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“Occasionally iliness, bereavement, redundancy and
accidents impose on people and bring them up short with

a shock of recognition that, however hard they try,

nothing can be permanently safe”.

(Simpson, 1994:119)

“When God closes a window, she opens a door”

(Frank, 2002:156)



“Watchful Insecurity’”: a grounded theory to explain
the meaning of recovery after a heart attack.

Abstract

A heart attack can be devastating. If recovery is not well managed, such an

event can seriously impair quality of life. However, recovery is a relatively
unexplored concept in research. This study aimed to generate a theory to

explain the meaning of heart attack recovery from the perspective of those
who have encountered a heart attack. The theory of “Watchful Insecurity”

was developed.

The study used a modified constructivist grounded theory methodology,

incorporating qualitative methods and grounded theory analysis techniques.

The sample included i) twenty four cardiac support group members who
attended one of four group interviews ii) 10 patients six to eight months
following their heart attack who participated in individual interviews iii) 10

informal interviews with people with “expert” conceptual knowledge.

The theory of Watchful Insecurity emerged from the participants’ stories and
their perception that they were a different person after their heart attack.

Watchful Insecurity is identified as an enduring state that dominates the
process of recovery. Recovery is understood as a social process through

which people come to live with and manage Watchful Insecurity. The



triggers of Watchful Insecurity after a heart attack are identified. Different
types and levels of “watchful insecurity” become apparent. The theory of
Watchful Insecurity challenges the assumption that recovery follows a linear
trajectory. Instead, recovery is experienced as a series of “peaks and
troughs”. Watchful Insecurity is a core category that applies to all, but the
overall trajectory of recovery is unique for each individual. Tools that
participants used in order to learn to deal with Watchful Insecurity are

discussed.

This study illuminates heart attack recovery by exploring it as a concept and

a process. This understanding can be used in developing acceptable and

accessible services to support recovery.
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PREFACE

“l think you start from a different place don’t you, after a heart
attack .... in terms of getting back on your feet and
recovering”? (Group participant P3.2)

The aim of this research is to develop a theory to explain the experience and
meaning of heart attack recovery from the perspective of patients. This
preface provides a personal reflection of my clinical experiences and the

intellectual journey that led me to the research presented here.

Personal experience

For twenty years | have been listening to people’s accounts of their
experiences during and after a heart attack. This has been in the capacity
of both nurse and researcher. As a nurse | had worked on a coronary care
unit and as a cardiac rehabilitation nurse specialist. In this clinical role |
witnessed people’'s immediate experiences of distress and disorientation
after the sudden, frightening and bewildering acute cardiac event. As a
rehabilitation nurse | observed people displaying a spectrum of emotional
and psychological responses over the months and years following a heart
attack. At this time there was an increasing volume of patient education
literature aimed at supporting rehabilitation after a heart attack. This
literature implied recovery was about regaining aspects of life and health
and, in other words, “returning to normal”. However, my observation of the

many patients and research participants | had encountered over the years

14



suggested that people’s ability to “return to normal® varied enormously. This
raises a number of questions that are fundamental to the research
presented in this thesis; what exactly is meant by recovery after a heart

attack, how is it defined and how do patients themselves perceive and

characterize it?

The literature

Having moved into a research environment | reviewed the relevant literature
in more depth. | began to develop a number of concerns. The experiences
as described by patients that | had met clinically did not appear to be

captured in the research. As a cardiac rehabilitation nurse | had observed

the range of different responses to a heart attack and how these changed
and varied over time. The ability to resume life and “be oneself again” after
a heart attack seemed to depend on a complex interrelation of a variety of
social, individual and cultural factors, in addition to clinical influences.
Neither the nature nor complexity of this scenario was portrayed in the
literature. This left unanswered questions. What was the focus of recovery
for patients and how was recovery mediated by various factors, for example,

social and environmental influences?
Biomedical research

Research emerging from health related disciplines was predominately

biomedical in nature and positivist in epistemological orientation. My

15



interpretation of this literature was that recovery was deemed to be
improvement in clinical outcomes such as physical function, psychological
profiles, for example, anxiety and depression, health status and health
related quality of life. When social factors were considered it was in relation

to the achievement of tangible social goals such as return to work.

Objective physiological and psychological measurement tools are used in
this research to evaluate people’s progress after a heart attack. Scores
derived from such measurement are taken as an indication of recovery.
One increasingly common example of such an objective measurement tool
is that of health related quality of life (HRQoL) (Rapley, 2003). | questioned
whether improvements on these objective scores directly equated to
recovery from the patient perspective. It seemed to me that it was by no
means certain that the domains encompassed in HRQoL tools actually
reflect what patients understand by recovery. | was, therefore, unable to
answer the following questions; how did people’s individual subjective
experience of heart attack recovery compare with one another? In what way
were they similar and different? How did people characterize recovery after
a heart attack and was there a point at which patients thought of themselves

as recovered?

Social science research

From reviewing the literature and reflecting on my clinical and research

practice it became clear that much research referred to recovery as a goal

16



after a heart attack. However, there was very little understanding of what
the term meant and what patients’ experiences of the recovery period were.
As mentioned, the biomedical literature used physical and emotional
outcomes as proxy indicators. In contrast, the social science literature does
explore some issues related to recovery, but this knowledge was limited in

being able to address the emerging questions about the nature of heart

attack recovery. The social science disciplines under consideration here are

psychology and sociology.

Psychology

In the psychology research literature | found a number of theories explaining
concepts such as adjustment, coping and adaptation after illness. These
concepts potentially related to recovery. However, the tradition of
psychology research lies in the quantitative methods of measurement and
experimentation, for example detecting correlations between psychological
variables and human behaviour. This scientific tradition mimics, mirrors and
legitimates that of biomedical research and does little to help understand
individual, subjective experience of illness, and recovery, and the associated
complexity and variation. The subject of heart attack recovery exemplified
to me the limitations of the positivist convention in psychology research.
According to this paradigm, adjustment, coping and adaptation theories are
used to generate dimensions for psychological outcome measures. An

improvement In scores using such measures is assumed to indicate

17



recovery. Recovery is assumed to be positive progression over time,
indicated by improved scores. However, it was by no means certain to me

whether the dimensions of the tools match patient’s recovery definitions.

More recent evolution of critical health psychology challenges the positivist
scientific psychology academic citadel (Gough & McFadden, 2001). This
has prompted some qualitative investigation of individual patient experience
of illness. However, no research emerging from this new school of
psychology asks patients after a heart attack directly what they mean by

recovery and what experiences dominate and dictate recovery. Without this

information it appeared impossible to understand what people were pursuing

during the recovery phase after an illness like a heart attack and by what
criteria they judged whether they had recovered or not. It is this requirement
for knowledge that led me to the fundamental questions that influenced the
development of this study. What do patients mean by recovery after a heart
attack? How do they conceptualise recovery and what do these

conceptualisations mean in terms of recovery?

Sociology

Sociology is a discipline that explores norms and values in society and
culture. The research tradition here is in more naturalistic and qualitative
research. It was, therefore, with some optimism that 1 turned to this

literature for information on heart attack recovery. Ethnographic and
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narrative methodologies have been used to develop and test theories that
explain ways in which society and culture influence and interact with illness
experience and impact. Whilst sociological inquiry has the advantage of
moving away from quantitative measurement and more towards exploring
subjective experience, once again the literature was limited in the area |
required. The concept of recovery is not an explicit focus of this research.
Rather than exploring the social and cuttural meaning of heart attack
recovery, the focus has been on the social and cultural implications or
impact of lliness in general. Some studies did use a heart attack as a
vehicle to explore or test iliness theories. Theories posited in the literature

suggest how this iliness might disrupt or alter the social pathways or goals.

These theories may have some resonance and relevance when seeking to
understand what recovery is. However, the extent to which this is true
remains speculative without further research. The existing published work
therefore has little to contribute in relation to the central question asked

here, what does recovery mean to people who have experienced a heart

attack?

Nursing research
The definition of nursing research is adopted here, that is, research
conducted by nurses or conducted for the purpose of informing and

influencing nursing care. Nursing research has often demonstrated an

affiliation to qualitative lines of inquiry. It was unsurprising then that a smal
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body of qualitative research was uncovered that looked at heart attack
experience, life after a heart attack and the emotional impact of the heart

attack.

A number of concepts reoccurred in these few studies. These concepis
were identified as central to the impact and experience of a heart attack.
They were control, confidence, loss, meaning and understanding. This
research and the concepts they discussed resonated with my own clinical
experience to some extent. However, once again it was iliness experience
and impact rather than recovery that was the expilicit focus of this research.
Whilst interesting, and anecdotally relevant, it was not clear the extent to
which the concepts overlapped or integrated with patient’s own experience

of recovery. | was still unclear about what patients meant by recovery atter

a heart attack and what tools and mechanisms they needed to employ in

order to facilitate recovery.

Conclusion

From my clinical and academic experience | saw again and again that a
heart attack could be a life-altering event and one that was, for many, a
devastating one. As my interest in the subject of héad attack recovery

increased the concept appeared increasingly complex and variabie,

according to individual experience and perceptions. Visiting the literature

from various health-related disciplines did little to inform me about heart
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attack recovery from the patient perspective. It seemed important to me that
more empirical research was conducted in order to increase our academic
understanding of recovery as a concept but also to inform clinical practice.
More knowledge about how recovery is experienced is necessary for
appropriate services and care to be developed and delivered and for

recovery to be facilitated. | was therefore motivated to focus my doctoral

research on this subject.

The research that emerged, and that is presented here, is a study that
generated a grounded theory to explain the patients’ experience and
meaning of recovery after a heart attack. | have termed the theory that was

generated, “Watchful Insecurity”.
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CHAPTER 1: Introduction to the study

“l was physically and mentally lost”. (Group participant P1.1)

“I couldn’t cope with it emotionally, | got really emotional, |
used to cry” (Group participant P3.1)

“You're so afraid, let’s face it, you're afraid”. (Group participant
P2.1)

“You think you're infallible until then”, (Group participant C2.2)

1.1. Introduction

This chapter builds on the points made in the preface. It begins to build a
justification for this study and provides an overview of the thesis. The study
presented here examines the world of patients after they have experienced
a heart attack. The research concentrates on the concept of recovery. The
primary aim is to explore the subjective experiences of patients recovering
from a heart attack in order to understand what they mean by recovery. The
purpose is to develop a grounded theory that will help explain recovery from
the patient’s perspective and so comprehend what influences recovery and
how health services can better facilitate recovery. The theory to emerge

from this study is referred to as “Watchful Insecurity”.

The questions underpinning the research are intricate and complex

questions to answer. They prompt an additional challenge in relation to this
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study. What are the most appropriate research methods and techniques

required to capture patient experience?

In order to introduce the study, this chapter addressed questions raised in

the preface by briefly considering why it is important to explore the
experience and meaning of recovery. The impact of a heart attack is first
discussed. Different perspectives on the concept of recovery are then
considered. This is followed by a short account of a research project that
created the platform for the study presented here. The study explored
access to cardiac rehabilitation after a heart attack. How this initial study

helped refine the research question is then described. The chapter ends

with a description of the thesis structure.

1.2. A heart attack and its impact

As illustrated by the quotes above, having a heart attack can have a
devastating effect. In addition to a heart attack being a sudden, life-
threatening event, often there is no prior warning. The acute cardiac event
may be the first indication that a person has the underlying chronic
condition, coronary heart disease (CHD). A heart attack can hurl those who
experience it into a state of crisis, characterized by various degrees of

distress and disorientation (Cossette, Frasure-Smith & Lespérance, 2002;

Johnson & Morse, 1990; Levy, 1981). As an unexpected event it can impact

upon a person’s ability to perform existing roles and responsibilities and
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bring to a halt any aspirations and goals (Thompson & Stokes, 2002). The
potential physical, psychological and social impacts of a heart attack are
therefore wide-ranging and complex. As with other illness, the acute and
chronic experience of CHD can have a profound effect on a person’'s sense

of identity.

This devastation prompts the questions central to the research presented

here. These questions are:

e How do people experience recovery after a heart attack?

e What do people mean by recovery after a heart attack?

Implicit in these questions is the intention to pursue understanding of how
people move away from and overcome the distress described. In addition,
there is a need to understand how people reconcile the difference described
between the person they were before and after the heart attack. The overall
aim of the study is, therefore, to develop a theory that explains the
experience of recovery from the perspective of those who have experienced

a heart attack.

1.3. Different perspectives on recovery
1.3.1 Health professionals
There is an implicit assumption that the purpose of much health care is to

elicit or facilitate recovery. That this is true is supported by the ubiquitous
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use of the term “recovery” in patient education literature. In relation to heart
attacks there is a selection of leaflets, booklets and websites entitled
‘recovery from a heart attack” (Health net, 2004; Macnair, 2004). Couched
in the content of these resources is the notion that if people follow certain
instructions and resume certain activities they will achieve recovery. The

terms recovery and rehabilitation are used synonymously. Both are mainly

affiliated to improvements in physical function and to a lesser extent to
psychological and social improvement (Petrie et al, 1996; Weinrauch, 1996).
It remains uncertain the extent to which this interpretation of recovery

reflects the concerns of health professionals, rather than patients.

1.3.2. Health services research

Considering this emphasis on recovery, it is surprising to discover that so
little attention has been paid to what is actually meant by recovery within the
body of research into health services. Recovery from the perspective of
patients is unexplored. This may in part be due to the predominance of

biomedical, positivist scientific traditions in health services research.

Health services research is a broad church. Its scope includes a variety of
activities ranging from provision, use, organisation and quality of services as
well as the evaluation of attitudes of users, access and equity issues
(Crombie & Davies, 1996 p 10). With such a broad remit it is inevitable that

health services research will adopt a variety of research methodologies,
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methods and techniques. Health services research does not, however,
have a strong tradition of qualitative inquiry and remains embedded in the

world of biomedical approaches to research.

Biomedical studies conducted with people after a heart attack have an

unsophisticated understanding of recovery as a concept. Research of this

nature focuses upon “the investigation and symptomatic treatment of heart
disease” (Weatherall, 1995, p96). In these studies recovery is considered in
terms of the objective measurement of quantitative outcomes relating to
physical and psychological symptoms. From this research, it remains
unclear what patients themselves mean by recovery anﬁld what they consider
important to achieve in order to recover. In addition, it is far from certain
whether the outcomes measured in the quantitative studies bear any relation
to the characteristics of recovery considered important by patients

themselves.

1.3.3. Social science research

The social sciences cover a variety of disciplines relating in some way to
society and culture, including sociology, psychology, anthropology and
social policy. In relation to life after a heart attack, there is a body of social
science research that resorts to quantitative evaluation of psychological

outcomes in line with the natural science traditions of psychology and

sociology (Frasure-Smith, Lespérance & Talajic, 1995; Hoffman et al. 19995;
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Frasure-Smith, Lespérance & Talajic, 1993; Ruberman et al, 1984, Philip et

al. 1979; Mayou, Foster & Williamson, 1978). These studies also add little

understanding of the subjective patient experience of recovery.

Some social science research, alongside research conducted by nurse
researchers, has explored the impact of iliness on people's lives, as well as
coping and readjustment (Johnson & Morse, 1990; Levy, 1981). This
qualitative research aimed to uncover the depth, density and diversity of
patients’ experience of illness but the work did not have recovery as its main
focus. Whilst this adds to our knowledge of related concepts, for example
readjustment, it does not provide information on the meaning of recovery
after a heart attack from the perspective of those who have been through

the process.

This current study challenges the stance taken by previous biomedical
research that interprets recovery as achievement of certain professionally
selected outcomes measured via objective, quantitative methods, for
example anxiety and depression scales or health related quality of life
(HRQoL). It also challenges the aésumption that the outcomes used in
these studies adequately reflect or capture the complexity of recovery as a

concept. The study adopts an interpretive perspective that acknowledges

that there will be multiple individual subjective experiences of recovery. It
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rejects the notion that recovery experience can be reduced down to

measurement of, often dichotomous, variables (Jenkinson et al 2002).

1.4. The preliminary research study

The research presented here evolved from another project. The preliminary
study aimed to explore factors influencing access to cardiac rehabilitation
services in the South Yorkshire Coalfields. It was carried out as part of a
programme of qualitative research exploring barriers to accessing heart
health services (Tod & Lacey, 2004; Tod, 2003; Tod, Lacey, McNeill, 2002;
Tod, Read, Lacey, Abbott, 2001). The South Yorkshire Coalfields Health

Action Zone funded this research.

In the preliminary research 20 patients participated in semi-structured
interviews, six to eight months after their heart attack. More detail of the
methods and results of this study are available elsewhere (Tod et al, 2002,

Appendix 2).

From the initial study, there was an emerging sense from the data that
people saw themselves as a different person after the heart attack than the
one they were before. The participants reported that the accumulative efrect
of various impacts of the heart attack created a sense of change. During
the preliminary study it became clear to me that this notion of difference

required further investigation if recovery was to be better understood. More

28



information was required on the nature of this difference and the bearing it

has on people's meaning of recovery and their ability to recover.

1.5. Refining the research question

The initial study therefore served four vital functions as a precursor to the
research presented here. First it provided me with an opportunity to obtain
initial data on patients’ heart attack and recovery experience. This provided

further insight into the distress that a heart attack can create. In turn, this

contributed to my theoretical sensitivity regarding the subject of heart attack

recovery (Glaser & Strauss, 1967).

Second, it assisted greatly in refining my doctoral research question. The

first study raised the notion of difference in someone before and after a

heart attack. This prompted a number of queries. Health professionals and

biomedical research interpret recovery as “returning to normal” and
resuming certain activity after a heart attack. However, if people feel
fundamentally different after a heart attack, to what extent is this possible?

The primary research question therefore emerges. What is the meaning of

heart attack recovery from the perspective of patients themselves?

The third contribution of the earlier study was that data from ten of the

individual patient interviews were selected for use in the doctoral research.

Using theoretical sampling, this data was employed to test the emerging
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theoretical propositions generated from group interview data. The use of the
individual interviews in the PhD study was included in the Ethical Committee
approval. It was justified methodologically because it was from this data that
the notion of difference, and the primary research question, initially
emerged. Integrating this data into the analysis provided an opportunity to

test the emerging theory for fit, work, relevance and modifiability (Charmaz,

2003; Glaser 1978a).

The fourth and final function of the preliminary study was to highlight the
importance of social and cultural context on response to and impact of
illness. Both studies were conducted in the South Yorkshire Coalfields.
People from this area experience health inequalities that epitomise those
present in the UK (Acheson, 1998; Chapple & Gatrell, 1998; Beattie et al,
1993; Townsend, Phillimore & Beatie, 1986: Black et al, 1984; Townsend &
Davidson, 1982). Some of the highest national CHD death rates are
experienced in this region. High CHD levels are linked to the deprivation in
these and other communities. The health of people in the area had been
further affected by the impact of traditional industries on health and
subsequent unemployment since the demise of coal and steel production.
The results of the initial study indicate that roles and responsibilities, socio-
economic influences and stoical culture all had an impact on access to

cardiac rehabilitation services. A theoretical proposition arising from this
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data was that these factors would also impact upon recovery in terms of

goals and pathways.

The underlying research problem emerging from this initial study was that

there 1s currently an insufficient conceptual or theoretical understanding of

what patients mean by recovery after a heart attack. This doctoral study

therefore aimed to develop a theory to explain the meaning of heart attack
recovery.
As previously stated, the fundamental research questions are:

e How do people experience recovery after a heart attack?

e What do people mean by recovery after a heart attack?

1.6. The structure of the thesis

The following éhapter (Chapter 2) presents those aspects of the literature
necessary to establish the research context in terms of what a heart attack
is and its impact. It also presents detail on literature related to health
services for people after a heart attacxk and heart attack recovery. The
subsequent chapter (Chapter 3) discusses various theories that relate to
and may be applied to the concept of recovery. This will incorporate a
discussion on the limitations of biomedical dominance in the related
research and the limitations of the current orthodoxy of evidence based
practice in informing us about patient's experience of health, illness and

recovery (Williams & Garner, 2002). Chapter 4 describes the research
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paradigm underpinning the study and influencing the choice of methods.
These methods are outlined in Chapter 5. The results of the study are

presented in Chapters 6, 7 and 8. The grounded theory that was developed

from this study data, Watchful Insecurity, is outlined in these chapters with

reference to illustrative quotes. This is followed by a discussion of the
implications of the theory, conceptually, theoretically, methodologically and

in terms of future health care and research (Chapter 9).

The following chapter therefore aims to provide a background to the study

by providing an overview of literature relevant to heart attack experience and

related health services.
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CHAPTER 2: Exploring the context of a heart attack

“You never think of the mental side until it happens to you. And
although you actually suffer the pain when you have the heart
attack, | think the mental side of it is worse”, (Individual
interview 2)

“Well you don’t actually know what you’re doing sometimes....

you get cross with somebody for no reason whatsoever
(Group participant 3.3)

“I'd always been the breadwinner, you know, what me wife
earned were pin money. Now roles have changed and it hurt, it
was really alien to me and now, I'm getting to accept it now,
we joke about it now” (Group participant 4.3)

2.1. Introduction

This chapter adds to the context and background of the study with reference

to the literature on what a heart attack is, its potential impact on life and

what health services are currently available to support people after a heart

attack.

A heart attack can be a devastating, distressing and disorientating event
(Dixon et al 2000). In addition, for many people it is only when they have a
heart attack that they realise that they do not know what one is. Often,
people are uninformed regarding the causes of a heart attack, what impact it
will have and what they need to do to recover. This lack of knowledge,

added to the shock of the heart attack, can make the world a bewildering

place. Life after a heart attack may become unfamiliar and

incomprehensible.

33



This sense of bewilderment raises important questions. How do people
understand the heart attack experience? What do they understand to be the
implications of the heart attack, socially and emotionally, as well as
physically? What do people mean by recovery and what do they need in
order to achieve recovery? This thesis addresses these questions by

exploring the experience and meaning of recovery from the perspective of

those who have had a heart attack.

This chapter examines pre-existing knowledge and literature that provides
contextual information about the nature and impact of a heart attack. This is
done from three perspectives. First, the nature and causes of a heart attack
are examined. Second, evidence is presented on the ways that a heart
attack can have a damaging impact upon people. The adequacy of the
different research methodologies and designs to provide information on the
influence of a heart attack on various aspects of people’s lives is reviewed
and critiqued. Finally, the provision of existing services to address the
impact of a heart attack is examined. The chapter concludes by
summarizing key issues raised that support conducting a study to explore

the meaning of recovery.
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2.2. Searching the literature

The aim of this stage of the research was to conduct a selective but
comprehensive review of the relevant literature. In order to achieve this, the
literature was drawn from a variety of disciplines and fields of knowledge
ranging from medicine and nursing to psychology and sociology. The
rationale for the review was to provide a contextual and theoretical
understanding of previous research and theoretical study that related to the
field of recovery after a heart attack. The goal was to identify any work that
was relevant, identify gaps in knowledge in existing published literature and
develop understanding for the study that was conducted and is now

presented here.

The literature review presented a number of challenges, which included the
following:

e The area of study was a conceptual one, i.e. the meaning of
recovery, as experienced after a heart attack. This provides a very
different requirement to a literature search conducted to inform an
interventional study. In the latter case it is possible to develop a clear
and structured search question related to the relevant intervention,
population and outcomes. In searching the literature for this study it
was not possible to generate such a defined question.

o [twas necessary to search a number of databases in order to ensure

relevant articles from the range of appropriate disciplines were
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incorporated. This included psychology, sociology, medicine and
nursing.
e There was also a requirement to include seminal theoretical literature

that was quite old, as well as more recent academic studies that

developed the original work.

A number of different electronic databases were used. These included:
MEDLINE 1966 — 2003, CINAHL 1982-2003, Social Science Citation Index
1981-2003, PsychINFO 1967-2003 and the Cochrane Library. Keywords
used for the search were selected on the basis that they would capture

theoretical and clinical research relating to the patient experience after a

heart attack, recovery period and recovery as a concept. The keywords
included patient experience, recovery, adjustment, adaptation, coping,
coronary heart disease, myocardial infarction (heart attack), quality of life,
patient satisfaction and cardiac rehabilitation. The focus of the search was
not evidence on clinical interventions after a heart attack. Keywords related
to these were not included. The only exception to this was cardiac

rehabilitation, as this is the health service dedicated to facilitating recovery.

Because of the lack of research explicitly focusing on the concept of heart
attack recovery a broad approach was taken to inclusion in terms of
methods and design. In addition, relevant articles related to experience,

adjustment and adaptation in conditions, other than heart disease, were
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included. All types of studies were included, systematic reviews,
randomised controlled trials, surveys, observational studies, theoreticai /
conceptual papers and discussion / descriptive studies. After limiting to
English language articles, 420 articies were retrieved. Additional articles
were identified after the initial search. These were identified in relation to

emerging concepts from the analysis. This literature is incorporated into the

thesis discussion (Chapter 9).

Abstracts and executive summaries of the 420 retrieved articles were

examined. Those articles that related to the impact of a heart attack,
concepts related to recovery, and rehabilitation services were retained.
Seminal theoretical papers related to recovery conditions other than heart
disease were also included. As the concept of recovery is an under
researched area, initially studies were included purely on the basis of
perceived relevance. There was a concern that if literature was filtered too

early, an article that raised an important issue or question may be lost. This

resulted in 204 articles to be kept for appraisal.

In addition, relevant health policy documents are also included.
Professional documents were identified from the websites and publication
lists of relevant organisations, for example the British Heart Foundation

(BHF) and British Association of Cardiac Rehabilitation (BACR). Clinical
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texts and articles were identified for clinical reference and to provide

information regarding health service provision and routine clinical care.

The 204 articles retained for inclusion in this initial literature review included

articles using all types of study design. After an initial reading of the articles,
they were categorised according to subject and method. The selection of
the categories was dictated by the search results. The following categories

were used:

» Psychological impact of a heart attack
o Biomedical, quantitative
o Psychological, quantitative
o Psychological, qualitative

e Emotional impact of a heart attack

o Social impact of a heart attack

o Cardiac rehabilitation

e lllness experience

o Biography and narratives

o Control

o Women's experience of heart attack
e Recovery experience

o Coping

o Adjustment

o Loss and change
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The articles were critically appraised to assess relevance, contribution to the
research topic and aim, and to judge methodological rigour. Again, because
of the lack of material in the area of heart attack recovery, it was important
to be as inclusive as possible. None of the articles were rejected but some
were identified as more relevant and rigorous than others. These were
selected for inclusion in this review chapter. Those less relevant, lacking in

rigour and those that were theoretical or descriptive were kept for reference

and to reflect on during the analysis.

The critical appraisal of the studies was guided by Greenhalgh (1997), who

provides questions to examine the relevance and methodological quality for
studies adopting a range of methods from randomised controlled trials to
qualitative studies. Three simple questions are asked first to become

familiar with the articles:

e Why was the study done and what was the research aim / question/

hypothesis?
o What type of study was done i.e. what was the design and methods?

o Was the design appropriate and capable of answering the question?

Having asked these questions a more detailed appraisal was conducted

using method specific appraisal frameworks for studies of varying methods

Greenhalgh (1997). A brief summary of the study was written and a

39



judgement made of its quality and strength of evidence. This judgement

was based on the following questions:

Was the study original and relevant to the study?

Who was the study about? (i.e. who is included/excluded, sampling
method and size.

Were the design and methods sensible and appropriate?

How was bias addressed or minimized?

Was the analysis clearly described, justified and the results rigorous /

credible?

In line with grounded theory methodology, additional research was

incrementally identified, appraised and incorporated as the study

progressed. This literature was related to emerging analysis and concepts

identified during the analysis.

The key references on the psychological impact of a heart attack are

detailed in Table 1 (page 40). The most important and relevant references

relating to the psychosocial and emotional impact of a heart attack are

summarized on Table 2 (Page 61). Theoretical papers and sociological

articles, where little information is available about the underlying empirical

work the theory is based upon, are not included in the tables.
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2.3. Whatis a heart attack?
2.3.1. The nature and prevalence of heart attacks
A heart attack is one of the most common manifestations of coronary heart

disease (CHD). Despite some reduction in death rates from CHD in recent

years, rates still remain high (British Heart Foundation, 2003). CHD is the
most common cause of mortality in the UK. In 2001 it was thought to be
responsible for 120,891 deaths. Twenty three percent of premature deaths
(under 75) in men and 14% of premature deaths in women are due to CHD
(British Heart Foundation, 2004, British Heart Foundation, 2003). This s
equivalent to one in four premature deaths in men and one in six deaths in

women (British Heart Foundation, 2003).

CHD is a chronic condition that involves the gradual build up of atheroma, a
fatty deposit, on the walls of the coronary arteries. The resultant narrowing
of the arteries means the blood supply to the heart muscle is compromised.
Two of the main problems resulting from CHD are angina and a myocardial
infarction (Schofield, 2000). Angina is chest pain that occurs when the
narrowed arteries cannot provide the increased blood supply required by the
heart during exercise. A myocardial infarction, or heart attack, occurs when
an artery becomes blocked, usually due to formation of a blood clot. A heart
attack is a sudden event, characterised by a number of symptoms, the most
common being severe central chest pain, breathlessness and nausea.

Symptoms can vary enormously between individuals in terms of nature and
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intensity. This is evidenced by research exploring factors influencing delay in
reporting symptoms in a heart attack (Chen et al. 2005; Pattenden et al.
2002). Variation in symptom presentation is one of the reasons given for not
recognising symptoms as a heart attack (Dracup et al. 1995). This means
that people’s experience of a heart attack may not match their expectations
(Perry et al, 2001; Horne et al, 2000). For many, a heart attack may be the
first sign that they have a chronic condition, that is, heart disease. This
means recovery involves addressing not only the frightening acute event of

a heart attack, but also the implications of living with a chronic disease.

It is estimated that a total of 275,000 people (151,000 men and 124,000
women) have a heart attack every year in the UK (British Heart Foundation,
2004, British Heart Foundation, 2003). Of these, almost half die (Volmink et
al, 1998). The high prevalence of a heart attack means that many people
will know someone who has had or died from a heart attack, prior to
experiencing their own. This vicarious experience may contribute to their
perceptions, beliefs and expectations of what life and recovery will be after a

heart attack.

2.3.2. Heart attack interventions

Survival rates after a heart attack have, however, greatly improved in recent
years due to the advent of more effective treatments (Hatchett & Thompson,

2002; Schofield, 2000). Examples of new interventions include
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thrombolysis, “clot busting” drugs (Baigent et al, 1998). The welcome
improvement in survival means that there is an ever-increasing population of
people surviving a heart attack who have to find a way to recover and adapt

to life after the event.

The medical term for a heart attack is myocardial infarction. Myocardial
infarction means death of heart muscle (Hatchett & Thompson, 2002). Due
to the cessation of blood supply during a heart attack, those who survive
experience damage to the heart in the form of the death of an area of heart
muscle. This damage can leave the patient with various symptoms with
different degrees of severity. Some resume full physical function. Others
are left with residual problems such as angina, amongst other symptoms.
The physical damage, in addition to the psychological, and social impact of

the event, creates challenges in recovering from the event (Hatchett &

Thompson, 2002).

Medical treatment received in hospital or in primary care is aimed at
controlling any symptoms that are experienced, maximizing physical
functioning and reducing the risk of further cardiac events. This is achieved
by a combination of drug and interventional therapy (Cosmi et al, 2003).
The main forms of intervention are referred to as revascularisations, where
narrowed arteries are bypassed by surgery or widened using a technique

called an angioplasty. Increasingly, the latter less invasive option is used.
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The presence or threat of enduring symptoms or further interventions may

well have implications for recovery (Lewin, 1997).

Due to improvements in medical care available to people after a heart

attack, the length of stay in hospital is now only five or six days. In 1997, the
average length of stay in hospital was 11.7 days. It is now 5.9 (Frederick &
Spencer, 2004; Schofield, 2000). This provides patients with only a short
time to take in what has happened to them before they are discharged
home. In hospital they can only begin the physical healing required. In
addition, hospital provides little time to understand what has happened to
them, and start to address some of the psychological and social implications
of a heart attack. As a result people can feel very vuinerable and have
numerous information and support needs upon discharge home in order to

facilitate rehabilitation (Lewin, 1997; Thompson, 1990).

2.3.3. Social, cultural and economic influences

One of the problems with CHD, and a reason why it is so difficult for people
to understand, is the complexity and inconsistency of its epidemiology. ltis
known that certain lifestyle factors and behaviours exert an influence over
CHD risk (British Heart Foundation, 2004; British Heart Foundation, 2003).

However, this risk is not spread evenly across populations in the UK.
Environmental, social, cultural and economic factors appear to moderate a

person'’s risk of developing or dying from heart disease (Department of
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Health, 2002; Lacey, 2000; Department of Health, 1999; Davey-Smith,
Shipley & Rose, 1990; Marmot & Theorell, 1990; Marmot, 1983). Death
rates from CHD are highest in Scotland and the North of England. The
lowest rates are found in the South of England (British Heart Foundation,
2004; British Heart Foundation, 2003). The chance of a Scottish man dying
prematurely from CHD is almost twice that of his equivalent in the South of
England. Disease rates are also higher in areas of deprivation (Tod et al,

2001; Goddard & Smith, 1998; Payne & Saul, 1997). CHD deaths are 58%

higher in manual workers when compared to professional groups (British

Heart Foundation, 2004).

Socio-economic factors would, therefore, appear to play a part in explaining
the geographical variations, not just in the incidence of heart disease but on
the ability to recover. Some of the highest national coronary heart disease
death rates are experienced in the South Yorkshire Coalfields. In the UK, in
2001, age standardized death rates per 100,100 population were 213 for
men and 68 for women. In the Yorkshire and Humberside region they were
245 and 87 respectively (British Heart Foundation, 2004). The differences
within the UK are illustrated by a comparison between Richmond upon
Thames in Surrey and the South Yorkshire Coalfields. The number of
annual male deaths under 65 years (1998/2000) in Richmond was 61. In
Barnsley Doncaster and Rotherham the equivalent numbers were 215, 251

and 247 respectively (British Heart Foundation, 2004). The health of these
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communities has been affected by long-term deprivation and exacerbated
by the continuing decline in the traditional local coal and steel industries
(South Yorkshire Coalfields Health Action Zone, 2000; Rotherham Health

Authority, 1998). Research on heart attack recovery therefore needs to

explore social and cultural influences. The perspectives of those at highest

risk should be included. This study meets these needs.

2.4. How can a heart attack impact upon people?

The emerging picture suggests that a heart attack has the potential to
impact upon people in a variety of ways. The effectiveness of different

research methodologies, from various academic and health disciplines, to

capture this impact is now appraised.

2.4.1. Heart attack impact and quantitative inquiry

This component of the literature review will focus primarily upon
psychological and epidemiological surveys, correlation studies, and
experimental trials. It does not address the adequacy of quality of life as an
outcome to evaluate illness impact and recovery after a heart attack. This

debate is discussed in relation to methodological issues in Chapter 4.

Research into the impact of a heart attack has traditionally been dominated
by evaluations of functional and biological implications (Weatherall, 1998).

Quantitative and experimental research designs have been used to
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investigate the impact of a heart attack and associated interventions. The
perspectives of health professionals and biomedical research have
dominated this body of work (Clark, 2003). Biomedical research is defined

as bringing together:

‘fundamental aspects of biology and medicine with the ultimate aim of

contributing to the improvement of human health” (Caron-Flinterman
et al, 2005. p2576)

There is an expanding literature, within the biomedical, tradition, that tries to
address the range and extent of psychological and social implications of a
heart attack. In his formative work Mayou et al (1979, 1978a, 1976) began
to examine the social and psychological impact of a heart attack (Table 1).
He conducted research in which adverse outcomes of patients were
detected after a heart attack. High rates of psychological distress were
indicated. In a sample of 100 heart attack patients followed up one year
after the event, 32% reported moderate symptoms and a further 32%
marked symptoms. Predominant symptoms were anxiety, depression and
fatigue (Mayou, Foster & Williamson, 1978a). Between a quarter and a third
of the respondents reported being dissatisfied or very dissatisfied with work
and leisure outcomes and changes in sexual activity (Mayou, Foster &

Williamson, 1978a).

This research also started to explore the impact of the iliness on families.

Examples of issues raised include, relationship strain, over protectiveness of
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spouses, being wary of quarrelling despite irritation and a lack of confidence

in and a reduction in sexual activity (Mayou, Foster & Williamson, 1978b).

An important finding from this programme of work was that physical and
psychological improvement was not always related to the size and nature of
the heart attack (Mayou, Foster & Willimason, 1978a). However, as the

authors admit, the extent of the variations in individual progress trajectories

mean that these studies are unlikely to be generalizable (Mayou, Foster &

Willimason, 1978a).

This and other work by Mayou and colleagues was influential. It succeeded
in raising the research profile of the social and psychological consequences
of an acute iliness event, such as a heart attack. It also began to
demonstrate the complexity of the issue. For example, that different
patients may prioritise different outcomes, and that the range and nature of

the heart attack impact also differs:

“For most patients there is no single measure of psychosocial
outcome and it is evident that individual patterns of disability
vary widely” (Mayou, Foster & Williamson, 1978a, p451).

Some participants of this study indicated reduced activity and decreased

satisfaction related to this, whilst for others the reported experience was

very different, and the situation improved.
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“For those families the crisis of infarction seems to have
proved the opportunity and stimulus for greater understanding
and occasionally for constructive rethinking and planning”
(Mayou, Foster & Williamson, 1978a, p453).

So, whilst many reported impaired physical, psychological and social

functioning, the experience of others was more positive. This research

made the important step of establishing that the impact of a heart attack had

a psychological as well as physical component.

The research of Cay and colleagues (Philip et al, 1979, Dellipiani et al,
1976; Cay, 1982; Cay et al, 1972) used similar methods to demonstrate
successfully the presence of anxiety after a heart attack (Table 1). They
generated evidence that anxiety fluctuates at different time points from the
heart attack. This research implies that a recovery pathway exists with

differing levels of anxiety risk at different times after the acute event.

However, because of the nature of the methods used in these studies the
results raise more questions than answers (Table 1). The studies do not
have the capacity to explain the difference of impact experience between
participants. This issue is taken up in the following section. The limitations

of the studies are now explored.
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2.4.2. Limitations of quantitative methods to explore illness impact
The biomedical orientation of this research has three important limitations.
First, whilst some people may experience a good physical and functional
recovery, others are left with enduring symptoms of heart disease and heart
failure. This denotes that the impact of a heart attack can vary significantly
between individuals. Biomedical research, using quantitative methods, can
detect variations in, for example, HRQoL scores. However, what this
variation in scores means in terms of individual life experience is difficult to

determine using quantitative methods that focus on statistical probability.

Second, the nature and extent of variation does not just apply to physical
impact, but to a range of psychological and social effects of the iliness
event. The complexity and variation of psychological and social impacts of

iliness are difficult to encapsulate using standard quantitative measurement

tools.

The final limitation is that it is not certain whether biomedical research
always reflects the priorities or perspectives of patients. This is illustrated by

the views of a patient research participant who was a member of consumer-

orientated organisations (Caron-Flinterman et al. 2005):

“The problem with biomedical research is that research
questions are often relevant from a scientific perspective, but
this does not imply that they are also relevant from the
perspective of patients. Biomedical science Is very
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reductionist. This leads to useful knowledge and innovation,
but the broader context — the overarching ‘system’ - is ignored.
Patients have specific knowledge about what it is like to live
with one or more ailments. By not involving patients,
biomedical research is overlooking an important source of
knowledge” (Caron-Flinterman et al, 2005. p2576):

A number of additional methodological limitations also arise from the

studies, as cited in Table 1.

Using quantitative methods, the researchers mentioned above looked for

correlations between patient outcomes and certain behaviours or
characteristics (Mayou, 2000). In the research of Mayou et al (2000, 1979,
1978a, 1976), psychological well being was linked to reports of over-
protectiveness, relationship problems and sexual activity. Using these
correlations the researchers ascribe the differences in patients’
psychological profiles to the level of supportive and encouraging attitudes
within families. This assumption is problematic and illustrates the limitations
of the design. This research indicates how aspects of the interpretation of
survey results are merely speculative. The basic inadequacy in quantitative

methods to understand the impact of an iliness event such as a heart attack

is, therefore, unveiled.

It is true that patients who reported better psychological profiles also report

more positive experiences related to their families (Mayou et a/ 2000, 1979,

- 1978a). This does indicate a potential correlation. However, the study
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design offers little capacity to explore the issues in more detail. As a resuilt
questions remain unanswered. First, are the outcomes used appropriate?
The authors do not justify or demonstrate the relevance of the outcomes

selected. The researchers themselves developed many of the outcome

measures used, with little information provided of their psychometric

properties (Table 1). Were the outcomes selected as they reflect

professional or patient priorities?

Second, is the correlation a causal one? |t is possible that other factors are
at play here that are not considered by the researcher or addressed by the
outcomes used. For example, does socio-economic status bear any impact
upon incidence of psychological distress or family support? It is possible
that overprotectiveness or reduction in sexual activity is a proxy outcome for
some factor not considered in the research design. In addition, in the case
of some outcome measurement scales it is difficult to tell if certain scale
scores are due to somatic, medical or psychological factors. This question

is identified and discussed in the selective review presented by Dobbels et

al (2002).

In addition, it is also impossible to demonstrate from these studies how, why

or in which way any correlation operates. Do people who are depressed

report being overprotective? Or do people who are overprotected report
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being depressed? This research raised the questions but lacks the capacity

to inform us of the answers.

Further, Mayou et al (1979, 1978a, 1976) provide little information to

describe or justify the nature and size of the sample or to demonstrate the

psychometric properties of the outcome measures used. It is therefore
difficult to make claims that the sample was representative. The external

validity of the studies must therefore be questioned.

In summary, this seminal body of research was important in emphasising
that a heart attack does have psychological and social impacts. However,
when trying to understand impact of iliness and recovery mechanisms, it
raises a fundamental problem in terms of bio-medically driven, quantitative
inquiry. It is not possible to gain understanding of or information on the
dynamics and reasons for any proposed correlations from such survey

based studies.

When examining the impact of a heart attack, the emphasis in these studies
was on the measurement of a narrow range of clinical outcomes reflecting
an orientation to the biomedical model. Whilst valuable and informative, the

research leaves unexplored patient’s subjective experience of iliness and
therefore does little to illuminate the impact from the patient's perspective.

The focus is on outcomes selected as important to health professionals and
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researchers rather than patients. Knowledge of the individual experience is
required to gain an understanding of the range and variation of ways a heart
attack can impact upon a person’s life. Information of a more qualitative

nature is required in order to understand illness and recovery experience

from a patient’s perspective.

More recent studies exploring the incidence and treatment of the
psychological repercussions of a heart attack has followed that of Mayou
and Cay (Berkman et al. 2003; Frasure-Smith, Lespérance, 2003; Hoffman
et al. 1995; Frasure-Smith, Lespérance & Talajic, 1993; Ruberman et a/,
1984, Philip et al. 1981). Much of this work further explores the incidence of
psychological problems after a heart attack, but also evaluates the
effectiveness of interventions (Table 1). This research further illustrates

some limitations of quantitative methods in understanding the impact of a

heart attack.

This later research has established that, in patients with CHD, the
prevalence of major depression is 20% and minor depression up to 27%.
Depression has been identified as a risk factor for mortality after a heart
attack (Berkman et al, 2003). In response to this, projects such as the
Montreal Heart Attack Readjustment Trial (M-HART) sought to develop and

evaluate health care interventions in order to reduce anxiety and improve

coping in people after a heart attack (Frasure-Smith & Lesperance, 2003;
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Frasure-Smith et al, 2002; Frasure-Smith et al, 1997). The limited lens and

scope of information provided by such biomedical studies is adequately

demonstrated by this work.

Despite the methodological problems present in some research (Table 2),
the fact that psychological distress exists after a heart attack is no longer in
doubt (Lewin, 1997). High levels of anxiety and depression are consistently
demonstrated in people who have had a heart attack and have been
reported to be significant predictors of mortality (Dixon, 2000). The rationale
behind the M-HART study was an obvious response to this evidence on
psychological distress. The researchers’ hypothesis was that patients
randomised to a home based supportive intervention would score better on
a range of psychological, social and quality of life indicators than a control
group. The intervention was monthly telephone monitoring of psychological
distress and home nursing visits. However, by their own admission, the
researchers found the results disappointing and rather bewildering. At one
year the intervention made no impact on survival or psychological outcomes
(Frasure-Smith & Lesperance, 2003; Frasure-Smith et al, 1997). " In fact, ali
cause and cardiac related mortality actually increased in the women in the
intervention group. This trend was maintained in a five-year follow up study
(Frasure-Smith et al, 2002). The researchers were left wondering what

caused people who received additional health services and support to do

worse.
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Whilst quantitative and experimental studies are the gold standard for
judging the effectiveness of an intervention, the example of the M-HART

study demonstrates very well what such studies do not tell us about a range

of factors relating to heart attack impact. These include, for example, the
involved and convoluted ways that iliness interacts with individuals as social
and cultural beings, how it affects their sense of self and the dynamics
between them, their family and social group. Research that acknowledges

these factors is required if illness impact and recovery are to be truly

understood and appropriate and accessible interventions developed.
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2.4.4. The emotional impact of a heart attack

There is a body of literature that reports research that has made a contribution

to understanding the emotional impact of a heart attack (Frazier et al, 2002;

Moser & Dracup, 1995; MacKenzie, 1993). This work has highlighted a range

of concepts of potential importance when considering recovery experience

(Table 2). Nurse researchers were responsible for a large quotient of these
studies. It is possible that this is a reflection of the traditional affiliation of
nurses to conduct research that relates to clinical problems that are meaningful

to patients (Field & Morse, 1985)

Hilbert (1993) conducted a study to expand upon descriptive psychological
studies and to measure correlation between emotional distress and its impact
on family functioning. The study involved 35 couples where the man had had a
heart attack. Prior to discharge substantial levels of emotional distress were
revealed in both patients and spouses. Patients and spouses with low levels of
satisfaction regarding family functioning were seen to be at greater risk of

emotional distress.

MacKenzie (1993) followed up the findings of Hilbert (1993). Her study
examined role enactment and emotional response in women four to six weeks
after hospitalisation for heart disease. The study demonstrated that women
experience poorer outcomes than men following a heart attack, a finding

supported by others (Cochrane, 1992; Boogaard, 1984; Stern, Pascale &
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Ackerman, 1977). The study does indicate that emotional distress in her
sample was raised in the first four to six weeks post discharge. It also
emphasises the importance for women in being able to re-enact and resume
their home-making and family roles. However, the research is compromised by
the small sample size of 19 women. In addition the data was collected using a
tool developed by the researcher that had not been piloted or subject to

psychometric testing. The generalizability of the results must therefore be

questioned (Table 2).

Moser and Dracup (1995) explored the role of perceived control on
psychosocial impact of outcomes following a heart attack. Perceived control is
described as the self-belief that a person can influence the “adversiveness” of
an event. This study involved 228 patients who had had a heart attack or heart
surgery. The sample completed a validated questionnaire 3 months after the
cardiac event and six months later. Of the initial sample, 176 completed the
study. At the six month follow up, participants with high levels of control were
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