less severely affected by their
stroke tending to feel the least supported.

Okay | was a very mild case; I’m not complaining bitterly that nobody
was there to back me up. But | feel it would have been good for
someone to say hey we’ve got a couple of wee tests here just, let’s
see how you do this. And say yeah you are doing it better than you did
three months ago or two months ago and there was nothing.
(Participant 15)
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7.3.2.2 Interacting with others

Healthcare workload

Participants were asked to give detailed accounts of their contacts with health
professionals. On the ward, participants described interactions with medical
staff, nursing staff, auxiliaries, and a wide range of therapists. One study in the
review had reported that men and women tended to form alliances with
healthcare assistants and men with nurses and therapists; however, no such

differences were found in this study.

The lady bless her who came round to wash the floors every morning,
the whole blooming, she would go morning, morning, happy as Larry
and smiling, how are you today, how are you doing, communication all
the time. The man that comes round at half past ten in the morning
and brings everybody cups of tea and the same man comes back in the
afternoon gives us a cup of tea... (Participant 24)

In the community some had been referred onto the community stroke team,
which included a range of therapists who continued treatment for a fixed time
following discharge. The GP and practice nurse were the main points of contact
thereafter. Most participants reported contacting their GP regularly for advice.
The majority contacted the surgery by telephone and then either took advice
over the phone, organised an appointment at the surgery or made arrangements
for a home visit. Some reported turning up at the surgery in person to make an
appointment. Practices varied in their systems for allocating appointments,
some required patients to contact them on the day they needed to see the
doctor, and others made appointments in advance. Several patients had

contacted out-of-hours primary care services at some point.

See | don’t phone the surgery | go down there for half past eight.
Because if | phoned looking for an appointment for that day, I've no
car now so if she said I’ll give you an appointment for quarter to nine |
would never make it down for quarter to nine so | go down there and
wait for them opening and... | get an early appointment. (Participant
6)

Again similar to the review, some reported negative interactions with family
members due to the strain of managing their stroke, which was often related to

a change in family dynamic due to new disabilities post stroke. Participants did
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not always like to feel reliant on others, and many did not like the stigma

attached to needing care.

Enduring care deficiencies

In the review, many negative interactions between patients and health care
professionals had been reported, such as misdiagnosis, mismatch in ideas, and
poor continuity of care. Participants in this study were therefore asked about
any negative interactions in more detail, and positive interactions were also

recorded.

As reported in the review, some participants reported misdiagnosis at initial
presentation of stroke. Some had sought help from a medical professional on
more than one occasion before stroke was diagnosed, with unsatisfactory

outcomes.

| felt the right side going...I found it hard to talk...so | went up to the
hospital and | told the doctor | spoke to, this was the Royal what the
symptoms were and he said it was viral. And he sent me home so on
the Saturday things just gradually got worse and | went back up to the
hospital and | spoke to another doctor, a different doctor and the
same information again as the first one. He says it sounds as if you’ve
had a brain, a stroke, she says I’m going to need some tests and things
like that, she says we are keeping you in. (Participant 9)

During the hospital stay, nursing treatment on the acute stroke ward was
described by most as excellent. However, experiences of nursing care varied
between hospitals and also between wards, with some describing care that did
not meet their expectations. For example one participant had been offered
lunch before she had been given a swallowing assessment leaving her at risk of
choking on her food, and another complained that one of the nurses had made

several mistakes when checking blood pressure and administering medications.

And then in the morning when she came round to give us the
medication | was...say for instance | get six there was only four and |
said to her there is only four there | think | should get six and she
went oh well what one’s is it that’s not there, that’s missing and |
went | don’t know | don’t know and she went away and | had to wait
for the staff nurse to come in and | went look | never took them | said
that’s what I’ve, that’s my medication there | went but there is two
missing. (Participant 20)
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Several participants reported a lack of time with doctors, allied health
professionals and nursing staff during their hospital admission, leaving them
feeling isolated on the ward, particularly at weekends. This was similar to

findings in the review.

It was the weekend | never got any physio to the Monday but after
that | seemed to come on quite well and | was out of hospital within
two weeks so...I never realised how you know at the weekends in
hospital they don’t have the same staff and you don’t get the same
treatment so literally | had to wait until the Monday but once | got
it...it was regular. (Participant 18)

Findings from the review had suggested that stroke patients can experience
unsatisfactory interactions with their therapists such as paternalistic care or a
mismatch in goals for recovery. However, in this study most participants spoke
highly of their therapists on the ward and in the community, with very rare

reports of unsatisfactory encounters.

With regard to primary care, many participants spoke highly of their GP, but
similar to findings in the review, some reported unsatisfactory interactions,
usually in the form of receiving treatment or advice they felt was inappropriate,

lacking in empathy, or too paternalistic.

Well the one doctor | felt she was, I’ve never seen her before and she
was new and | felt she was, she wasn’t listening to me because | was
actually scared to take them and | did take, | never, I’ve got, | took
the prescription and | got them but | never took them. | put up with
the pain because | thought you know | was scared to take them
because it said that on the so | never took them. (Participant 18)

One participant also complained about poor communication from her GP,
describing how she had not been informed about a change in her medications.

This burden had not been found in the review.

But they advised me to come off the amiodarone but that was all they
said, they said they would write to my doctor. So the next thing |
knew there was two items on my prescriptions. But | had, | had never
heard of them you see and | thought | don’t think these are mine you
know. So | spoke to the, she is not there now but the practice
manager and she said are you sure you didn’t get a letter, we wrote
to you | said well | never got the letter | mean | never have any
problems with Neil here but | didn’t get that letter but they had
ticked the boxes that said patient has been advised. (Participant 6)
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Several participants reported incidents involving poor communication between
their GP and other health or social care professionals which jeopardised their
care. This resonated with findings from the review. One man was nearly
prescribed harmful medication due to poor information exchange between his

GP practice and local pharmacy.

There was only one thing that came up which I just could not
understand there was a chemist | had to go down and see at the
health centre one day and he wanted to discuss my medication. And
he said you are needing to be on, they took me off aspirin when | had
the stroke and he said you need to be on aspirin, | said no | think from
what they said that caused me the problem, oh no you definitely need
to be on aspirin and | said well I’'m not going to take any | said you
better go and check up on that so he went and | don’t know who he
spoke to and he came back and he said you are right you shouldn’t be
on aspirin because | had a bleed. (Participant 2)

The review had lacked detail on accessing appointments in primary care, so
participants were asked to elaborate on this. Most were happy with the access
available, describing the appointment system as satisfactory. Those who were
satisfied reported being able to see their own GP within a few days or any GP on
the same day if they needed urgent attention. However, there were some
participants who described unsatisfactory waiting times of two weeks or more,
and some complained that they were required to phone up the surgery in the

morning of the day they wanted an appointment.

Well it’s the same as everything else know what | mean, the standing
joke is you get an appointment but you might be dead before your
appointment. Well they are not too bad because it’s usually about two
days, something like that...speaking to my daughter and she makes my
appointment, for her it could be a week but that’s just something we
have got to put up with with the national health service. (Participant
9)

Of those who had requested their GP to visit them at home, most did not report
difficulties, although a few did. One man had not had an annual review of his
medications in several years as he could not attend the surgery and had

struggled to arrange a home visit for this.

If you can get him to come out to the house you know, a lot of them
don’t come to the house you know. Yes to get there you know.
(Participant 12)
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Access to the out of hours health care service were also described as difficult by
some. This was generally considered worse than access to services during

working hours.

Participants were asked about continuity of care, as this had been an issue
highlighted in the review. Not all patients felt that seeing the same doctor was

important, but some described continuity in primary care as lacking.

Yes | would say if it's in cases you know there is something wrong with
you then it's important it's the same person who is not looking up a bit
of paper or looking at a screen to see what he’s, they know what’s
wrong with you, they know what’s going on with you and for someone
else just to come in and go oh I’m only a locum | don’t know.
(Participant 22)

With regard to outpatient appointments, a few mentioned that they had often
seen doctors in training rather than the consultant, meaning that continuity had
been lacking. Most were not concerned about this, but one lady blamed
inexperienced staff as the cause of her being misdiagnosed with visual defects
that prevented her from driving. She remedied this by asking to see senior

doctors in all subsequent appointments.

This wee nurse well this wee doctor that | saw first who to me didn’t
know what she was doing and just said right tokay I’ll send you to an
opticians then and when | went, it's the thing where you’ve to, you’ve
to press the button when you se the wee lights, | don’t think it was
explained to me very well because when | went to do it at the
opticians they took a great deal of time with me and | passed with
flying colours because there is nothing wrong with my eyesight.
(Participant 19)

Similar to findings in the review, some participants described receiving
conflicting information from different health professionals.

Yeah now the chemist said that it was all right to take the statin in
the morning as well, my other doctor said he thought it was better at
night. (Participant 20)

7.3.2.3 Enacting management strategies

I nstitutional admissions

Healthcare workload
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Participants gave a more detailed description of their time in hospital than was
gained from the review. None had spent any time in a nursing home. They
described admission through the emergency department for assessment and
initial treatment. They described this process as unfamiliar and prolonged, with

numerous investigations being carried out to establish a diagnosis.

The doctor took him into the cubicle and we were in there a few
hours and obviously they took his bloods and things and the nurse was
in checking his blood pressure and checking his heart. (Wife of
Participant 14)

Participants reported being admitted to hospital for varying lengths of time,
ranging from several days to several months. Most described receiving initial
care on an acute ward for several days, followed by transfer to a rehabilitation
ward for subsequent therapies, often in another hospital. One man was
transferred from a different city during the acute phase of treatment as his

family had moved house during his hospital stay.

Soon after admission, patients had generally undergone assessment by a
physiotherapist, occupational therapist, speech and language therapist, and
dietician. Appropriate therapies were then provided according to patient needs,

and patients described working hard to achieve goals.

But I made my mind up that | was going to get up and walk again and |
just pushed myself and pushed myself. (Participant 2)

One new and interesting finding in this study was that many participants
described their therapies in hospital as frightening, for example climbing stairs
unaided for the first time.

Enduring care deficiencies

Participants that had required an ambulance at the time of their stroke all
reported it had arrived quickly, and most felt that their emergency care in
hospital had been good. However, three participants had been kept waiting for a

long period of time in the Emergency Department (ED).

When they took her there we waited well, that took about four or five
hours because the doctor, there was only one doctor on and he was
rushed off his feet, he apologised, he said, they came and gave us tea
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we waited that long then they came back and they said he asked me
what you’re asking me, start from the beginning. (Participant 16)

Similar to findings in the review, some felt the ward had been unpleasant due to
very unwell patients being mixed with those who were more able bodied, noise
at night, poor food and a lack of stimulation. One lady talked about how this had

motivated her to get better.

Yes | was determined to get out, | wasn’t well with staying there
because you were in the ward | mean | wasn’t young young but |
wasn’t old either and quite a few of the people that were in the ward
were really old and they’d been in it for months. And | thought there
is no way I’m going to be here for months. So | ate all the food that |
didn’t like, | did everything | was told to do and | did more, | would
get up and walk about and just make sure | did what | had, | knew |
had to do it to get out of hospital and get well again and that’s what |
did and | was out the thing two weeks, in fact the day the doctor said
to me how do you feel about going home | says can | go just now.
(Participant 18)

Some patients had received personal care such as help with toileting from
nursing staff during their stay. Others were able to manage these tasks
themselves. In contrast to findings from the review, participants who required
personal care did not report a loss of dignity or long waiting times for care.
Fitting into ward routines were also not described as a problem. In fact, most

participants in this study reported the standard of nursing care as very high.

One new finding was that several participants reported waiting a long time for
investigations or specialist care whilst in hospital. One lady had been admitted
to a general medical ward with dizziness and waited for a week before an MRI
was done and her stroke diagnosed. During this time she felt that her symptoms
were not taken seriously and that her care was substandard until she was

transferred to the stroke ward.

And then eventually the stroke nurse found me. She was raging. I’d
been in there seven days; she said I’ve been looking all over for you |
said well don’t blame me you know... | think they were just moving me
for convenience because there was a bed in these wards and there
was no room in the stroke ward. (Participant 5)

Another man waited so long for an investigation of his heart (ambulatory

electrocardiogram monitor) as an inpatient that he was discharged during the
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time he was waiting and had to return several weeks later as an outpatient for
the test.

And | left and came back home and then five weeks later went back in
to the Western out patients to get fitted for, to get a tape and then
take it back 24 hours later so it could be de-counted etc. (Participant
24)

Two participants had been admitted to a hospital far away from their homes
which made it hard for their relatives to visit, one because of a bed shortage and
the other because they needed specific care only available at that hospital. In
the latter case the staff had made arrangements for a transfer back to the
participant’s local hospital as promptly as was possible, and this had been

greatly appreciated by the participant and her family.

Managing stroke in the community

Healthcare workload

To augment findings from the review, therapies undertaken in the community
were described in more detail by participants. They reported that they had seen
a variety of therapists in the community following discharge, including a
physiotherapist, occupational therapist, speech and language therapist,
dietician, and psychologist. Therapists often worked as part of a community
stroke team, but some participants were unsure if this was the case, and as
found in the review, some found it difficult to differentiate between therapists
and their different roles. Most described that following discharge they
underwent an intense period of outpatient appointments or home visits that
lasted several weeks, followed by a quieter period. Most had required therapy
for limb weakness or speech difficulties. Unlike in the review, none had required

treatment in the community for difficulties in eating.

Oh aye, physios came. Aye they come out to the house with us,
occupation therapy, they were great aye, they were great. They were
coming out weekly. (Carer: three times a week.) Physio and
occupational therapist, you know they done, they were a wee tag
team. Aye | did, | had a busy time (Participant 10)

Similar to in the review, patients described working hard to achieve goals set
during therapy sessions by practising exercises on their own in between

appointments, and they also described making lifestyle modifications. Several
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participants had stopped smoking; others had cut down but not stopped. A few
had made modifications to their diet, started taking more exercise and reduced
their alcohol intake. Participants described how they had learned new self-
management strategies, for example one male patient described learning to

manage his catheter at home.

A nuisance but otherwise no no | change it every six days and stuff no
problem...But the nurse will come in and change the first bit about
once a month | would say they are in due in now sometime but no, it’s
fine, it’s a nuisance and annoying. (Participant 8)

Another new finding was the work that participants described when organising
and collecting prescriptions. They reported varying arrangements with their GP
and chemist, depending on their personal circumstances. Those with poor
mobility and a regular prescription tended to get this delivered weekly or
monthly to their door without having to leave the house. Others relied on friends
and family to pick it up for them. Most did not report difficulties, but a few

struggled, for example those who were elderly or on numerous medications.

| go and pick them up myself. | phone it up or else | just drop, | was in
this morning, | dropped it in and you know | ticked all the things |
need and I’ll get them on Wednesday when I'm down to get my blood
checked. | can’t, sometimes I’ve seen me forgetting to mark things
down and getting home and saying oh jees I’ve missed that and missed
this. And after a couple of days down at the doctors again. Instead of
doing it all the one it’s always in bits and pieces. | do try to do
everything at once and | get everything, it’s like monthly packs.
(Participant 13)

Similar to findings in the review, patients described taking numerous
medications, often in addition to treatments for co-morbidities. Some
mentioned drug interactions or side effects, but these had generally been dealt
with by the doctor and were no longer an issue. Most said they adhered to their
medication regimes, regarding these as important. Some had pill boxes that
organised the tablets into daily doses to aid adherence. When discussing
medication, participants often minimised the complexity of the regime until

they were questioned further.

Well maybe it's not a lot by some standards but the warfarin I’ve got
to take 3mg, well it's in two different lots. Monday, sorry, Sunday to
Tuesday | take 4mgs. Wednesday to Saturday | take 3 mgs. Once, |
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take that once a day at 6 o’clock at night so the other ones the
atenolol | take twice a day, one in the morning and one at night. |
take four tablets in the morning, two at teatime or depending what
dosage I’m taking and three at bedtime so | don’t really take an awful
lot...Sometimes | forget taking the warfarin but you can take that up
to about 10 o’clock | think but if | miss it | don’t take it double the
next day | just take, start from scratch again. (Participant 18)

Those on warfarin described having a card with information on it that they could
show to health and allied health professionals such as the chiropodist or dentist,

and they found this useful.

Although in the review only one paper mentioned co-morbidities, most
participants talked about managing other illnesses alongside their stroke. They
described symptoms, medications, therapies, surgical procedures, and
appointments. As well as chronic diseases such as diabetes, asthma and
hypertension, patients talked about acute illnesses they had suffered such as

gallstones or influenza, and musculoskeletal injuries they had acquired.

I’ve got a yearly check up in the hospital and one down in the surgery,
the diabetic clinic, you know how I’m doing with diabetes, they take a
blood test and all that, you know, then | go back up to the nurse to
find out how it was and the results. (Participant 1)

In the review, appointment volume for those with stroke was reported as high.
Reports were variable between participants in this study; however, volume was
reported as highest in the year following diagnosis, for those more severely
affected by disability and for those with multimorbidity.

| was there in, let me see, | had two appointments there on the 10th
and the 19th March and the 25th and I’m not counting you as an

appointment...you know my next appointment is in 27th May. And then
I’ve an appointment to see (the doctor) in...June (Participant 29)

Participants valued their health care practitioners attempting to minimise
number of appointments by dealing with multiple issues simultaneously.
Participants on warfarin tended to describe more burdensome appointment

schedules. This was a new finding that had not been reported in the review.

It's under control this is quite good, well that’s eight weeks from when
she first went it was maybe two weeks, three weeks because it was
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going up and down like a yo-yo but just recently it's went down.
(Husband, Participant 16).

The review had included information on nursing home care, but following
discharge from hospital all patients in this study returned home. Some had to
gain new, more suitable accommodation due to disabilities; others made

adaptations to their home.

He’s got his lift for your bed, you’ve got your two lifts for his bed...to
get him on his chair or the one to put him into his bed. We’ve got all
the things in the bathroom, we’ve got that trolley, we’ve got the
other trolley in a room, we’ve got our wheelchairs, what else have
we, well the ramp was there when we came in, we got the ramp put
in at the other house. We’ve got, well it was our own, we bought the
beds ourselves, you know like the hospital bed, it rises top and
bottom. (Wife, Participant 1)

Two patients had sourced alternative therapies using their own initiative, one
had researched and then started practising tai chi and the other had paid to see
a practitioner who taught him the Alexander technique. Use of such therapies

had not been found in the review.

| went to the Alexander Technique for a while and | think he helped
me but | haven’t been for a wee while have I? He helped my balance,
they manipulate you, you know your shoulder and when you go in he
looks at you and he says | can see you are not standing properly or you
are not walking properly and he tries to get you doing things right,
you know looking into a mirror and things like that and that definitely
did help. (Participant 2)

Enduring care deficiencies

Many participants described the period following discharge from hospital as a
very difficult time. Some complained that they were discharged abruptly with a
lack of follow up or support from secondary care. This resonates with findings

from the review.

Carer: | mean they didn’t, they told us what we would need to do but
they basically threw her out and that was it, that’s it, you are in
charge of her....and they said oh there is this available and that
available and I had to organise it all. | had to organise her
physiotherapy, young person’s place over in Shettleston. (Participant
12)
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Several blamed poor communication between care providers as the reason for
poor follow up, resulting in patients having to chase up appointments or results.
Many with milder disabilities felt that there was a lack of community therapies
available. This resonates with one study included in the review that reported

that patients described their level of disability as affecting access to services.

The physiotherapist put me walking, toilet...and you can walk and get
into the bath, you don’t need help. You can reach yourself, that was a
bit disappointing, you are sent home with that, apart from the district
nurse coming in every four weeks. That was it, no back up, no
nothing. None at all. (Participant 8)

However, those with more severe disabilities tended to describe more
comprehensive follow up that involved either home visits from the community
stroke team or visits to the outpatient department for several weeks after
discharge. Services such as cardiac rehabilitation and the day hospital were
reported as helpful, and the community stroke team was often described as an

excellent, well-co-ordinated service.

Yeah | think it was Goodryn the occupational therapist, | think she is
the one that co-ordinates it. And they all had a diary and Terry had a
timetable. And they all communicated and they all knew where each
and every one would be at any time you know. So like if we had to
change plans at the last minute they could automatically say oh Jen’s
due out that day and we’ll let her know and they would appoint. So
there was great, great service, great | cannot fault it anyway. (Wife,
Participant 11)

One lady described the number of home visits from the community stroke team
as too frequent. However, this finding was unusual, as most reported that they

enjoyed these visits and found them important for recovery.

One new and important finding was that many participants complained about a
lack of support with regard to travelling to appointments in primary and
secondary care. Patient transport systems were universally described as
substandard with long waiting times and therefore tiring, extended journeys.
Appointments were occasionally missed due to patient transport delays. Those
who arranged their own transport found public transport systems difficult to

navigate and taxis expensive. Many patients felt they should receive more



Chapter 7 - Treatment Burden as Experienced by the Stroke Patient 218

financial support from government systems. The centralisation of certain

services had made travel times longer and journeys more difficult.

| did go by the ambulance service a couple of times; you know the
wee mini bus. But it was, | had to wait five hours for a lift coming
back from hospital you know. And | never had any money or food or
anything, you know | felt as if | was going to pass out. That’s it, that
was quite a, if | knew it was going to be like that | would have taken
provisions with me you know. So | wasn’t too happy about that but
what can you do it’s just the state, of the care status quo.
(Participant 10)

In the review, several studies had reported that patients found it difficult to
gain advice and help in the community as they were confused about whom to
approach. A new finding from this study was that many participants felt that GP

support was lacking following discharge from hospital.

Now | don’t know because of the illness is that all | require mainly
trying to keep me more independent | don’t know but should’ve | had
back up, | don’t know. | thought maybe a couple of days somebody
just to look in. Because as you said beginning even moving, making
your tea, making your dinner, I’m awful tired after that, nobody came
in. Now whether general practice, | don’t know. (Participant 8)

Only two participants reported good support from their GP immediately
following discharge, which appeared to have been arranged ad hoc by the GP
rather than formally requested by the hospital. Both of these participants lived
in fairly affluent areas (SIMD 7).

No Dr X came to the house obviously because he’s the family doctor
and we’ve known him for years because | mean once | was discharged
| phoned to say that | was to make an appointment to come and see
him and | remember the girl in the surgery phoned back, he wants to
come and see you...no Dr X says you’ve not to come out...He’ll come
and see you...Because | couldn’t drive (Participant 22)

Several participants had been given a telephone number for a contact in
secondary care that they could call if they needed advice or help, avoiding the
need for them to see their GP first and be referred on. This appeared to make

patients feel empowered and reduced waiting times for expert advice.

And even with the Southern General as | say when | came out and he
said any problems if you want to talk to anybody we are only a phone
call away. So it really was, it was and it was the doctor’s secretary
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that you got through to...So you could make an appointment or
whatever, it wasn’t as though you were getting passed from pillar to
post. (Participant 22)

Regarding medications, many participants said they were happy with the regime
advised by their healthcare provider. These satisfied patients were on 7-9
medications, with the exception of one who was on none. Satisfaction did not
therefore appear to be related to number of tablets, although those on higher
numbers did complain about having to take tablets at different times of the day,
and warfarin appeared to add particular difficulties as the dose often varied
from day to day and was altered frequently depending on the result of a blood

test. These findings were all new as they had not been uncovered in the review.

The warfarin is a slightly adhoc thing because | don’t know what I’'m
taking tonight because | haven’t been told. But | will be in due course
but I’ve got threes and ones and fives, I’'ll probably never need them
and then | record on here. (Participant 24)

Another new finding was that participants reported frequent changes to
medication type or dosage as problematic because this made it harder to follow
a regime. Such changes had been made, for example, due to side effects or a

change in clinical guidelines.

Like everything else the new tablets came in, they are cheaper, this
was a dear tablet and they got rid of it you know so | took that for
years right and every time | went to the chemist she says oh that’s not
in, we don’t get that in now it's went out of production you know and

| says well | need that you know so | went to Dr X and she wrote a wee
letter to take to the doctor and Dr X said it's done away with now that
wee tablet so I’m on a white tablet and it's a cheaper tablet, we know
it's a cheaper tablet. (Participant 16)

A few participants also reported that changes in drug manufacturer had resulted
in their medications changing in size, shape or colour. This made it harder for
them to remember to take them. One patient changed chemists as he didn’t like

the new tablet on offer; others adjusted to the change.

Well they’ve just changed one of them, it’s the same stuff only... it’s
got no days on, most of them have Monday, Tuesday, Wednesday so if
| go today and | see Monday’s there | know I’ve forgotten one you
know...they've changed one of them and its got no bloody days on it at
all. No days on it. But | checked the other ones which have the days
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on so | know whether I’ve taken them or not because they all get
taken together. (Participant 5)

Participants were generally very happy with the pharmacy delivery services they
were receiving; however, two did not like that they lost control of which tablets

they could request each month, fearing that mistakes may be made.

Several studies in the review had reported that patients often make adaptations
to their home following stroke, so participants were asked about this process.
Most described the assistance they had received from health and social care as
good; however, some reported that adaptations to the house had been difficult

to organise.

| did try and get a shower cabinet in for him...because it’s awkward for
him getting in and out the bath. I’ve got the shower above the
bath...but it’s very awkward for him getting in and out the bath. No
we will not get it we’ve been told, there is not much, there is no
money for it to do, for anything like that you know...she more or less
told us she said we’ll get somebody down to assess it but we never
heard anymore. She said it’s more or less you won’t get it. (Wife,
Participant 10)

Once adaptations had been made, some participants had found them
unsatisfactory so had decided to remove them, for example one lady had been
advised to replace steps outside her house with a ramp, but the ramp was not
flat so she could not use her quad stick on it. Another lady had disliked an
adaptation of her toilet and had taken it back out. Those who had to move house
into alternative accommodation due to disabilities following their stroke gave
mixed reports. Some had found this an easy process and others felt that waiting

times were long.

| had a house, all the stairs. So | put in for a back and front door you
know so | managed to get this because it had the shower you know the
walk in shower. Aye when you come into it yes. Well four years it took
me to get this house. (Participant 12)

Several studies in the review had reported home care as substandard. In this
study, several participants had home carers who visited them once or twice a
day. Level of care depended on the individual’s own abilities, some helped with
personal care, and others simply helped to prepare food. The amount that this

was subsidised by the government varied depending on each participant’s
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financial situation. Most described home carers as helpful for making simple
meals and helping with tablets but many would have appreciated more help.
Those who had little support from friends and family and could not afford
private help did not feel that the state funded home care was adequate for their

needs.

No because they don’t, they can’t do the things that you need. Well
see like if you are, say for instance sake, windows, can’t do that.
(Participant 7)

Reintegrating into society

Healthcare workload
Similar to findings in the review, many participants described obtaining walking

aids or braces to aid mobility, although some chose not to use them.

Participants were asked about returning to work and driving, as these were two
aspects of reintegration into society that arose from the review. No participants
were working at the time of interview. Two were hoping to get back to work but
were awaiting assessment, and four had returned after their stroke but then
subsequently retired. Depending on level of disability, some were no longer able
to drive, some had been banned for a short time, and others had regained

permissions though taking a driving test.

| had to go for it; it was about two hours in Paisley. Oh jings it was
really strict...It was, it wasn’t actually written but | had things down in
front of me and | had to identify which things. Read out a passage of
words and then after about twenty minutes she said I’ll come back to
that and ask you questions on it and everything to do with the
highway code, there was simulator you know for driving...with the red
lights you know you had put your foot on the break when the lights
went on and then they took me through Paisley for about half an hour
driving. (Participant 2)

Similar to in the review, participants described organising their finances post
stroke. This included organising sick pay through their employer or applying for

benefits from the government.

The only problem was with my own what do you call them personnel
department because you would send in the sick lines and they would
get lost in the work and then my benefits would get stopped, now
that’s nothing to do with the doctor that’s to do with the interior
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workings of our departments. So | just had to keep on top of them
and then | had phoned the DHSS for something and | got a very nice
man, he was very helpful and he said to me you are the first person
I’ve dealt with this week that has actually worked so just leave it with
me and he went out his way to sort things out for me. (Participant 19)

Enduring care deficiencies

Regarding mobility aids, most participants reported that they had obtained
walking sticks, zimmers, and wheelchairs with relative ease. Participants that
required splints all described the process of obtaining their splint as extremely
arduous and the follow up as poor. Some described the wheelchairs provided by
the NHS as difficult to use, as these required someone else to push the
wheelchair from behind. Those who had tried to obtain electric ones had run
into great difficulties and ended up buying these themselves. These findings

resonated with the review.

Uh huh yeah because the wheelchair that we you know gladly got from
the NHS which is a godsend but to get an electric pack on the back
because it’s really difficult, | find it difficult to push Terry because
I’ve got problems with my wrists. And it would help for a wee bit of
independence as well. (Wife, Participant 11)

Practical advice from health professionals about coping strategies to aid mobility

was appreciated by participants.

In the review, taking a driving test post stroke was described as an arduous and
over complicated process. In this study, those who had to retake their driving
test gave mixed reports. Although the process was universally described as
challenging, many accepted this was necessary; however, one lady complained
that the wait to take a driving test was too long and the driving test centre too

far away.

See from now you need to go to Edinburgh, they’ve shut it all down by
the way...Aye you’ve to go to Edinburgh but what | was just going to
do was get a train to Edinburgh...Then just a taxi , you just need to
swallow it you know what | mean...I don’t know how much it would
cost me about £30 likely in a taxi. And then sitting your test and then
coming back and by the way see if you fail it it's another year before
you can sit it again. (Participant 19)
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Several studies in the review had reported government benefit systems as
complicated and hard to negotiate. In this study, participants’ experiences of
applying for benefits were variable. Some reported good assistance from health
services, but many had struggled to gain help, and they described the process as
complicated, poorly co-ordinated and difficult to understand. Some had to wait

a long time for any money which caused financial difficulties.

But | had to wait months, | had to wait months to get the right money
if you know what | mean, the DLA and that. | had to wait months for
that...see the home help | pay that every month, £161.40 a month
right and they were sending the bills in when | wasn’t getting money
to cover it right. (Participant 28)

Some participants had turned to charities for help as they had received no help

from health services.

It was fortunate really we went to, there is one, where stroke
patients, it’s got nothing to do with the hospital it’s a charity | think.
So we went in there and | went in with her and we were talking to this
woman who was very convinced she knew everything and she did. So
she said I'll fill the form in for you, so she filled the form in for me.
(Participant 5)

Adjusting to life after stroke

Healthcare workload

Participants reported adopting coping strategies to compensate for physical
disabilities and communication difficulties. Examples of coping strategies
include planning activities ahead of time, carrying out activities more slowly,
resting periodically, and communicating through friends and family. These

findings resonate with the review.

| don’t make it obvious that I’ve got bad balance. | tend to just touch
things when I’m passing. When | go out down the steps... | put my hand
on the privet hedge there, find a good strong branch that | know
about as I'm going down those extra steps. (Participant 5)

Similar to findings in the review, participants reported spending time gauging
their physical and mental limitations and adjusting to these. They also described
the difficulties of coping with progress that was slow. Some talked about

changing their expectations of recovery as they realised their limitations.
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See there was a point in my treatment and while | was there | was
wondering what’s happening and am | going to get back to what | was.
See and that’s the frightening part because you start to realise that
the things you done, what happens if you can’t do them? (Participant
9)

Enduring care deficiencies

Findings from the review had suggested that patients are not adequately
prepared psychologically for the consequences of stroke and the hardships of
recovery. In this study, a few participants had been offered psychological
therapy following their stroke and most had accepted this and found it useful;
however, one man had declined this service. Many had not been offered any
psychological therapies and although most said they would not have been

interested, a few felt that this would have helped them.

Yes | was able to go to Dr X who is a psychotherapist. And he’s based
at the Western and | went to him for 18 months and he gave me
strategies to work on...Like focus on good, focus on, focus on your
caravan, you feel good doing that you know on a scale of 1 to 10 how
happy does that make you? These kinds of things. (Participant 20)

Availability of stroke groups was often reported as poor, particularly for younger

people. This finding resonates with the review.

You know they were people maybe in their late seventies, eighties,
some people ninety and they didn’t want me because | was only just
turned sixty and they, in their eyes there was nothing wrong with me
and | didn’t look to be anything wrong with me but it was all in my
head, it was psychological. (Participant 20)

Due to a lack of availability of appropriate support groups, some participants
described funding their own groups.

We get, actually we get taxis (to the stroke club), or Jimmy is in his
eighties, Jimmy takes so many, well he took me yesterday and Anna
and he brings us home but it's not right because if he had an accident
it's not fair to him, it's not fair to his family that he’s got to be helping
us to get here so a taxi, we’ve decided we are not doing that. Aye,
and we pay for that hall up there, we pay by the hour. So the hall |
think is £12.50, | think its £12.50, is it £11.50 an hour something like
that. And we pay that, the boy puts the, he’s got one of these big tea
maker things for hot water. (Participant 7)
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7.3.2.4 Reflecting on management

Healthcare workload

Similar to findings in the review, participants described attending routine
appointments with both specialists and their general practitioner or practice
nurse to review their progress in the longer term. They reviewed medications,
made joint healthcare decisions, and had changes made to medications. They
also reported using these consultations to ask about new or alternative

treatments.

| think realistically its every six months. They call me in; they call me
in to do it because I’ve had a stroke for example. They call me in and
say it’s time for your checks yeah, they maybe take four blood tests.
They maybe take a cholesterol check, test; yeah | think it would be
every six months actually. (Participant 15)

The review had highlighted that patients report a desire to keep up to date with
newly available treatments. In this study, a few participants expressed an
interest in this; however, most appeared uninterested and many said they would
rather leave it in the hands of health professionals to tell them if any new

treatments became available.

Patients talked about reflecting on their treatments, progress and general
health. As found in the review, some compared their progress to others. Many
felt that they were ‘lucky’ as they had not been as badly affected as other
people they knew. Some participants monitored their abilities to carry out

simple tasks.

| was watching the cup of tea (shaking) and | was seeing the cup of
tea not quite so violent for example. And calming down a wee bit and
| thought yeah that’s better. | was watching the foot. And | was
seeing that that was improving progressively. (Participant 15)

Similar to findings from the review, some participants described worrying about
the possibility of another stroke and spending time considering how they could

modify their risk.

A new finding was that several reported planning how they would respond should

another stroke or similar emergency occur.
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They show you how to get down on the floor and to let yourself go and
to try and crawl and if you can’t crawl just lie for a minute or two,
move your head to see your head is all right, move your arms try and
wiggle your toes and then you bring yourself to the nearest object
that is solid...That you can get to, that’s if you’ve not got this thing
round your neck. (Participant 7)

Enduring care deficiencies
One new finding was that those with less severe disabilities reported a lack of
short term follow up and help monitoring progress, leaving them left to gauge

recovery on their own.

No only | do keep coming back to the thought that | feel someone
should have been there, someone should have been there to be able
to, to be able to say to you are doing okay, just keep going the way
you are. (Participant 15)

Many patients also described longer term follow up as poor, and this appeared to
be independent of stroke severity or whether initial follow up had been poor.
Poor long-term follow up resulted in medications and treatments not being
reviewed for long periods of time and confidence in longer term treatments

being low. These were new findings not demonstrated in the review.

But I just feel as if they think well we are maintaining, I’m on a lot of
medication you know and as long as nobody ever says we’ll review
that or anything and I’ve been doing that I’ve been taken all that for
four years, | might not need it. (Participant 20)

In the review, it was uncovered that some patients deliberately contradict
advice given by health professionals. A few participants in this study did report
structurally induced non-compliance after reflection on their own wishes.
Reasons given included side effects, over complicated treatment regimens that

they wished to simplify and a mismatch in ideas with health professionals.

She took that pain and she told me all about it and she would give me
the pills dah dah dah no you are not, stop giving me them, I’m not
taking them. So she’s going to give me pills that your granny would
have taken. But only a small amount and the side effects | will be sick
and they’ll make me groggy. And | says right well you can write it out
I’ll take it for a month, aye okay and away she went...and later on |
thought about it and | thought I’m not taking them for a month they
are going to make me sick (Participant 26)
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7.3.3 Patient Capacity

Six main themes were identified that describe the factors that influence patient
capacity to manage health problems: personal attributes and skills; physical and
cognitive abilities; support network; financial status; life workload; and

environment. These are shown in Table 20 and described in detail below.
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Table 20 — Factors that affect patient capacity to

manage health and follow treatments

Patient capacity theme

Subtheme

Exemplar Quote

Personal attributes

Positive characteristics e.g. resilience,
independence, patience, humour and
determination.

| just kept saying | was dead positive, | just decided that you know okay
I’m like this and I've got to do my best to get on as well as | can.
(Participant 18)

Negative characteristics e.g. disorganisation, poor
engagement with health services, worry,
frustration.

Well it's always on my mind that | could because they say you take three
strokes, a lot of people have told me that and | knew that myself you
take three strokes. (Participant 16)

Knowledge and past experiences e.g. of stroke or
other illnesses.

My past experience. | think that’s what helped me. Because | know what
to expect. And try, try hard. (Participant 23)

Practical capabilities e.g. physical, visual, hearing.

| won’t be stubborn I'll say to myself I’'m needing a doctor I'm going to
phone so but recently I've been phoning the wrong numbers. | know the
numbers but my hands don’t ... and | phone different people in fact
some people now realise that it's this silly old woman. (Participant 21)

Cognitive capabilities e.g. memory, problem
solving.

Because sometimes we forget to take, she forgets to take her tablets.
Now and again. Sometimes she remembers see she takes wee lapses of
memory loss, she’ll maybe remember and then she’ll forget. (husband,
participant 16)

Skill set e.g. internet use.

| don’t know how to use it anymore I've lost my skill for a computer. I've
got a tablet there and that my son bought me at Christmas and | don’t
know how to use it. (Participant 20)

Support network

Friends and family give practical and emotional
support such as information gathering,
medications and transport to appointments

The warfarin one my daughter always makes sure | take it. (Participant
18)

Volunteers / charity

So the woman from the chest, heart and stroke volunteer came every
Wednesday to talk to me. And do quizzes with me and just generally ask
about my family and all that sort of thing and that went on for the 13
weeks while | was still in hospital and that was great. (Participant 25)
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Support groups and other stroke patients

The doctor at one point sent me to a stroke society place to speak to
people and it was very, very helpful because there are people there the
same as you (Participant 22)

Employment provides support network

But in, well it's taken me a year I'd say to come to terms because
obviously the way my husband is, my work was my sanity you know like
friends like just every day talk but it's taken me like a year now to think
there is other things than this you know that you can do. (Participant
22)

Financial status

Financial struggles e.g. loss of income, delay in
benefits

Well I'll tell you, see the home help | pay that every month, £161.40 a
month right and they were sending the bills in when | wasn’t getting
money to cover it right. And | went like that | says listen nobody is
getting paid, gas, electric, TV licence, nobody is getting paid, they are
like what, | said nobody is getting paid, I’'m not paying nobody so the
supervisor comes down from the home care...(Participant 28)

Ability to pay for own mobility aids, adaptations,
private healthcare or home care.

| get Moira, I've got, now which | find frustrating | have to, I've got a
little board up in the kitchen or in the hall and it tells me what days
Moira is coming and how many hours...It's not through the home helps
if you know what | mean. It's this is done privately. (Participant 21)

Life workload

Co-morbidities

Like from day to day well some days if | think I'm walking a bit better
than what | do sometimes but then I've got problems with my legs, I've
got lymphatic oedema in my legs so my legs are really heavy and I've
got arthritis in my knees so some days it's really hard. (Participant 18)

Stress at work

Now after two years | mean | would say that even my work, it was
diabolical trying to get me back and eventually | was going back and |
had like a phased return to work but going into phase return to work it
lasted for two days and then | was back to where | was so and it was
only a year past in January | actually gave my work up | thought it's not
worth the stress. (Participant22)
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Dependants

My husband suffers from senile dementia so | had this to contend with
and even in the hospital I'm trying to organise things that were going on
you know. (Participant 22)

Environment

Geographical location e.g. distance from hospital
and transport links

Is when somebody tells you we want you in every morning at 10
o’clock to take your blood sample so we know what warfarin you
should take tonight? When you are getting up here at say 8
o’clock you get washed and dressed into the Western waiting
there find a car park if you can etc etc which is impossible. Except
| have a blue badge and so and | thought this is ridiculous we’ve
got a medical nurse, health clinic in Milngavie...why am | going in
there? (Participant 24)

Home environment

Pauline she gave me a grid for my bed, for under the bed to hold onto
to get up. It's a grid you put under your mattress. And | hold onto to it
to get me up you know. (Participant 16)

Availability of aids or gadgets

| had to get it (tablets) put into the (dosette) box. Yeah because | was
getting it all mixed up and | was missing stuff at the beginning. So I've
had it in that ever since and | still just keep it. (Participant 20)
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7.3.3.1 Personal attributes and skills

Personality appeared to play a considerable role in how patients managed their
health and perceived their care. Those who displayed characteristics such as
resilience, self-efficacy, independence, patience, and humour reported an

ability to cope with even the most difficult treatments.

You have to be able to have a bit of a laugh about it. (Participant 11)

Participants’ experience of their interactions with health professionals varied
depending on their personality and personal preferences. For example, some
were happy for their doctor or therapist to take a paternalistic role, whilst
others preferred shared decision-making. Interestingly, women tended to prefer

a more passive role to men. Similar had been found in the review.

Have you felt sort of involved in decisions about your care or?
No...I just leave it to the doctors. (Participant 17)

Disorganisation appeared to decrease capacity, for example one lady with
aphasia had lost all her communication cards but had made no effort to ask for
more, making tasks such as travelling by bus difficult as she could not
communicate with the driver. Participants who had distanced themselves from
health services or showed a lack of interest in recovery communicated a sense of
relief at avoiding being burdened by treatments, yet often felt more unwell as a
consequence and therefore reported either an escalation in treatments by
healthcare providers or a diminished capacity to cope with their everyday lives.
For example, one woman who was diabetic confessed to only drinking sugary
drinks despite having received advice not to. She was on eleven daily
medications including five for her diabetes which was poorly controlled. Another
man had refused to seek medical help after a fall despite a decrease in activities

of daily living and an inability to carry out his usual exercises.

Negative thinking appeared to affect capacity. Some participants expressed that
they were ‘worriers’ and described negative thoughts or worry about aspects of

care such as drug interactions or further stroke. Such negative thinking appeared
to consume time and energy. One man felt set back by having recurrent strokes,

this had frustrated him and diminished his motivation for recovery.
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| think it's been harder this time than it was with the big one...possibly
because of the length of time that I’d spent with the big one and
knowing | don’t know is it knowing I’d got so far and then this happens
you take another one and | don’t know, it's hard to explain I’m sorry |
just...| can’t put it into words. (Participant 23)

However, at another point in the interview the same man expressed that he had
been able to draw on his previous experiences of stroke to prepare for what to
expect the second time. Similarly other participants expressed that being armed

with knowledge or experience had helped them to manage their stroke.

Well | do well | read the wee papers but I’ve got, I’ve got different
medical books which tells you different things, a lot of people don’t
like to know medical books but I like to read them. Well | look about
when I‘m in the bookshop | see if there is anything, anything that suits
my eye then | buy it. Well the stroke, | read the stroke the symptoms
of the stroke are how | took so | know that now. (Participant 16)

Those who had poor knowledge appeared less competent in their stroke
management, for example they were less aware of symptoms that may require

medical assistance.

Oh yes. | thought a stroke where did that come from because | never
had any symptoms | don’t suppose you do get symptoms with a stroke,
more with a heart attack? (Participant 17)

Several patients described using project management skills, for example to

develop reminder systems for medications or appointments.

That calendar. Every time | go to the doctors | write it down. And |
leave a note in the car on my wee kind of box and I’m always in and
out there putting my phone in or my fleece or whatever so | always
look at it to see if there is anything in it and if | see it | say right
what’s this about. Aye right okay | remember. Aye that’s my
dictionary, that’s my bible that is, everything is on that. (Participant
13)

Some participants reported that they lacked the necessary skill set to use the
internet, and others displayed a lack of interest in this.

| don’t know how to use it anymore I’ve lost my skill for a computer.
I’ve got a tablet there and that my son bought me at Christmas and |
don’t know how to use it. (Participant 20)
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7.3.3.2 Physical and cognitive abilities

Practical and cognitive capabilities were described as influential on an
individual’s capacity to cope with their stroke management. For example, those
with physical disabilities who had lost the capability to carry out practical tasks
such as washing and toileting found they had a diminished capacity for self-
management, and those with visual, hearing or cognitive difficulties struggled
with logistical work such as managing appointments on the phone or organising
tablets.

| won’t be stubborn I’ll say to myself I’m needing a doctor I’m going to
phone so but recently I’ve been phoning the wrong numbers. | know
the numbers but my hands don’t ... and | phone different people in
fact some people now realise that it's this silly old woman.
(Participant 21)

7.3.3.3 Support Network

Participants who had close friends and family in their lives appeared to find
treatment regimens much less burdensome than those who coped alone. They
described gaining emotional support, reassurance and help with decision making.

Some described utilising their support networks to gather information.

It probably could have been better because there was a lot of
questions that we didn’t know and if it wasn’t for the fact Jean’s
daughter, you know going onto the internet and she’s a bit, OCD when
it comes to finding out things and she was telling all but what they did
do was | mean, like how to lift her and things like that. (Husband,
Participant 12)

Many participants had obtained help from friends or family when interacting

with health professionals, for example when obtaining their diagnosis.

My daughter phoned and she’d phoned and she’d said my mum has
been, has had an accident. But Audrey, she works in the Western,
she’s a nurse practitioner. All brains and no brawn! And anyway she
had phoned and the next thing she was up here and then the doctor
arrived. She phoned the surgery. And she got speaking to the duty
doctor. At the time and told him what had happened. She said well
I’ll go right to your mother just now. (Participant 7)
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Many relied heavily on family or neighbours following discharge from hospital for
a range of activities such as housework, personal care and help with therapies,

medications and lifestyle modifications.

She had to, there was in the corner and she had to go in the corner
and this was to try and build up the bad side and she had to take her
good leg off and see how, well there was a possibility she could have
fell so somebody had to be there all the time while she was doing
that. (Husband, Participant 12)

Those individuals who reported difficulty travelling to appointments tended to
lack a support network to help them with transport, meaning they relied on
patient transport systems or public transport. Findings from the review
suggested that women rely more heavily on family members for support;
however, these findings were not repeated in this study. It was, however, found
that women more commonly relied on their family to help with transport,
whereas men more commonly obtained help with medications. Some participants
chose to not ask friends or family for help as they worried they may be a burden
to them. Others simply had no support network available. Both of these groups
described a feeling of isolation and increased treatment burden, for example a
lack of help with transport meant relying on public transport, taxis or patient

transport systems.

You know | can feel very lonely. | sit down here and | can’t see
anybody walking up and down the street you know | can see across the
street. But you don’t see a smiling face you know or somebody giving
me a wave or something like that but I’m very fortunate I, as | say I’'ve
got nice neighbours. (Participant 21)

When in hospital, many participants had highly valued the company of other
patients and visitors, as they felt this had helped to improve their mood and

maintain motivation for recovery.

Three days before | left, different people on each side and they were
fine, they were only in for the tunnel, they weren’t in for anything
you know really and they all went home but | had company and the
two ladies that, | couldn’t talk to them because they were out of
them most of the time, | felt that boring, obviously. But because | had
this company and one of them actually comes from down the road
there...That was a wee bit, | didn’t know her and you know that really
made my day...And you know before | left | had another lady next to
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me and we blethered away and by then | was feeling better you know.
(Participant 17)

One man suggested that it would have helped him to speak to someone who had
previously had a stroke before, and one lady who had been visited by a
volunteer working for a charity said she had highly valued the time she spent

with her.

So the woman from the chest, heart and stroke volunteer came every
Wednesday to talk to me. And do quizzes with me and just generally
ask about my family and all that sort of thing and that went on for the
13 weeks while | was still in hospital and that was great because my
speech, | couldn’t, my speech wasn’t very, my speech was all right
but | couldn’t remember the right words to say if | was trying to
describe something and she was helping me. And you know | was
beginning to concentrate more when she was in with me, talking with
me so that helped. (Participant 25)

In the community, many participants described finding support groups helpful.

The doctor at one point sent me to a stroke society place to speak to
people and it was very, very helpful because there are people there
the same as you and | remember one girls words saying you’ve got to
think of it as not happening and start living your life. Or you go back
the way and it was true because you thought you know you could walk
out the door and anything could happen and that’s the way you’ve got
to look at it, go back to the way you were, you know no what ifs or
buts. (Participant 22)

Those who were employed described their employers and colleagues as a source

of support and mourned the loss of this if their employment had terminated.

7.3.3.4 Financial status

All patients in this study were receiving treatments under the NHS therefore
most care was free at the point of contact. However, as described earlier,
certain services such as home care did require payment, and some participants
also chose to pay for services or treatments privately due to long NHS waiting
times or poor availability. Financial status varied between participants, some of
those who were employed had been able to claim sick pay through their
employers but others had lost employment and therefore had suffered a
reduction in their income. Many were entitled to financial benefits funded by

the UK government and a few who had received such payments reported a
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higher disposable income than before their stroke. Some found their financial

difficulties a great source of stress.

Well I’lIl tell you, see the home help | pay that every month, £161.40 a
month right and they were sending the bills in when | wasn’t getting
money to cover it right. And | went like that | says listen nobody is
getting paid, gas, electric, TV licence, nobody is getting paid, they
are like what, | said nobody is getting paid, I’m not paying nobody.
(Participant 28)

One participant had received money from a charity to buy a suitable chair, but
had been forced to spend this on food and utility bills because of delays in

receiving benefits.

We had no money because of the, you don’t get any money for the
first three month of having a stroke or something to do with, you
don’t get any money anyway for X for the first three months of his
illness. And we were in the process of applying for benefits so we had
absolutely zilch and we got £400 from the chest, heart and stroke.
Yeah it was for a chair but ...It’s gone. (Wife, Participant 11)

Those with more financial resources were able to lessen their burden by paying
for assistance such as cleaners. For example, one lady paid privately for a
retired nurse to carry out daily chores for her. Others paid for home adaptations

or walking aids.

We asked for a seat as well when we came out of hospital. You know
and we didn’t give us that we had to go and buy a seat, we had to buy
a recline and tilt but she has actually improved since then to get up
off the seat herself ...but when she first came out of hospital she
didn’t have the power or that and | had to go and buy one of these
seats. Yeah that was £600 and they told me | had to have that before
they would let her out of hospital. (Husband, Participant 12)

Almost all of those who needed a new walk in shower installed had opted to pay
for this themselves as waiting times for installation by the local authority were
very long and the quality of the showers provided poor. Those who required
personal alarm systems also paid for these themselves, but the charge was small

and no participants found this cost unreasonable.

It's, that’s the wee home alert alarm...It’s not dear, but that goes with
me, it stays in here when I’m up but when I’m going into bed at night
time | hook it onto my zimmer and put it on my bedside table.
(Participant 25)
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Some participants reported that they had been given financial aid by relatives to

make adaptations to the house or gain mobility aids.

After | had the wee mini strokes my daughter said to me you need a
shower because | had a bathroom. And you had to step into the bath.
To have the shower and wasn’t very good at stepping into the bath.
And my daughter said to me you need a shower and | said well that’s
true | know we need a shower but they are very expensive. So she
gave us an anniversary present. (Participant 25)

7.3.3.5 Life workload

Some participants described areas of their life outside stroke management that
consumed time and energy and therefore impinged on their abilities to manage
their stroke. For example, many patients mentioned co-morbidities that they
managed alongside their stroke. This added to their workload and could also

result in drug-drug and disease-drug interactions.

That’s good, but obviously that medication, she did tell her one time
to cut down one... paracetamol, try and cut down on the paracetamol,
you can take paracematol but try and cut, don’t take too many
because it can upset your warfarin when you take two, so she’s trying
to cut down she only takes them when you are really, when you’ve got
a pain. (Husband, Participant 16)

One lady mentioned stress at work as particularly energy consuming and four
participants described being a carer to someone else, which could interfere with

the management of their own conditions.

My husband suffers from senile dementia so | had this to contend with
and even in the hospital I’m trying to organise things that were going
on you know. (Participant 22)

For those with dependents, availability of respite care increased capacity by

freeing up time to fulfil other roles or follow management plans.

7.3.3.6 Environment

Those who lived further away from their GP surgery or hospital found it harder
to travel to appointments, particularly if they were unable to use public
transport. One man who lived in a semi-rural location had found daily

attendance at the warfarin clinic over ten miles away particularly difficult.
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Because of this he had made arrangements for his GP take over INR monitoring in

the local clinic, and this had decreased his treatment burden considerably.

Is when somebody tells you we want you in every morning at 10
o’clock to take your blood sample so we know what warfarin you
should take tonight? When you are getting up here at say 8 o’clock you
get washed and dressed into the Western waiting there find a car park
if you can etc etc which is impossible. Except | have a blue badge and
so and | thought this is ridiculous we’ve got a medical nurse, health
clinic in Milngavie...why am | going in there? (Participant 24)

With regard to the home environment, those who had been given access to aids
such as mobility aids, aphasia cards and adaptations to their homes were able to

self-manage more successfully than those who had not.

It’s just an aphasia card. It does say that you’ve had a stroke...Cause
when | went to the shops, | couldn't find what | wanted, and its hard
to ask, and the security guy helped me and said ' there its there'.
(Participant 14)

Although technology was not commonly used, one man described using an
aphasia app on his tablet device to practice word recognition, and another kept
an electronic diary in which he kept a note of all his medications and

appointments.

7.4 Discussion

7.4.1 Overview of findings

The results described in this chapter have provided several important additions
to the knowledge gained from the systematic review and cross-sectional study.
First, many of the treatment burdens described in the previous chapters have
been confirmed in the real world setting by those who have suffered a stroke,
and the taxonomy created in the review has been expanded, with new
treatment burdens shown in Table 19. Second, a deeper exploration of
treatment burden in the interviews has resulted in two subcategories of
treatment burden being identified: 1) the workload of healthcare 2) the
endurance of care deficiencies. These two types of treatment burden have been
presented under the same four process of stroke care described in Chapter 5:

making sense of stroke and planning care; interacting with others; enacting
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management strategies; and reflecting on management. A summary of results is
shown in Table 18. This method of categorisation not only allows comparison of
results with the systematic review, but is also a helpful way of organising and
presenting a large and unwieldy list of burdens and furthermore allows
examination of causal pathways (discussed in Chapter 8). Lastly, information on
the factors that influence patient capacity to follow treatments has been

gained.

Due to the small number of participants and nature of analysis in this study,
comparisons between groups based on patient characteristics are difficult to
make. However, broadly looking at the results and making comparisons based on
gender, age, deprivation and level of disability score, few differences were
noted between groups and those that were observed were subtle and in need of
further investigation. For example, women were more likely to report gaining
help with transport from friends and family, and more disabled patients were
more likely to talk about obtaining walking aids, gaining suitable
accommodation, and hiring carers. More affluent participants were more likely
to report paying for their own equipment; they also discussed returning to
driving more often, as did those whose employment depended upon this.
Younger patients more often discussed cognitive work such as knowing
limitations and setting goals. Access to a GP did not seem related to deprivation
score, but those who were physically disabled or suffered from aphasia
unsurprisingly appeared to struggle more with this. Some participants were
generally more negative about their experiences than others, but all gave a

mixture of positive and negative comments.

7.4.2 How do treatment burdens found compare to those in the
systematic review?

Several differences were found between the treatment burdens uncovered in the
systematic review and patient interviews. First, analysis of the interview data
resulted in treatment burdens being categorised as either ‘healthcare workload’
or ‘care deficiencies’, yet in the systematic review there was no such division.
Second, during the participant interviews, many treatment burdens were
elaborated on. For example, more detail was gained on how participants
gathered information about their treatments. There was also more detail on
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which health professionals the participants had interacted with in hospital and in
the community, and the quality and outcomes of these interactions. There was
considerable more detail on how patients access primary care, their emergency
admission, time spent in hospital, medication regimes, lifestyle modifications,
adaptations made to the home, home care services and mobility aids.
Participants were able to provide an in-depth account of their experiences with
the UK benefits system. The management of co-morbidities was described by
most patients, despite the fact that only one paper in the review had mentioned
this.

Third, there were some new burdens found from analysis of the interviews, and
these were added to the taxonomy. These are given in Table 19. Fourth, a few
aspects of treatment burden that had been found in the review were not
uncovered during participant interviews. Difficult interactions with therapists
were not reported by participants; in fact participants were more likely to
describe difficult interactions with their GP, although this was still not common.
Participants did not describe a loss of dignity on the hospital ward; instead
standard of nursing care was reported as high. No participants were in a nursing

home so treatment burdens in this setting were unable to be explored.